
AN EXPLORATORY STUDY OF THE LIVED EXPERIENCE OF INFERTILITY 

AMONG YOUNG MEN AFTER CANCER TREATMENT 

by 

Lyzandra Leena Pereira  

Bachelor of Science, University of Windsor, 2008 

A Thesis Submitted in Partial Fulfillment  

of the Requirements for the Degree of  

 

Master’s in Applied Health Services Research 

in the Graduate Academic Unit of the School of Graduate Studies 

 

 

Supervisor:        Krista L. Wilkins RN, PhD, Nursing 

Supervisory Committee:  Mary McKenna, PhD, RD, Kinesiology 

        Ryan Hamilton, PhD, Experimental and Applied Psychology 

 

 

Examining Board:       Lucia Tramonte, PhD in Sociology 

        Baukje Miedema, RN, MA, PhD, Family Medicine 

 

This thesis is accepted by the 

Dean of Graduate Studies 

 

 

THE UNIVERSITY OF NEW BRUNSWICK 

September, 2016 

©Lyzandra Leena Pereira, 2016



ii 

 

ABSTRACT 

Although over 75% of adolescent and young adult (AYA) men want to be a father 

after cancer treatment, they do not know how cancer treatment can affect their fertility. 

There is a gap in knowledge on how these young men cope with infertility in their 

everyday lives. Accordingly, a qualitative study guided by the philosophy of hermeneutic 

phenomenology was conducted to elicit detailed descriptions of the lived experience of 

infertility among young men after cancer treatment. Data were collected through semi-

structured interviews with young men, reflexive journal, field notes and documents. 

Participants included four men (average age = 28.5 years) who had cancer and lived in 

urban cities in Atlantic Canada. They described infertility after cancer as the paradox of 

being infertile and the desire to be a father. Three themes emerged from the interviews: 

(1) How infertility affects me, (2) How infertility affects my relationships, and (3) I want 

the choice to bank sperm. Infertility touches all aspects of these young men’s lives, 

challenging their sense of self, relationships and fatherhood goals. The document review 

showed that fertility services are not distributed evenly across Canada, provincial funding 

fertility services of sperm banking varies across the provinces and affects men’s decision 

to bank sperm; and there is limited supportive care for AYA men who experience 

infertility. Understanding the experiences of infertility among young men after cancer 

treatment can help healthcare providers design and implement interventions around the 

issues of sexuality, fertility and fatherhood. 
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CHAPTER 1: INTRODUCTION   

Introduction 

In Canada, every year there is an average of 1,000 new cases of cancer diagnosed in 

young men aged 15-29 (Canadian Cancer Society’s Steering Committee, 2009). Due to 

advanced medical treatments available, young men are experiencing improved outcomes 

and longevity, with over 85% of young men surviving five years past their diagnosis (De 

et al., 2011). There is a gap in knowledge of how young men who have had cancer cope 

with long-term treatment related effects, and in particular infertility, in their everyday 

life. 

Treatment modalities such as chemotherapy and radiation therapy are highly 

effective at treating cancer, but their gonadotoxic properties can impair severely fertility 

in an agent- and dose-dependent manner (Choy & Brannigan, 2013). Although exact 

figures are unknown, it is estimated that young men have a 30 to 75 % chance of 

infertility resulting from cancer treatments, depending upon the therapy used and the 

patient’s age (Quinn et al., 2012). For young men of reproductive age, a concern is 

whether they will be able to father children after cancer treatment. Studies have shown 

that after treatment more than half of these young men desire to be a father, including the 

75% who were childless at the time of cancer diagnosis (Choy & Brannigan, 2013).  

The current emphasis of cancer care is on treatment and survival. Dialogues 

between physicians and young men on future fertility or options for fertility preservation 

are often not explored, despite the recommendation issued by institutions like the 

American Society of Clinical Oncology to offer sperm banking to all eligible post 
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pubertal males (Choy & Brannigan, 2013). Many young men do not know how cancer 

treatment can affect their fertility or the likelihood of fertility recovery over the long-term 

(Pacey, Merrick, Arden-Close, Morris, Rowe, Stark, & Eiser, 2013). Research studies 

have shown that oncologists often see fertility preservation mainly as a women’s issue 

and usually do not refer young men to fertility services or consult any fertility 

preservation guidelines (Adams, Hill & Watson, 2013). In addition, there is a lack of 

clinical practice guidelines for fertility preservation for young men in Canada and 

appropriate resources that can help these young men make informed decisions about their 

reproductive future (Loren et al., 2013). 

Significance of the Problem 

The adolescent and young adults (AYAs) group is often called ‘the orphan cohort’ 

in cancer studies, as they have been understudied for a variety of reasons. AYAs are at a 

life stage where identity formation, peer relationships and future goals such as career and 

family are important to them (Zebrack et al., 2011). Further, AYAs have delays in cancer 

diagnosis and treatment due to the unique nature of their cancer biology.  In Canada, 

there are very few programs suited specifically for AYAs in important areas such as 

fertility, social support or even navigation of the healthcare system (Ramphal, Meyer, 

Schacter, Rogers, & Pinkerton, 2011). AYAs encounter a care gap within the healthcare 

setting between paediatric and adult patients. While a cancer diagnosis has a potentially 

devastating impact at any age, AYA populations are in the unique situation of dealing 

with a life-threatening illness while managing major developmental, personal, 

educational and occupational milestones. AYAs may experience neurocognitive 

problems from treatment, difficulty becoming independent, reduced social skills, 
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difficulty establishing relationships, risk-taking behaviour, body image dissatisfaction, 

sexual dysfunction, loss of fertility and reduced quality of life (Quinn, Murphy, Sehovic, 

& Sawczyn, 2013).   

To date, much of the research that has been done on youth with cancer has treated 

cancer occurring during childhood, adolescence and young adulthood as a homogenous 

group. AYAs are a unique population due to their developmental needs, and experiences 

of pediatric or older adult patients cannot account for the experiences of AYAs.  Most 

existing research does not address the potential interactions of cancer and cancer-related 

infertility with the developmental aspects of adolescence and young adulthood.  Little is 

known about the everyday experiences of how young men cope with infertility after 

cancer. Moreover, fertility concerns among AYA men are under researched compared 

with AYA women. In fact to our knowledge, there are no studies that have focused 

exclusively on the AYA men’s perceptions of outcomes of infertility after cancer 

treatment. This research study responds to this gap by addressing how the experience of 

infertility and desire for fatherhood affects young men’s lives after cancer. The study also 

provides insight into health policies, health services and supportive care resources for 

young men to describe the healthcare context in which these men experience infertility. 

Purpose and Research Questions 

The purpose of this study is to understand the lived experience of infertility in 

young men after cancer treatment and to identify potential health policies, health services 

and supportive care needs for these young men. Lived experiences are everyday 

experiences that are described in terms of how the experience felt, or what is was like 

having an experience, rather than how the experience was conceptualized (van Manen, 
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1997). To capture this lived experience, the first research question proposed in this study 

is: What meanings do young men in Atlantic Canada ascribe to their infertility after 

cancer in the context of their everyday lives?   

Data collected from the young men’s interviews directed the focus of the document 

review to include clinical practice guidelines for fertility preservation, healthcare services 

for fertility preservation in AYA men, and AYA specific supportive care resources in the 

field of oncofertility. The document review was completed to answer the second research 

question: What are the health policies, health services and supportive care resources 

available for these infertile young men in Canada?  

The qualitative part of this research study was conducted using van Manen’s 

approach to hermeneutic phenomenology. This research methodology adopts a person-

centered approach well suited to investigate how young men live, see and interpret 

infertility in the context of their everyday lives (van Manen, 1997). By conducting a 

qualitative investigation using phenomenology to explore common events and emotions, 

lived experiences of young men after cancer can become meaningful to others 

(Krumwiede, & Krumwiede, 2012).  Moreover, comparing documents with the lived 

experience of infertility as reported by AYA men helped to identify the Canadian 

healthcare context for oncofertility, differences and similarities in service provision and 

accessibility of health services, and supportive care needs of these young men.  

This study provides healthcare professionals with knowledge and understanding of 

how young men live, see and interpret infertility in the context of their everyday lives. 

This information can help healthcare providers support young men diagnosed with 

cancer. This study lays the groundwork for future intervention studies that can help 
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young men make decisions about their fertility prior to cancer treatment and provide 

support tools for infertility treatment post cancer. The broader impact of the study is 

situated fundamentally in its concern with a population, AYA men, who have historically 

been neglected in previous research on cancer survivorship and with the long-term 

impacts of cancer treatment, especially infertility. 

Definition of Key Terms 

There is little consistency among many of the terms used to describe the AYA 

cancer experience. Therefore, for the purpose of this study, the major terms are defined as 

follows: 

Cancer Survivor 

In the field of cancer research, survivorship is described in many ways and the term 

“cancer survivor” creates a lot of confusion. In the past, “cancer survivor” has been used 

to describe anyone who is no longer undergoing treatment, anyone who has ever been 

diagnosed with cancer, or even a friend, family member, or caregiver of someone with 

cancer (National Cancer Institute, 2004). For the purposes of this study, a cancer survivor 

refers to someone who has been diagnosed with cancer and completed cancer treatment, 

such as radiation, chemotherapy, or surgery.  

Infertility 

In order to provide direction in the research process, infertility is defined as the 

inability to conceive after one year of unprotected sex (Bushnik, Cook, Yuzpe, Tough, & 

Collins, 2012). However, because one aim of the research is to arrive at an understanding 

of how young men define infertility, this definition is only one way to define infertility 

and others may emerge from this research. 
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Meanings 

Meanings are lived in that they refer to the way a person experiences and 

understands his or her world as real and meaningful in their everyday existence, their 

lifeworld (van Manen, 1997). 

Clinical Practice Guidelines 

According to the US Institute of Medicine, clinical practice guidelines are defined 

as systematically developed statements to assist practitioner and patient decisions about 

appropriate healthcare in specific clinical circumstances (Nakayama, 2007; Manchon & 

Borràs, 2009). Clinical practice guidelines can improve communication among clinicians 

and patients and their caregivers. Evidence-based clinical practice guidelines are 

developed by defining the clinical question to be addressed (i.e., how to preserve 

fertility), reviewing current evidence, and grading recommendations (Nakayama, 2007). 

Clinical practice guidelines are an important tool to reduce the variability in clinical 

practice and an opportunity to reach agreement among oncologists regarding the best care 

based on the available evidence (Manchon & Borràs, 2009).  

Supportive Care 

In this study, I define supportive as “care that helps a person with cancer and their 

family cope with cancer and its treatment, from pre-diagnosis through the process of 

diagnosis and treatment to cure, continuing illness or death and into bereavement” 

(Harrison, Young, Price, Butow, & Solomon, 2009. p. 1117).  

Assisted Reproductive Technologies 

Assisted reproductive technologies involve many healthcare services including 

counselling, diagnostic and monitoring tests (e.g., blood tests, sperm counts, ultrasound 
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scans), drug therapies and medical procedures (e.g., sperm retrieval and washing, transfer 

techniques and cryopreservation) (Alberta Health Technologies Decision Process, 2014).  

Fatherhood 

 A man becomes a father when he has his first child; Fatherhood, then, is a status 

attained by having a child and is irrevocable (Tanfer & Mott, 1997). In the contemporary 

research literature, the term fatherhood is used interchangeably with the term fathering; 

fatherhood addresses the procreation as well as all the childrearing roles, duties, and 

responsibilities that fathers are expected to perform and fulfill (Tanfer & Mott, 1997). 

Furthermore, while these definitions historically implied biological fathers only, with the 

changes in the family structure they have come to include non-biological fathers as well. 

Technologies such as assisted reproduction have been developed that can determine 

biological fatherhood and at the same time, routes to social fatherhood have multiplied. 

Men can adopt, foster and become step dads to children.  

 The contemporary model for fatherhood in the United States and other developed 

societies is “new fatherhood”; new fatherhood involves the traditional roles of providing 

(i.e., housing etc.) but adds the more modern responsibilities of caring for and nurturing 

prenatal moms, infants, and children (Linn, Wilson, & Fako, 2015). New fatherhood is 

affected by economic and social inequality, where men with more education, income and 

social status are in a better position to care, nurture and provide for their family. For this 

study, I will focus mostly on the biological definition of fatherhood because that is 

potentially impaired by infertility resulting from cancer treatment.  However, the non-

biological fatherhood as described above is still achievable for AYA cancer survivors.  



 

8 

 

Chapter Summary 

Chapter one provided an overview of the background and the rationale for further 

research on young men’s lived experience of infertility after cancer. There has been 

considerably less research done on young men at risk of cancer treatment-fertility due to 

the stigmatization that fertility is a women’s issue. However, as the cohort of young 

cancer survivors increases in concert with the rise in infertility trends on the rise in 

Canada, quality of life indicators such as fertility will be increasingly important in the 

future. Young men’s perspective of understanding their fertility after cancer can facilitate 

the bridge-building process between patients and healthcare providers. Concerns that 

emerged as major themes in the interviews were selected to be the focus of a document 

review. Content analysis of specific documents helped to identify the Canadian 

healthcare context for oncofertility, healthcare services and supportive care needs of 

young men living with infertility after cancer. 

Organization of the Thesis 

 Chapter 2 describes the literature review for cancer in AYAs, cancer-related 

infertility among AYA men and healthcare services for fertility preservation before, 

during and after cancer treatment. Further, it focuses on the perceptions of infertility 

among AYA men and current gaps in research related to their experiences of infertility. 

Chapter 3 describes the methodology and method for the interviews used in the study 

including methodological rigor and ethical considerations.  Chapter 4 provides the results 

from the qualitative interviews. Chapter 5 describes the method used for the document 

review. Chapter 6 contains the results from the document review. A discussion of the 

findings are presented in Chapter 7.
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CHAPTER 2: LITERATURE REVIEW 

Introduction 

This chapter reviews the literature of research on the experiences of young men 

who are infertile after cancer treatment. An overview of cancer research in Canada 

focusing specifically on adolescents and young adults (AYAs) and cancer-related 

infertility. This chapter addresses issues related to the cancer care within the Canadian 

healthcare system, unique needs of AYAs; late effects of cancer treatment; cancer-related 

infertility among AYA men; guidelines for healthcare providers regarding cancer-related 

infertility; healthcare services for fertility preservation for AYA men; AYA men’s 

decision making and supportive care needs; and AYA men’s perceptions of infertility 

after cancer. 

Overview of Cancer in Canada: Incidence, Mortality and Age Distribution 

In Canada, about 2 in 5 people will develop cancer in their lifetime and it is 

estimated that 196,900 new cases of cancer will be diagnosed in Canada in 2015 

(Canadian Cancer Society’s Advisory Committee on Cancer Statistics, 2015). Incidence, 

which is the number of new cases, of cancer is an important indicator of cancer burden on 

the Canadian population (Canadian Cancer Society’s Advisory Committee on Cancer 

Statistics, 2015). The trends in incidence rates help predict future cancer statistics which 

can aid in development of future cancer prevention programs (Canadian Cancer Society’s 

Advisory Committee on Cancer Statistics, 2015). More than half of new cancer cases 

(51%) will be lung, prostate, breast and colorectal in 2015 (Canadian Cancer Society’s 

Advisory Committee on Cancer Statistics, 2015). However, cancer types vary for males 
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and females. Canadian males are most likely to develop prostate cancer (24% of all new 

male cases), whereas Canadian females are most likely to develop breast cancer (26% of 

all new female cases). Overall, slightly more males (51%) are diagnosed with cancer than 

females (49%) (Canadian Cancer Society’s Advisory Committee on Cancer Statistics, 

2015). Also, the highest incidence rates are generally found in the Atlantic Provinces and 

Quebec, while the lowest incidence rates are in Alberta and British Columbia (Canadian 

Cancer Society’s Advisory Committee on Cancer Statistics, 2015). Geographic variations 

in incidence rates may be due to differences in risk factors, such a diet, smoking, obesity 

or even the scope of provincial programs for the diagnosis and early detection of cancer. 

In terms of mortality, it is expected that 1 in 4 Canadians will die of cancer 

(Canadian Cancer Society’s Advisory Committee on Cancer Statistics, 2015). While the 

overall incidence rate of cancer has been increasing slightly in Canada, the overall cancer 

mortality rate has been decreasing. However, the actual number of cancer deaths 

continues to increase due to the growth and aging of the population. Understanding these 

mortality trends has implications for health policy and resource planning in cancer 

detection, prevention and future research programs. 

Cancer primarily affects Canadians over the age of 50, with 89% of all new cases 

diagnosed in people of this age group (Canadian Cancer Society’s Advisory Committee 

on Cancer Statistics, 2015). New cancer cases among AYAs aged 15–29 years accounted 

for 1.5% of all new cancer cases (Canadian Cancer Society’s Advisory Committee on 

Cancer Statistics, 2015).  Although AYAs represents a small percentage of new cancer 

cases, there are about 49,400 potential years of life lost due to cancer each year among 

AYAs, representing significant personal and societal costs (Canadian Cancer Society’s 
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Steering Committee, 2009; Sutcliffe, 2011). AYAs with cancer are a largely understudied 

population even though cancer is both an acute life threatening event and a chronic 

disease due to the delayed complications resulting from cancer treatment. As one AYA 

with cancer has eloquently said “We may be rare but we ARE still there” (Rogers, 2013). 

Cancer Care within the Canadian Healthcare System 

 Canada have a universal health care system that is highly valued by its citizens 

(Romanow, 2002). The Constitution Act, 1867 clearly established healthcare and other 

social programs as a provincial rather than a federal responsibility; this aspect of the 

legislation has influenced the Canadian health care system over the last 149 years (Health 

Canada, 2012; Romanow, 2002). The provinces were responsible for establishing, 

maintaining and managing hospitals, asylums, charities and charitable institutions (Health 

Canada, 2012). While the provinces have primary responsibility for health care delivery, 

the federal government has constitutional authority and responsibility in a number of very 

specialized aspects of health care such as approval of prescription drugs, and critically 

funded areas such as protection and promotion of health (Romanow, 2002). The federal 

government also is responsible for providing health services to specific groups of 

Canadians, including First Nations and Inuit peoples, as well as the Armed Forces and the 

Royal Canadian Mounted Police (Romanow, 2002).  

 One of the most integral federal roles in health care comes through its transfer of 

funds to the provinces through what is called the “federal spending power” (Romanow, 

2002). In 1984, the Canada Health Act  was adopted and it specifies the five principles 

(public administration, universality, accessibility, portability, and comprehensiveness), 

with which the provincial and territorial health insurance programs must conform in order 
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to receive federal transfer payments (Health Canada, 2013; Romanow, 2002). The federal 

Canadian Health Transfer accounts for approximately 15% of health care costs while the 

remaining 85% is paid by the provinces and territories from their public tax revenues 

(Sutcliffe, 2011). The CHA ensures some consistency in the provision of service but 

leaves the method of healthcare service delivery to the discretion of the individual 

provinces and territories. This funding arrangement means that the provincial and 

territorial governments are flexible in how they want to invest health care funding 

according to their local needs and priorities (Health Canada, 2013). Thus, the provincial 

and territorial governments have primarily led changes to the allocation and delivery of 

healthcare in Canada, resulting in differences in access across provinces and territories.  

 In the 21st century, the definitions of the Canada Health Act principles can be 

problematic in healthcare delivery with their explicit inclusion only of physician and 

hospital care, which might exclude health care delivery by other health care professionals 

and in other jurisdictions (e.g., sperm banks and fertility clinics). In addition, these 

definitions can limit the current healthcare trajectory for many Canadians including 

cancer survivors because it involves interdisciplinary healthcare, primary healthcare, and 

comprehensive care across the continuum. 

Fragmented Healthcare   

 Equity in healthcare delivery is a fundamental principle of the Canadian 

healthcare system featured prominently in the Canada Health Act of 1984. Equity in 

health as the absence of systematic disparities in one or more aspects of health across 

populations or subgroups characterized by socio-economic, demographic, or geographical 

differences (Purificacion, French, & d'Agincourt-Canning, 2015). 
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  Romanow (2002) states that there is a fragmentation of healthcare services 

because they are delivered by multiple providers, usually working independently, in 

multiple and discrete settings. For example, for cancer patients have to undergo complex 

cancer treatments, often involving different services (for example, surgery, 

chemotherapy, and radiotherapy), healthcare professionals (for example, primary health 

care teams, surgeons, and oncologists), and settings (for example, primary health clinics, 

surgical units, and cancer centers. He identifies two particular areas in which the system 

is fragmented; the first is the horizontal structure, that is, between specialists or 

specialties; the second is the vertical structure, that is, between levels of care delivery, for 

example elderly patients (care settings such as hospitals, home care and ambulances). 

Fragmented healthcare delivery reduces access and is also financially costly because of 

unnecessarily repeated investigations and consultations and costs generated by poor or 

inadequate care. The problem for individuals seeking care is that they must "find their 

way through a maze of services and providers to get the best information and the full 

range of services they might need" (Romanow 2002, p. 122).   

Context of Cancer Care in the Healthcare System 

 Cancer control services are provided within the acute care system in all provinces 

and territories; however, there are dedicated programs that exist in parallel in many 

provinces and territories to diagnosis, treat, and support cancer patients (Sutcliffe, 2011). 

The comprehensive nature and delivery of cancer control programs vary between 

provinces and territories (Sutcliffe, 2011). Some of these programs are distributed 

between acute care whereas some of them are in cancer dedicated systems. The Canadian 

Partnership Against Cancer Corporation (CPAC) is a federally funded, population-based 
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cancer control program accountable through the federal/provincial/territorial relationship 

(Sutcliffe, 2011). It functions to facilitate planning, coordination, performance and 

quality at the interprovincial and territorial level for the purpose of improving cancer 

control outcomes in Canada. 

 Research has shown that access to Canadian cancer services is most inequitable at 

the beginning (i.e., screening) and at the end (i.e., end-of-life care) of the continuum of 

care (Maddison, Asada, & Urquhart, 2011). However, it is important to understand that 

inequities exist at multiple points of the care trajectory as well since access to each point 

of care is dependent on the preceding points and inequities appear to vary along the 

cancer care continuum. Current research indicates that disparities in cancer care exist in 

socio-economically disadvantaged populations or rural and remote communities. 

Specifically, research indicates income, education, age, sex, and geographic location of 

residence also contribute to access to cancer services (Maddison, Asada, & Urquhart, 

2011).  

Cancer during Adolescence and Young Adulthood 

An average of 2,461 new cases were diagnosed every year among AYAs (Canadian 

Cancer Society’s Advisory Committee on Cancer Statistics, 2015). Cancer diagnosed 

during adolescence and young adulthood represents a transitional phase in that some 

cancers closely resemble those commonly diagnosed in childhood (i.e., non-epithelial), 

while many others have characteristics seen in older populations (i.e., epithelial) 

(Canadian Cancer Society’s Steering Committee, 2009). In 2015, the most commonly 

diagnosed cancers in this age group are thyroid (16%), testicular (13%), Hodgkin 
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lymphoma (12%) and melanoma (8%) (Canadian Cancer Society’s Advisory Committee 

on Cancer Statistics, 2015).  

The diagnosis and treatment of cancer within this age group can be challenging, so 

there have been limited advancements made in the overall survival for AYAs with cancer 

in recent years (Canadian Cancer Society’s Advisory Committee on Cancer Statistics, 

2015). Treatment and survival outcomes during the last decade has been lower for AYA 

cancer patients compared with cancer patients from other age groups (Sutcliffe, 2011). 

There were on average, 290 deaths per year among AYAs with cancer, and the mortality 

rate was higher among males than females (Canadian Cancer Society’s Advisory 

Committee on Cancer Statistics, 2015).This sex disparity is largely due to modifiable risk 

factors, such as smoking, alcohol consumption, and occupational exposure to 

carcinogens, which more commonly affect males than females (Borugian et al., 2011). 

The 5-year from diagnosis time frame is used as a reference point for survival rates 

because the risk of recurrence is considered to be much lower after that period of time 

(IOM, 2006). A report specifically focused on AYAs show that statistics indicate that 

85% of AYAs (excluding those residing in Quebec) will survive five years past their 

diagnosis (De et al., 2011). Among AYAs, the highest five-year observed survival 

proportions have been observed for thyroid cancer (99%), testis cancer (96%), Hodgkin 

lymphoma (95%) and melanoma (93%) (De et al., 2011). Canadian, American and 

European data all indicate that survival is generally better for young females than young 

males, which could be related to the distribution of cancer types between the sexes (De et 

al., 2011). 
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Unique Needs of AYAs with Cancer 

While a cancer diagnosis has a potentially devastating impact at any age, AYAs are 

in the unique situation of dealing with a life-threatening illness while managing major 

developmental, personal, educational and occupational milestones. AYAs with cancer are 

a distinct population with regards to their developmental needs, multiple cancer-related 

transitions, and healthcare needs. 

Developmental needs. Adolescence and young adulthood brings with it a great 

number of developmental changes. Individuals diagnosed with cancer during adolescence 

and young adulthood face additional challenges because of the intersection of the cancer 

experience with developmental needs associated with this period. Adolescents are 12-18 

years of age (Salkind, 2004). The most prominent changes in adolescence are physical 

and sexual growth, including the appearance of secondary sexual characteristics such as 

facial hair (Edelman & Mandle, 2010). The physical changes that take place during 

adolescence are primarily mediated by the secretion of hormones in the hypothalamus, 

pituitary gland, gonads and adrenal glands (Edelman & Mandle, 2010). Adolescents 

experience accelerated physical growth that dramatically alters their body size and 

proportions. The young adult period encompasses the ages from 18-35 years, a time that 

ranges from the end of adolescence to the beginning of middle adulthood (Edelman & 

Mandle, 2010). Physical growth is almost complete by age of 20, and young adulthood is 

typically the healthiest time of life.  

According to Eric Erikson, a developmental psychologist in the 20th century, 

human development occurs throughout the lifespan and each developmental stage 

involves certain tasks that are psychosocial in nature (Salkind, 2004). He stated that 
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psychosocial development was a result of the interaction between biological needs or the 

maturation process and that of the societal demands and social aspects of daily life. 

Erikson’s theory encompasses eight stages, each of which is associated with a definite 

crisis that one must resolve to move onto the next stage (Salkind, 2004). Adolescence and 

young adulthood is defined in two stages (1) identity vs. role confusion and (2) intimacy 

vs. isolation. 

The psychosocial issue in adolescence is the task of identity formation, where he or 

she is developing a sense of identity, with the primary risk of role confusion. The 

adolescent asks, “Who am I?” and “What ideas or thoughts do I feel represent my way of 

thinking?” (Salkind, 2004, p. 148). In this developmental process, adolescents freely 

experiment with various possible adult roles in order to find one that seems to provide a 

unique fit (Edelman & Mandle, 2010). However, if the environment is not supportive, the 

adolescent might develop an ill-defined identity which Erikson terms as role confusion. It 

is a critical turning point in the life history of an individual; development can only move 

forward by taking a new direction.  

A major goal for young adults is the development of an increased sense of 

competency and self-esteem.  Erikson has described the young adult stage of 

psychosocial development as intimacy versus isolation. The young adult asks, “Can I 

give fully of myself to another?” (Salkind, 2004, p. 143). Erikson’s concept of intimacy 

extends beyond sexual relations to a broader view of mutual psychosocial intimacy with a 

spouse, parents and friends. Erikson believes intimacy represents commitment of the 

young adult to others, resulting in warm and meaningful relationships (Salkind, 2004). 

Intimacy is also characterized by mutual trust; hence relationships can allow for self-
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disclosure (Edelman & Mandle, 2010). However, young adults who are not sure of their 

identity may avoid intimate relationships leading to isolation. That is, when one cannot 

share one’s feelings with others, one can feel left out, which results in low self-esteem. 

This is harmful to the young adult’s concept of self and prevents advancement to the next 

stage (Salkind, 2004). When diagnosed with cancer, developmental stages associated 

with adolescence and young adulthood are often disrupted or delayed (Zebrack, 2011). 

Multiple cancer-related transitions. The cancer journey for AYAs includes many 

transitions, which are complex processes indicative of a passage or movement from one 

space or time to another and involves some degree of self-redefinition (Wilkins, 

D'Agostino, Penney, Barr & Nathan, 2014). For AYAs with cancer, critical transition 

periods include: (1) the multiple transitions that occur during cancer care (referral, 

diagnosis, treatment, palliative care, and long-term follow-up), (2) the transition from the 

pediatric to the adult healthcare setting, and (3) the transition to adulthood (Wilkins et al., 

2014). There are several cancer-related disruptions that occur across all adult age groups 

and the continuum of cancer care (Zebrack, 2011). These include: 1) altered interpersonal 

relationships, 2) issues of dependence/independence, 3) achievement of life goals, 4) 

concerns about body-sexual image and integrity, and 5) existential issues. The experience 

of these disruptions varies depending on the time in life when the person is diagnosed and 

the responsibilities associated with that life stage. 

Healthcare needs. AYAs with cancer have a greater delay between the onset of 

symptoms and cancer diagnosis and treatment compared with pediatric patients or older 

adults (De et al., 2011; Ramphal et al., 2011). AYAs with cancer who experience 

symptoms often delay seeking healthcare because they believe they are invincible as they 
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are in denial or feel embarrassed to discuss their symptoms with a healthcare provider 

(Miedema, Easley & Hamilton, 2006; Ramphal et al., 2011).  

The spectrum and biology of cancers in AYAs is unique, making it difficult to 

diagnos and treat the disease promptly. There is increasing data showing that diseases 

such as acute lymphoblastic leukemia, breast cancer, and colorectal cancer when 

diagnosed among the AYA population, are biologically distinct from those diseases seen 

in pediatric or older adult cohorts (Nathan, Hayes-Lattin, Sisler & Hudson, 2011). 

Physician-caused delay in cancer diagnosis are seen in AYAs because patients’ age did 

not fit a cancer profile (Miedema, Easley & Hamilton, 2006). Treatment delays may also 

occur because physicians who have initial contact with AYAs are less familiar with the 

symptoms and signs of cancer in AYAs (De et al., 2011). The general symptoms of AYA 

cancers include: mass in the neck, testis, or other body part, swelling of the lymph glands, 

constant fatigue, or neurological deficit (Bleyer, 2007).  

AYAs with cancer are treated within a dichotomized healthcare system – pediatric 

and adult systems. AYAs with cancer are treated at a pediatric cancer center or an adult 

cancer center depending on their age and cancer diagnosis, although neither system is 

designed specifically to meet their unique needs (Nass & Patlak, 2013; Sutcliffe, 2011). 

In Canada, very few pediatric and adult centers have programs designed specifically for 

AYAs with cancer to help them with important issues such as education, fertility, 

establishing financial independence, or navigation of the healthcare system (Ramphal et 

al., 2011). In addition, only a few of these centers provide physical space designated 

specifically for AYA patients. Barriers to AYA-specific healthcare services include: 1) 

lack of awareness of the prevalence of AYA cancer and its long-term consequences 2) 
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lack of communication between pediatric and adult oncologists who may both be 

responsible for the management of patients in this age group, and 3) lack of funding and 

resources to develop appropriate programs with involvement of the patient cohort and 

healthcare system (Rampal et al., 2011).  

Since adolescence and young adulthood is a multifaceted experience, the 

appropriate care setting and treatment team will vary for AYAs with cancer on a case by 

case basis (Bleyer, 2007). In fact, it is recommended that AYA oncology be regarded as a 

separate field from pediatric and adult oncology with separate training programs (Bleyer, 

2007). Furthermore, improved access to age-appropriate supportive care, psychosocial 

resources, clinical trials, and research is needed for AYAs (Bleyer, 2007). AYAs with 

cancer have been described as the ‘the orphans of cancer’ who fall into a care gap 

between pediatric and adult health services (Fernandez & Barr, 2006). In order to best 

identify the healthcare needs of AYA cancer patients, extensive information must be 

gathered regarding the biological and psychosocial circumstances during the time when 

cancer was diagnosed. 

Late Effects of Cancer Treatment among AYAs 

Most treatment modalities for cancer are associated with a spectrum of 

complications that range from mild to severe. These complications can occur during or 

after treatment. Late effects refer specifically to complications that are absent or sub-

clinical at the end of treatment and develop months to years after the completion of 

cancer treatment has completed (Aziz, 2007). Late effects of cancer treatment are 

heightened in the AYA cohort compared with older cancer patients because of their 
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young age, greater life expectancy, and developmental needs (Aziz, 2007).  AYAs risk of 

developing late effects is highly individual because different treatment modalities present 

different risks of side effects both during and after treatment; many treatments use a 

complex combination of therapies, and the “risk factors for late effects may act 

independently or synergistically” (Aziz, 2007, p. 422). Late effects can become long-term 

chronic issues that require additional medical intervention.  

According to Aziz (2007), late effects can be grouped into five categories: (a) 

system specific damage, such as immune compromised; (b) second cancers; (c) 

functional changes such as lymphedema, fatigue and infertility; (d) cosmetic changes 

such as changes in hair, skin, or body weight; and (e) associated co-morbidities, including 

osteoporosis, hypertension, or metabolic syndrome. One of the most important late 

effects for the AYA cancer population is infertility. 

Cancer-Related Infertility 

Oncofertility is a new discipline that has emerged to address cancer-related 

infertility that occurs in cancer patients and cancer survivors (Woodruff & Snyder, 2007). 

According to Woodruff & Synder (2007), the primary goal of oncofertility is to provide 

current and well informed information for healthcare practitioners to help them 

accurately communicate infertility risk after cancer. The impact of cancer treatment on 

reproductive capacity is multifactorial and the extent of damage varies with the cancer 

type, patient age, and type and dosage of the treatment modality (Knopman, 

Papadopoulos, Grifo, Fino, & Noyes, 2010). Gonadal damage in AYAs with cancer can 

result from either systemic chemotherapy or radiotherapy (Wallace, Anderson, & Irvine, 

2005). 
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Guidelines for Healthcare Providers Regarding Cancer-Related Infertility 

The American Society for Clinical Oncology (ASCO) and the American Society for 

Reproductive Medicine (ASRM) have released guidelines that detail how healthcare 

providers should address the issue of cancer-related infertility with their patients (ASRM 

2013; Lee, et al. 2006). The ASCO guidelines recommend that oncologists: (1) inform 

patients about the potential fertility risks of cancer treatment; (2) be prepared to answer 

questions regarding safety of pregnancy (for parent and offspring) and potential 

interference of fertility preservation with cancer treatment; and (3) refer patients as 

appropriate to both reproductive and psychosocial specialists (Lee, et al. 2006). Similarly, 

the ASRM guidelines strongly recommend that oncologists inform patients about fertility 

risks and refer them to appropriate specialists (ASRM, 2013).  

Cancer-Related Infertility among AYA Men 

The incidence of cancer-related infertility among AYA men with cancer varies 

from study to study because it is difficult and, in some cases impossible, to predict the 

impact of cancer therapy on the ability of young people to parent a biological child 

(Williams, 2010).  It is estimated that 30-75% of men of childbearing age are infertile 

following cancer treatment, with those receiving pelvic radiation and chemotherapy at 

greatest risk for infertility (Quinn et al, 2012). Among AYA men with cancer, variability 

in cancer-infertility rates has been attributed to different treatment regimens (Wallace, 

2011). 

Infertility in AYA men may result from the disease process itself, anatomic 

problems, primary or secondary hormonal insufficiency, or most commonly germinal 

stem cell depletion (Oktay, & Meirow, 2007). Several studies have shown that testicular 
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cancer and Hodgkin’s lymphoma have a direct immunological or cytotoxic effect on 

germinal epithelium within the testes, through disruption of the H-P-G axis, even before 

the start of treatment (Knopman et al., 2010). The testes are even more sensitive than the 

ovaries to damage from radiation therapy. In male patients, low radiation doses of 0.1-

0.2Gy can impair spermatogenesis and doses of more than 4 Gy cause permanent damage 

(Wallace et al., 2005). Cranial irradiation is frequently used in treatment, and although 

the gonads are not harmed directly, fertility can be affected by disruption to the 

hypothalamic-pituitary-gonadal axis (Wallace et al., 2005). Radiation shielding can be 

used in men who are getting radiation treatments that focus the rays on a very small area 

(American Cancer Society, 2015). For example, for men getting radiation to the pelvis, 

the testicles can be protected with a lead shield. However, the risk of harming the sperm 

is still uncertain. (American Cancer Society, 2015). Cytotoxic chemotherapy can cause 

gonadal injury and many cancer drugs are gonadotoxic, including procarbazine, cisplatin, 

and the alkylating drugs such as cyclophosphamide, melphalan, and chlorambucil 

(Wallace et al., 2005).  

There are several ways to measure the effect of cancer treatment on germinal stem 

cells including sperm numbers, motility, morphology and DNA integrity (Oktay, & 

Meirow, 2007). Following completion of cancer treatment, sperm production 

(spermatogenesis) often returns in men; however, the timing of the return and the sperm 

quality when it returns is variable (Williams, 2010). In addition, the type of cancer and 

treatment modalities also affects whether sperm production will return.  

Cancer-related infertility is an important quality of life issue especially because 

AYA men are diagnosed with cancer before and during periods when they wish to father 
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children and the decision to preserve fertility needs to take place prior to the start of 

cancer treatment.  

Healthcare Services for Fertility Preservation  

Fertility preservation options are dictated by the sexual maturity of the person 

(Wallace et al., 2005; Kort, Eisenberg, Millheiser, & Westphal, 2014). Sperm banking, 

also known as semen cryopreservation, allows frozen sperm from ejaculated semen to be 

stored for conception after cancer treatment. Sperm banking is only available for AYA 

men who have undergone puberty and can produce sperm (Wallace et al., 2005; Kort et 

al., 2014). The age of onset of sperm production, also called spermarche, is generally 

considered to be 12-14 years of age (Kort et al., 2014). AYA men who have not yet 

entered puberty cannot produce sperm so their options for fertility preservation (e.g., 

preserving testicular tissue) are experimental (Katz, 2009; Knopman et al., 2010; Kort et 

al., 2014).  

Sperm banking requires that the AYA male ejaculate to provide the semen 

specimen. Ejaculated semen is most commonly obtained by masturbation (Kort et al., 

2014, Katz et al., 2009). Alternate strategies to obtain sperm such as electrovibration or 

surgical methods can be considered for AYA men who are unable to masturbate because 

they are too ill or have physiological changes due to their disease that prevents them from 

ejaculating (Balen & Crawshaw, 2006).  

Sperm banking is an effective means of preserving fertility as frozen sperm can 

remain viable indefinitely (Katz, 2009). To date, the longest reported duration between 

sperm banking and conception is 21 years: a young man stored sperm prior to cancer 

treatment at age 17 years and used the sample at age 38 to conceive a child with his 
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partner when he found out he had a very low sperm count (Balen & Crawshaw, 2006). 

Despite the success of sperm banking, only about 19% of AYAs men with cancer have 

banked their sperm (Chong, Gupta, Punnett, & Nathan, 2010).  

Research suggests that semen quality for males with cancer is comparable to males 

without malignancies. However, there are some AYA men who cannot bank sperm 

because of azoospermia, very low sperm counts (Balen & Crawshaw, 2006). It is possible 

that with the introduction of intracytoplasmic sperm injection (ICSI), along with assisted 

reproduction procedures, even AYA men with poor quality semen samples could father 

children who are genetically their own (Bonetti, Borges, Iaconelli, Pasqualotto & 

Queiroz, 2009). Pregnancy can be achieved in the future with assisted reproduction 

technologies such as intrauterine insemination (IUI) or in-vitro fertilization (IVF) 

(Knopman et al., 2010). IUI is a short procedure (usually 5–10 minutes) in which a 

physician injects sperm into a woman’s cervix or uterus close to the time of ovulation, 

when an egg is released. IVF is a process whereby a woman’s eggs are removed from the 

ovary and fertilized with sperm in the lab to create embryos (Fertile Hope, 2015). 

Alternate methods of achieving parenthood are using testicular sperm extraction (TESE) 

or epididymal sperm aspiration in assisted reproduction, use of donor sperm, or adoption 

(American Cancer Society, 2015). Epididymal sperm aspiration and testicular sperm 

extraction (TESE) are experimental fertility options for collecting sperm in men who do 

not have mature sperm cells in their semen, either before or after cancer treatments and 

involves minor surgery (American Cancer Society, 2015). Table 1 shows current options 

for preserving fertility before, during, and after cancer treatment. (American Cancer 

Society, 2015). 
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Table 1  

Fertility Options for Men with Cancer 

Before Treatment Sperm Banking 

Testicular  tissue freezing * 

Testicular sperm extraction (TESE) or epididymal sperm 

aspiration* 

During Treatment Radiation shielding 

After Treatment Using banked sperm 

Donor sperm 

Testicular sperm extraction (TESE) or epididymal sperm 

aspiration* 

Adoption+ 

Table adapted from American Cancer Society (2015)  

* Denotes experimental technologies 

+ Denotes option that can be used at any time 

 

 

In Canada, sperm banking services are predominantly provided by fertility clinics. 

There are 78 fertility facilities across Canada as of March 2011, with quick referral times 

(2-4 days) for male patients (Yee, Buckett, Campbell, Yanofsky, & Barr, 2013). The 

average estimated cost for sperm banking is $350 and there is an annual storage fee of 

$100-350 (Yee et al., 2013). Sperm banking services are severely underutilized by 

Canadian cancer patients based on the referral volume reported by participating fertility 

facilities. A Canadian survey results showed that most clinics had very low monthly 

referrals (0-2) for male cancer patients of ages 20-39 years (Ronn & Holzer, 2013). These 

referral rates are consistent with the self-reported rates of sperm banking in newly 

diagnosed adolescents 15–20 years of age (Chong et al., 2010). 

Decision Making and Supportive Care Needs for Fertility Preservation AYA Men 

  Fertility preservation is a sensitive subject and is even more challenging for AYA 

men who might have unique considerations—including the need to explain what fertility 

preservation is and what it entails. There are many reasons why an AYA male may 
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choose not to bank sperm prior to starting cancer treatments. This section outlines the 

decision making and supportive care needs for fertility preservation as expressed by AYA 

men, healthcare providers and family.  

Role of AYA Men with Cancer in the Decision Making Process 

For most AYA men, the cancer diagnosis may occur at a time when they are not 

actively thinking about parenthood, and therefore fertility preservation may feel 

unimportant when survival takes immediate priority. Since AYA’s fertility wishes may 

not be realized for many years, the topic of fertility preservation can take a backseat to 

cancer treatment (Williams, 2010).  Age and maturity of AYA men and their lack of 

knowledge about cancer-related fertility and fertility preservation are common reasons as 

to why AYAs do not preserve their sperm. 

Age and maturity. For AYA men, the importance of fertility, desire to have 

biological children and the role fertility plays in their identity tends to shift depending on 

age and emotional maturity (Crawshaw & Sloper, 2010). Research suggests that fertility 

takes on more importance as survivors get older; fertility preservation leading to 

fatherhood in the future might not be given serious consideration among younger men 

(Achille, 2006, Chapple, Salinas, Ziebland, McPherson, & Macfarlane, 2007; Crawshaw, 

Glaser, Hale & Sloper, 2008). Chapple and colleagues (2007) explored fertility issues in 

21 young men aged 16-26 previously diagnosed and treated for cancer about their 

decision to bank sperm. The main themes that emerged were the importance of choice, 

need for more counseling, concerns about sperm banking, and feelings about possible 

infertility. The study found that young men felt it was important to be given a choice of 

sperm banking so that they could protect their future fertility. The authors reported that 



 

28 

 

most of the men were given a choice of sperm banking, but some did not have an 

opportunity to store their sperm because the option was never presented (Chapple et al., 

2007). A few of the young men stated that although counseling was provided, additional 

information would have been beneficial due to a lack of comprehension because of the 

shock related to the cancer diagnosis and timing of information prior to initiation of 

chemotherapy; some patients felt rushed to make a decision (Chapple et al., 2007). Some 

of the young men also thought their doctors communicated well and in a professional 

manner, but others felt that healthcare professionals seemed embarrassed and did not feel 

comfortable discussing sexual health issues (Chapple et al., 2007). The feelings about 

infertility varied among these AYA men. Some were worried that they would not be able 

to have children while some were hopeful they would be fertile in the future, and some 

felt they were too young to worry about it (Chapple et al., 2007).  

Communication about sperm storage may be difficult and embarrassing for young 

men with cancer, leaving them unprepared for the physical process of sperm banking 

(Quinn & Vadaparampil, 2009). Research suggests that a physically mature adolescent 

may not be emotionally or sexually mature to perform a semen collection by 

masturbation (Williams, 2010). For example, Edge, Holmes, and Makin (2006) 

conducted a survey of male cancer survivors aged 12-21 years and found younger AYA 

men were unable to bank sperm because they had a higher level of anxiety at diagnosis, 

poorer understanding of the sperm banking process, and more difficulty talking about 

fertility. Also, the concern for their fertility was significantly greater at the time of 

interview than at the time of diagnosis. 
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Lack of knowledge. Many young men do not know how cancer treatment can 

affect their fertility or the likelihood of fertility recovery over the long-term (Pacey et al., 

2013; Schover et al., 2002a). A study by Neiman and colleagues (2006) found that about 

59% of AYAs were uncertain about their fertility status, and only half of the survivors 

remember a parent or healthcare provider ever discussing potential reproductive problems 

associated with treatment. It is important to consider that the perception of importance of 

fertility might change over time and so information needs regarding fertility or 

preservation may not be adequately considered if presented at the time when fertility 

concerns were perceived as a low priority in comparison to other cancer survival fears 

(Penrose, Beatty, Mattiske & Koczwara, 2012).Young men have reported feeling regret 

that fertility may have been unnecessarily sacrificed because of a lack of knowledge 

regarding available fertility-preservation treatments or even not questioning infertility 

risks during diagnosis (Carpentier & Fortenberry 2010). Despite the high threat to 

fertility and the availability of a simple intervention to preserve it, relatively few patients 

store semen before treatment.  

Research has found that sperm banking has a positive psychological impact on 

AYA men because they feel more confident knowing that their fertility potential is 

secured. Among AYA men who have banked sperm, over 80% believe that sperm 

banking helped them in the emotional battle against cancer and most would recommend 

sperm banking to other AYA men with cancer (Saito, Suzuki, Iwasaki, Yumura, & 

Kubota, 2005). Inadequate information on sperm banking might be due to the scarcity of 

age appropriate educational material and AYA specific healthcare facilities. Chong and 

colleagues (2013) reported that AYAs had concerns regarding the restricted access to 
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sperm banking units and the lack of adolescent-appropriate educational material in 

fertility facilities.  

Role of Healthcare Providers in the Decision Making Process 

American Society of Clinical Oncology has recommended that healthcare providers 

follow clinical practice guidelines to address the issue of cancer-related infertility with 

patients. More specifically, healthcare providers should: (1) inform patients about the 

potential fertility risks of cancer treatment; (2) be prepared to answer questions regarding 

safety of pregnancy (for parent and offspring) and potential interference of fertility 

preservation with cancer treatment; and (3) refer patients as appropriate to both 

reproductive and psychosocial specialists (Lee, et al. 2006). However, many healthcare 

providers do not recognize the importance of fertility to AYA men, prioritizing 

discussions about cancer treatment, and immediate, potentially life-threatening 

complications instead of fertility (D’Agostino et al., 2011; Quinn, et al. 2007). Healthcare 

providers are most likely to discuss fertility preservation with AYA men at highest risk 

for infertility after their cancer treatment (Tschudin & Bitzer, 2009). These discussions 

are less likely to occur among AYA men with advanced cancer or those who are HIV-

positive because of the perception that fertility is not a priority for these patients or 

fertility preservation will not be effective (Achille, 2006; Bonetti et al., 2009; Quinn, et 

al. 2007). 

Many healthcare providers are unaware of infertility risks associated with cancer 

treatment because there is conflicting data about the gonadotoxicity of particular cancer 

treatments (Kort et al., 2014). In addition, oncologists often consider fertility preservation 

to be a women’s issue and usually do not refer AYA men to fertility services or consult 
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fertility preservation guidelines (Adams et al., 2013). In fact, only 10% of oncologists 

have recommended sperm banking in their own practices, even though over 90% agreed 

that sperm banking should be offered to all post-pubertal males (Hobbie et al., 2009). 

Further, some physicians have the perception that the financial costs of fertility 

preservation are too high for most families (Quinn & Vadaparampil, 2009). However, 

patient surveys have found that patients typically did not cite cost as a reason patients did 

not sperm bank, indicating that physicians incorrectly perceived this issue as a barrier 

(Schover et al., 2002b). 

In addition, there is a role ambiguity in terms of who holds the responsibility for 

having the fertility conversation—physicians or other healthcare staff (Quinn, et al. 

2007). Having insufficient time to interact with patients decreased the priority of fertility 

preservation discussions among oncologists (Knapp & Quinn, 2010). High patient 

caseloads and time constraints added to oncologists not focusing on having fertility 

discussions (Knapp & Quinn, 2010). Many physicians believe they must prioritize which 

conversations to have and leave the rest to support staff that might not be well versed in 

fertility preservation guidelines and options (Quinn, et al. 2007). Nurses play a key role 

in the care and education of patients with cancer because of the multiple interactions with 

patients, allowing them to be in an ideal position to discuss quality of life issues, such as 

infertility (King et al., 2008). King et al. (2008) explored the knowledge, attitudes, and 

practice behaviors of oncology nurses toward the discussion of fertility preservation with 

cancer patients of reproductive age at a major cancer center. Some of the nurses were 

aware of fertility institutes, but few were aware of patient education materials. Some of 

the nurses never thought to discuss the issue unless initiated by the patient or it was 
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assumed that consultations were handled by other healthcare professionals (King et al., 

2008). The results indicated that nurses do not regularly discuss fertility preservation with 

their patients, but identified that such discussion was important to have especially for 

AYA patients and was within their scope of practice. 

The Role of Parents in the Decision Making Process 

Generally, parents want to promote the welfare of their children but in the sensitive 

issue of fertility discussions, the parental role can become challenging. Some parents 

prefer sexuality topics not be addressed because their focus is on the cancer treatment 

(Quinn & Vadaparampil, 2009). Some parents felt that the fertility conversations were ill-

timed and distressing due to the sensitive nature and they wanted to protect their child 

from this information, or at least wanted control over what was being discussed with their 

child. The main reason parents wanted control over the discussion was because they 

doubted whether their son was sexually mature. This communication barrier may be due 

to a lack of knowledge about developmental and cognitive processes of the 

adolescent/young adult (Quinn & Vadaparampil, 2009). At the same time, many young 

men valued parental support and their ability to interpret information and see the longer 

term picture. After interviewing young AYA male cancer survivors, Schover and 

colleagues (2002a) proposed that the fertility topic should first be raised with the patients 

in private and then be discussed separately with the parents. Parents also play an 

important role in the decision to bank sperm and their involvement in decision making is 

found to be especially helpful to patients who are indecisive (Ginsberg, 2008; Crawshaw 

et al., 2008). Mothers, more than fathers, play a more prominent role in conveying the 

role of fertility in their son’s future, especially when those sons were hesitant about the 
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process – pointing out their enjoyment of babies and reminding them fatherhood was 

something to look forward to in later life (Crawshaw, Glaser, Hale & Sloper, 2009). 

Perceptions of Infertility 

Infertility is a major life stressor alongside chronic illness like cancer, divorce and 

bereavement, and it results in many negative emotions like depression, guilt, anxiety and 

stress (Palmer-Wackerly & Krieger, 2014). This section will highlight the perceptions of 

infertility among couples and men including AYA men after cancer. 

Couple’s Perceptions of Infertility  

There are few studies that take into account the context in which the experience of 

infertility takes place or the meanings that people assign to infertility. Sandelowski, 

Holditch-Davis & Harris (1990) conducted interviews with couples who were infertile. 

The main themes were: 1) infertility was an “un-disease”, an illness only signified by the 

virtue of its one symptom, the continued lack of having a child; 2) the presumption of 

fertility, taken for granted assumptions that they would be fertile; and 3) the epistemology 

of infertility, where their ideas for the cause of infertility were rooted either in fate or 

scientific reasoning. There were five explanatory models that emerged from the couples 

about how they found meaning in experiencing infertility. These models were: a) once 

infertile, always infertile; b) once fertile, always fertile; c) fertile but infertile by 

prescription; d) pregnancy as cure for infertility; and e) infertile enough but not proven 

infertile. All the explanatory models, except once infertile always infertile, served to 

normalize the couple’s experiences of infertility. These explanations helped the couples 

to resolve the paradox of infertility (trying to be parents), integrate their triumphs and 

losses of infertility, and create a “new normal” for their lives (Sandelowski et al., 1990). 
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Further research was conducted by Imeson & McMurray (1996) using phenomenology to 

explore the meanings couples attributed to infertility in their lives. The four key themes 

that emerged from their data are: 1) life changes, 2) powerlessness, 3) hope 

disappointment cycle, and 4) social isolation. Their research showed that all couples 

undergoing infertility treatment experienced life changes which included lifestyle 

changes, various physical and emotional changes, and changes in their relationships. 

Moreover, there was a perceived loss of control over many aspects of their lives. Couples 

also described a cycle of alternating feelings of hope and disappointment along with 

feelings of social isolation due to being infertile.  

Infertility has often been seen only as a medical condition with psychological 

impact, without social contexts taken into account. Greill, Slauson-Blevins and 

McQuillan (2010)’s research adds that the experience of infertility is shaped by social 

context. They describe that couples do not define themselves as infertile or present 

themselves for treatment unless they embrace parenthood as a desired social role. In 

addition, infertility often affects a couple regardless of which partner may have a 

functional impairment. Thus, being infertile involves negotiations within the couple and, 

possibly, the larger social networks. Also, compared to other medical problems, the 

‘cure’ for infertility has many possible alternatives which include self-definition as 

voluntarily childfree, adoption, fostering or changing partners (Greill, Slauson-Blevins 

and McQuillan, 2010).   

Men’s Perceptions of Infertility 

Distress among men due to infertility has mixed results. A longitudinal study in 

Denmark concluded that infertility is stressful for men (Greill, Slauson-Blevins and 
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McQuillan, 2010). Studies have also shown that younger men have more emotional 

distress than older men with infertility (Greill, Slauson-Blevins and McQuillan, 2010). 

For example, research analyzing the content of online infertility discussion boards found 

that men participating in the online support group were also experiencing a range of 

negative emotions and difficulties as a result of infertility (Malik & Coulson, 2008). 

Similarly, Webb and Daniluk (1999) explored the experiences of infertility with six men 

who were diagnosed with infertility specifically due to male factor. The in-depth 

interviews revealed seven themes that were intertwined throughout their stories about 

living with infertility: 1) sense of profound grief and loss; 2) sense of powerlessness and 

loss of control; 3) sense of personal inadequacy; 4) sense of betrayal and isolation; 5) 

sense of threat and foreboding; 6) desire to overcome and survive; and 7) need to 

positively reconstruct their experiences to cope with infertility (Webb & Daniluk, 1999).  

On the contrary, some studies described men as being less distressed by the 

inability to have a child (Fisher & Hammarberg, 2012). Some men were just as likely as 

women to want a child and to identify happiness as the main motive for seeking 

parenthood (Fisher & Hammarberg, 2012). Research also showed that men who were 

infertile experienced more ‘negative emotional responses’ (e.g., sense of loss, stigma and 

reduced self-esteem) than men whose partners were infertile or whose fertility difficulties 

were unexplained (Fisher & Hammarberg, 2012). The authors explained that the high 

distress level and negative impact of infertility is similar for men and women when the 

infertility is attributed to the male partner (Fisher & Hammarberg, 2012).  

Assisted reproduction is changing how infertile men perceive their experiences of 

infertility as it gives them the hope of attaining fatherhood using either their own 
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preserved sperm or donor sperm. Hinton and Miller (2013) conducted two studies 

(infertility and fatherhood study) that simultaneously looked at the journeys for men, 

aged 34-60 years, who experienced infertility due to various reasons (infertility study) but 

were able to conceive due to fertility treatments (fatherhood study). The men in these 

studies felt like they were reproductive actors who were marginalized as ‘onlookers’ in 

reproductive settings (e.g. hospitals, clinics) (Hinton & Miller, 2013).  The men shared 

that they were unable to provide support to their wife or partner in ways they would 

normally anticipate doing. Men attributed the time taken either to conceive, or come to 

terms with a diagnosis of infertility, as an indicator of their virility and masculinity 

(Hinton & Miller, 2013). 

AYA Men’s Perceptions of Infertility after Cancer 

Although infertility is a well-documented consequence of cancer treatment, there is 

limited research on the perceptions of outcomes of infertility after cancer among AYA 

survivors, especially young men. Only one study could be found that focused exclusively 

on the impact of cancer-related infertility among AYAs from cancer diagnosis to 

survivorship (Crawshaw & Sloper, 2010). In a study of 38 men and women aged <30 and 

who were diagnosed with cancer during adolescence, researchers found that fertility 

matters after cancer, and it can influence AYAs in four ways from diagnosis through to 

survivorship: (1) prioritizing ‘normality’ and marginalizing fertility; (2) fertility concerns 

compromising ‘normality’; (3) ongoing health concerns mediating fertility matters; (4) 

fertility concerns dominating the cancer legacy (Crawshaw & Sloper, 2010). Some AYAs 

prioritized the need to live a ‘normal’ life and diminished the importance of fertility in 

their lives, whereas for others, uncertainty about their fertility problems affected their 
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ability to live a normal life (Crawshaw & Sloper, 2010). Some AYAs had residual 

impairments or were undergoing further investigations; most of whom felt more in 

control of these (visible) impairments rather than they did of their fertility (invisible). 

Also, fertility could dominate the cancer legacy; that is, even when AYAs felt their 

recovery from cancer was complete, they were still very distressed about their fertility. 

The personal and social stigma of (in) fertility for the AYAs outweighed the more 

positive image (due to media awareness) of being a cancer survivor (Crawshaw & Sloper, 

2010).  

Research suggests that AYA men’s response to potential fertility problems is 

different from those experienced by individuals at other life stages. For some, the 

possibility of fertility problems provokes distress from early on, whereas others have no 

distress (Crawshaw & Sloper, 2010; Zebrack, 2011). For example, one young male 

survivor felt calmer about his fertility status as he got older. He felt more emotionally 

mature and was able to experience two serious relationships despite disclosing his 

probable infertility to his partners (Crawshaw & Sloper, 2010).  

The prominent themes that have emerged in reviewing the literature specific to 

AYA men’s cancer experiences include: (1) masculinity, (2) body image, (3) sexuality 

and intimate relationships, (4) fatherhood, and (5) communicating about cancer and 

living with uncertainty (Campbell-Enns & Woodgate, 2013). An infertility diagnosis after 

cancer treatment can affect these unique experiences of AYA men and dominate their 

future trajectory as cancer survivors (Crawshaw & Sloper, 2010). 
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Masculinity 

Cancer can impact the masculine identity where men find it difficult to return to 

their normal life and recover their old identity (e.g., Mesquita, Moreira, & Maliski, 2011). 

Mesquita et al. (2011) conducted a qualitative study where men described transitions they 

had with cancer. They felt that their lives before cancer were ‘macho’ and their identities 

were strongly tied to their occupations. As men, they felt they needed to be strong and not 

appear weak in any way. Cancer interrupted their work lives, which in turn caused a 

major disruption in their masculine identity, bringing feelings of vulnerability (Mesquita 

et al., 2011). Being infertile after cancer can negatively affect a man’s sense of 

masculinity because genital organs are important to their sense of manhood (Carpentier, 

Fortenberry, Ott, Brames, & Einhorn, 2011).  For AYA men, the definition of 

masculinity is also strongly tied to sexual performance. Male genitals are generally 

central to a man’s coherent sexual identity and are associated with masculine traits like 

‘strength’ and ‘courage’. Because of the societal value on male genitals, having infertile 

genitals or genitals that look abnormal, can diminish men’s sense of masculinity, 

including feeling incomplete and feeling vulnerable (Carpentier et al., 2011; Gardino et 

al., 2011).  

Body image 

Body image is one’s perception of one’s own body (Canadian Care Society, 

2015). Alterations in physical appearance, including weight changes, hair loss and 

amputation due to cancer treatment, not only make AYAs feel different from peers but 

also represent frightening changes in the body that can have an adverse impact on their 

self-esteem. Common in AYAs is the fear that the body will never return to its original 
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appearance, fear of not being recognized by others and fear of being mistaken for an 

individual of the opposite sex. These fears often lead to shame, social isolation, and 

regressive behaviors (Balen & Crawshaw, 2006). Some AYA men feel that the treatment 

is worse than the disease, and find it difficult to develop a positive body image due to the 

bodily changes that they have undergone due to cancer treatment (Balen & Crawshaw, 

2006). For example, AYA men with testicular cancer report feeling like damaged goods 

because the cancer and its treatment involve a male organ that is associated with body 

image development (Carpentier et al., 2011; Carpentier & Fortenberry, 2010). After 

surgery to remove one or both testicles, the scrotum looks and feels empty, and men with 

testicular cancer may feel uncomfortable around others because of changes to their body. 

These negative perceptions may result in loss of sex appeal or even a distorted body 

image, making it difficult for AYA men to reach important relationship milestones like 

dating and getting married (Evan et al., 2006; Nass, & Patlak, 2013). 

Sexuality and intimate relationships 

Sexuality is a dynamic concept; it includes what it means to be a man or a woman 

and how gender is expressed. That is, sexuality is how we feel about our bodies, our 

appearance, our physical pleasure, whom we get attracted to and what we choose to do 

about it and in the case of intimate relationships, how we behave with our partners (Balen 

& Crawshaw, 2006). Sexual behavior influences our ability to reproduce, and feelings of 

sexuality and sexual identity can affect one’s sense of fertility. Researchers have shown 

that AYAs with cancer have more negative attitudes about their sexuality compared with 

healthy age matched controls (Balen & Crawshaw, 2006).  
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Research has shown that AYA men feel challenged to enjoy sexual intimacy due 

to loss of desire associated with changed bodily responses to sexual stimuli along with 

changes in body image (Robinson, Miedema, & Easley, 2014). The problems with sexual 

intimacy, especially the loss of desire, can strain intimate relationships. Despite the 

strained relationships, many partners provided support and caring that helped to mitigate 

the effects of cancer and its treatment (Robinson, Miedema, & Easley, 2014). AYA men 

felt that they “adapted” their intimate relationships in different ways in response to cancer 

and its treatment. This adapted intimacy consisted of a closer relationship for some men 

while others still had to deal with the aftershock (Robinson, Miedema, & Easley, 2014).  

AYA men at the time of diagnosis are worried about how their cancer history 

might affect future intimate relationships. For AYA men involved or thinking about 

becoming involved in intimate relationships, the effect of cancer treatment on fertility 

and their ongoing health concerns can be significant barriers to successful intimate 

relationships. Some AYAs try to achieve ‘normality’ in their intimate relationships by 

down-playing potential fertility problems. For example, one young man used condoms 

despite being sure he was infertile because he wanted to appear fertile, whereas another 

young man did not use contraception as he wanted to act ‘normally’ within his peer group 

(Crawshaw & Sloper, 2010). Dating can be a struggle for many AYAs with cancer as 

many of them find it difficult to reveal to potential romantic partners their cancer 

diagnosis and the impact it might have on their own survival and their ability to have 

children (Nass, & Patlak, 2013). 

For AYA men, being single at the time of cancer diagnosis can create a sense of 

vulnerability that remains even when survivors develop a relationship after treatment 
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completion (Carpentier & Fortenberry, 2010). AYA men might feel vulnerable due to 

reduced masculinity or negative body image. In addition, AYA men who were single at 

diagnosis report higher levels of cancer-related stress symptoms than do survivors who 

were in relationships, suggesting that single survivors have fewer coping resources 

(Carpentier & Fortenberry 2010). For some AYA men, despite being in a permanent 

relationship, they were in constant fear of their relationship failing because of their 

uncertain fertility issues (Crawshaw & Sloper, 2010). AYAs with cancer are less likely to 

be married and more likely to be divorced or separated (Kirchhoff, et al. 2012). One of 

the reasons for this is ongoing marital stress because of the changing health status for the 

cancer survivor over time. Also, fertility issues and sexual function can contribute to 

marital stress for couples trying to conceive (Kirchhoff, Yi, Wright, Warner, & Smith, 

2012).  

Importance of fatherhood 

Maintaining future fertility and parenthood are quality-of life issues affecting 

AYAs; one of the strongest predictors of emotional satisfaction in survivors is feeling 

healthy enough to be a good parent (Knopman et al., 2010). Schover and colleagues 

(2002a) surveyed young cancer survivors aged 14 to 40 years at diagnosis and found out 

they were very distressed about cancer related infertility, especially if they are childless. 

This study showed the importance of fatherhood; more than half of men wanted children 

in the future, including 77% of the men who were childless at cancer diagnosis. Despite 

concerns about their own survival and risks to their children’s health, men felt that the 

experience of cancer increased the value they placed on family life and they felt that the 

cancer experience would make them better parents.  
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Communicating about cancer and living with uncertainty 

For AYA men with cancer, communicating a cancer diagnosis to loved ones is 

one of the hardest aspects of the cancer experience (Campbell-Enns & Woodgate, 2013). 

An infertility diagnosis is especially hard to convey as it results in a sense of fear about 

how this revelation might impact their social or sexual relationships (Campbell-Enns & 

Woodgate, 2013). Moreover, young men with cancer find it challenging to live with the 

uncertainty created by a cancer diagnosis and fertility threats. Cancer and its late effects 

can be an ongoing health concern and young men need to cope with the uncertainties 

attached to their future (Campbell-Enns & Woodgate, 2013). For some AYA men, 

despite being in a permanent relationship, they were in constant fear of their relationship 

failing because of their uncertain fertility issues (Crawshaw & Sloper, 2010).  

Gaps in Research 

To date, much of the research that has been done on youth with cancer has treated 

cancer occurring during childhood, adolescence and young adulthood as a homogenous 

group (Pandora et al., 2015). The problem in grouping these youth with cancer is that it 

does not account for within group developmental differences. The literature review shows 

that AYAs are a unique population due to their developmental needs; the experiences of 

pediatric or older adult patients cannot account for the experiences of AYAs.  

 Infertility is a late effect of cancer treatment that is especially important to AYAs 

because they are diagnosed with cancer before and during ages that they might consider 

having children. Yet, infertility risks among AYAs with cancer are still unclear because 

of the variability of treatment regimens and patient ages, use of new cancer drugs, and 

“the inconsistency with which patients are treated within and between cancer centers” 
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(Woodruff & Synder, 2007. p.9).  Further, most existing research does not address the 

potential interactions of cancer and cancer-related infertility with the developmental 

stages of adolescence and young adulthood. What we do know is that AYA men 

experience significant uncertainty regarding their reproductive future because they are ill 

informed about the impact of cancer treatments on fertility and/or available options of 

fertility preservation. 

 This literature review demonstrates that fertility concerns among AYA men are 

significant. There are no studies that have focused exclusively on the AYA men’s 

perceptions of outcomes of infertility after cancer treatment; most of the research focuses 

on the perceptions of older testicular cancer survivors. The age-range for the AYAs 

included in studies was quite broad -  16-50 years, and this age-range does not shed light 

on the unique characteristics of AYAs (Penrose et al., 2012; Mesquita et al, 2011, 

Carpentier & Fortenberry, 2010; Saito et al., 2005; Schover et al., 2002a). Some studies 

included the experiences of both AYA men and women but did not address gender 

differences, and this makes difficult to draw conclusions about how infertility affects 

AYA men (Crawshaw & Sloper, 2010). Further, in the research studies on perceptions of 

cancer-related infertility, the fertility status (infertile or fertile) after cancer treatment was 

not disclosed. This means the perceptions of cancer-related infertility could have been 

derived from men who did not have any fertility problems.  

Currently, there is a study funded by the Canadian Cancer Society to develop a 

Canadian decision aid that will help young cancer patients to make choices to increase 

their chance of conception after treatment (Canadian Cancer Society, 2014). However, 

the focus of the study is on women at risk of cancer-related infertility, not the experiences 
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of men. The literature review has shown that young men have distinct concerns around 

the issues of masculinity, sexual identity and function, fertility and fatherhood. It has also 

shown that infertility is associated with distress since it involves an inability to achieve a 

desired social role (having children). Hence research in infertility needs to look at the 

social aspect of how infertility is constructed and how infertility is a fundamentally 

different experience for men. 

 Thus, there is a need for research that focuses on AYA men’s experiences of 

infertility after cancer needs to be the focus of research to capture the specific contexts of 

their everyday lives and life trajectories. There are few studies focusing on the subjective 

experience using qualitative methodology and little is known about the everyday 

experiences of how AYA men cope with infertility after cancer. Given that the ability of 

healthcare providers to support young men is dependent on a clear understanding of 

young men’s individual experiences, this gap in knowledge requires further study so as to 

develop pre-treatment fertility counselling and long-term survivorship plans. This 

research study responds to this gap by addressing how the experience of infertility and 

desire for fatherhood affects young men’s lives after cancer.  

Chapter Summary 

Cancer survivorship for the AYA population has increased dramatically due to 

advances in cancer treatment. For AYA men, preservation of fertility is an important 

quality of life issue. Oncofertility is a new emerging specialty in reproductive medicine 

that aims to preserve fertility in patients undergoing fertility-impairing cancer treatments. 

In post pubertal men, fertility can be preserved by sperm banking and using advanced 
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techniques of assisted reproduction such as intracytoplasmic sperm injection to achieve 

pregnancy in the future. However, sperm banking remains underutilized in Canada. The 

decision making process in fertility preservation is especially challenging in AYA men 

due to their age, maturity and lack of knowledge. In addition, many health care providers 

are unaware of infertility risks associated with cancer treatment and do not refer AYA 

men for fertility preservation. Despite infertility being one of the top priority concerns as 

indicated by AYA men, there is relative little research conducted on the impact of 

perceptions of infertility after cancer.  Being infertile can impact AYA mens’ cancer 

experiences in relation to their masculinity, body image, sexuality, intimate relationships 

and fatherhood. The increasing number of young survivors of cancer is driving the need 

for research in AYAs that will help understand the quality of life issues after cancer, 

including the impact of infertility. Additional qualitative research is needed that explores, 

in survivors’ own words, the effect of cancer on infertility. Interpreting and finding 

meaning in the lived experiences of young men will help medical care takers design and 

implement information around issues of fertility, sexuality and impact on fatherhood. 
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CHAPTER 3: METHODOLOGY & METHOD FOR INTERVIEWS 

Introduction 

Chapter three describes the methodology of the research study and method used. 

This study aims to understand the meanings young men ascribe to their infertility after 

cancer treatment. This necessitated a qualitative approach and the application of the 

philosophy and principles of hermeneutic phenomenology. This chapter examines the 

philosophical underpinnings that led to the adoption of hermeneutic phenomenology and 

the location of the researcher. In the method section, the research design, sample selected, 

sample size, setting, data collection methods, and approach to data analysis are described. 

Ethical issues considered for the study and criteria for establishing methodological rigor 

are also presented. 

Methodology 

The present study follows the hermeneutic phenomenological human science 

methodology as developed by Max van Manen (1997). Phenomenology is both a 

philosophy and a research method to study the lived experiences or the lifeworld 

(Creswell, 2013; van Manen, 1997). Rooted in philosophy, hermeneutic phenomenology 

is phenomenological (describes lived-experiences or phenomena), hermeneutic (interprets 

the meaning of lived-experience), and is language-oriented. Lived experience is the 

starting point and the end point of phenomenological research. The aim of 

phenomenology is to transform lived experience into a textual expression of its essence 

such that a good description can capture the reader in his or her own lived experience.  

Lived experiences gather hermeneutic significance as we (reflectively) gather them by 
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giving memory to them (van Manen, 1997). Through meditations, conversations, 

inspirations and other interpretative acts, we assign meaning to the phenomena of lived 

life. Phenomenology differs from other sciences as it does not offer a theory to explain 

the world, rather it aims to gain deep descriptions of the way one experiences the world 

pre-reflectively, without classifying or abstracting it (van Manen, 1997). 

Phenomenology is the systematic attempt to uncover and describe the structures, 

“the internal meaning structures, of lived experience” (van Manen, 1997, p. 10).The 

meaning or essence, which is the very nature of a phenomenon, is what makes some 

“thing” what it is – and without which it could not be what it is (van Manen, 1997, p.10). 

The principles of hermeneutic phenomenology include an interest in understanding 

phenomena from the ‘inside’, in the study of the life world, or where people live, and in 

understanding the essence, or nature, of lived experiences as they are revealed through 

the experiences of individuals in their everyday existence (van Manen, 1997).  As we 

research the possible meaning structures of the lived experiences, we come to a fuller 

understanding of what it means to be in the world as a man or a woman taking into 

account the socio-cultural and historical traditions that give meanings to our way of being 

in the world. 

Hermeneutic phenomenology informed by van Manen (1997) is a relatively new 

methodology that combines the descriptive phenomenology (i.e., studying the world 

without any prior reflection) and interpretive phenomenology (i.e., a scientific process 

that involves interpretation) (Dowling, 2007). In order to demonstrate the origins of the 

ideas expressed by van Manen implemented in this study, the works of founding authors 

of phenomenology are provided in Appendix H. 
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van Manen’s Phenomenology (Descriptive and Interpretive) 

According to van Manen, phenomenological human science is the study of lived or 

existential meanings, it attempts to describe and interpret these meanings to a certain 

degree of depth and richness. Hermeneutics illuminates human understanding through 

interpretation by explicating the meanings embedded in text. A phenomenological 

description is always one interpretation, leaving room for other interpretations (van 

Manen, 1997) 

Van Manen (1997) explains that we are able to remember and reflect on our 

experiences because of language. Experience and (un)consciousness are structures like a 

language, and therefore one could speak about all experience, all human interactions as 

some kind of text. According to van Manen (1997), all the texts then need to be examined 

in social context as well. The meaning or essence can only be understood by studying the 

“particulars or instances as they are encountered in the lived experience” (p.11). To gain 

a full understanding of any phenomenon derived from an experience, the experience 

needs to be described as well as interpreted (van Manen). Van Manen cautions in using 

the notion of essences as some researchers might simplify the process in their search by 

essences, and suggests using meaning dimensions because: 

Essence is not a single, fixed property by which we know something; rather, it is 

meaning constituted by a complex array of aspects, properties and qualities - 

some of which are incidental and some of which are more critical to the being of 

things (van Manen, 1997, p. preface xv) 

 

In a phenomenological study, participants re-call the lived experience so that its 

meaning aspects are brought back in such a way that we can recognize this description as 

a possible human experience and as a possible interpretation of that experience (van 
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Manen, 1997). Van Manen does not embrace the view of bracketing. Van Manen (1997) 

says it is not possible to simply try to forget or ignore what we already “know”, since the 

presuppositions might persistently creep back into our reflections (p. 47). He suggests 

that it is better to make explicit our understandings, beliefs, biases, and theories. 

According to van Manen, if we can keep our assumptions at bay, we can turn our 

knowledge against itself, and thereby maybe even expose its concealing character. 

In coming to understand the world of lived experience, van Manen (1997) offers for 

reflection the four lifeworld existentials of lived body, lived time, lived space, and lived 

human relations.  Lived body refers to our physical body or bodily presence in our 

everyday lives, including all that we feel, reveal, conceal, and share through our lived 

body. The existential of lived time can be understood as time as we experience it. This is 

composed of a subjective understanding of time as opposed to the more objective or 

“factual” time. It refers to the ways in which we experience our world on a temporal 

level. The third lifeworld existential, lived space explores the way in which the space we 

find ourselves in can affect the way we feel and, conversely, how the way we feel can 

affect the way we experience a particular space. Lastly, the existential lived human 

relations refers to the relations we make and/or maintain with others in our lifeworld. Our 

human relations include the communications and relationships we experience with others 

through the spaces and interactions we share and create with them (van Manen, 1997). 

These four existentials are helpful as guides for reflection in the research process. 

Appropriateness of Hermeneutic Phenomenology for This Study 

Consistent with phenomenology, the purpose of this study is to understand the lived 

experience of young men who are infertile after their cancer treatment. This study 
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explored the young men’s every day experiences of living and coping with infertility. 

While other qualitative methods embrace deep description, the distinction of 

phenomenology is in support of a layered reflection of subjects’ experiences that 

encourages expression of the paradoxical and emotional elements of complex human 

experience (van Manen, 1997). Phenomenology is well suited for locating the meanings 

that young men place on events, processes, and structures as they make sense of their 

fertility problems after cancer treatment. This person-centered perspective can enhance 

and strengthen traditional biomedical models of sexuality and fertility, and aid in 

interpreting the complexity of this lived experience.  

Method for Interviews 

This section details the research design used for the qualitative interviews that 

addressed the first research question of the study which is: What meanings do young men 

in Atlantic Canada ascribe to their infertility after cancer in the context of their everyday 

lives?  It describes the sample strategy and size, data collection methods, and approach to 

data analysis. Ethical issues that were considered during the planning and conducting of 

this study, and issues of methodological rigor are addressed. 

Research Design 

A qualitative research design was chosen to elicit detailed descriptions of the 

lived experience of young men who are infertile after their cancer treatment. There is lack 

of information on adolescent and young male cancer survivors and their unique needs 

while coping with infertility. Hence, a qualitative investigation, particularly 

phenomenology, helped to explore in-depth this complex issue by empowering young 

men to voice their stories. This study explored with van Manen’s phenomenological 
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tools, the young men’s every day experiences of living and coping with infertility by 

undertaking  six research activities: (1) turning to a phenomenon which seriously interests 

the researcher and commits her to the world, (2) investigating experience as subjects live 

it rather than as the researcher conceptualizes it, (3) reflecting on the essential themes 

which characterize the phenomenon, (4) describing the phenomenon through the art of 

writing and rewriting, (5) maintaining a strong and oriented pedagogical relation to the 

phenomenon, and (6) balancing the research context by considering part and whole (see 

Table 2). The research process did not proceed linearly instead all activities were carried 

out intermittently or simultaneously (van Manen, 1990).  

 Table 2 

 The Research Process 

van Manen’s (1990) Methodological Themes Research Activities for this Study 

Turning to a phenomenon of interest Literature review, proposal, 

recruitment of participants 

Investigating experiences as it is lived In-depth interviews 

Reflecting on the essential themes  Analysis 

Describing the phenomenon through writing 

and rewriting 

Interpretation of emerging themes, 

writing and re-writing themes 

Maintaining a health services relation to the 

phenomenon  

Refer to the research question and 

purpose, health research experience 

and literature 

Considering the parts and the whole Movement from themes to the entire 

transcripts of individual interviews 

Sampling, Sample Size and Recruitment Strategy 

Purposive sampling consists of selectively recruit informants who will be able to 

provide particular perspectives that relate to the research question (Melnyk & Fineout-

Overholt, 2011). This study used purposive sampling because in phenomenological 

research, the only legitimate informants are those who have lived the reality (Baker, 

Wuest, & Todd, 1992). Only young men who have knowledge of a “certain way of being 
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in the world” are able to describe what the experience was like for them (van Manen, 

1990). Thus, participants in this research study met the following criteria: (1) male cancer 

survivor living in Canada, (2) aged 15-29 at time of diagnosis, (3) self-identified as being 

infertile or possibly infertile, (4) at least one year post any cancer diagnosis, (5) aged 19 

or older at the time of interview and (6) English- speaking. I did not have the capacity to 

"check" infertility status (i.e., I did not check medical records). Participants who said that 

they were infertile or believed that they might be infertile and hence perceived 

themselves as being infertile were interviewed. I chose the age category, 15-29 years, for 

age at diagnosis because it is consistent with reports of Canadian cancer statistics for 

young adults (Canadian Cancer Society’s Steering Committee, 2009). The time frame of 

1 year post-cancer diagnosis was chosen to allow the young men enough time to return to 

their everyday lives, prevent any undue stress, and minimize intrusion. 

In phenomenology, the sample size can vary anywhere from 5 to 25 individuals 

who have all experienced the phenomenon (Creswell, 2013). Four young men were 

interested in the study and all of them participated in the study. These young men lived in 

urban cities in Atlantic Canada. Three family members of young men with cancer also 

contacted me with interest in the study; however, the young men themselves did not wish 

to participate in the study. My aim was to recruit a large enough sample to elucidate the 

richness of the individual experience and document a thick description of their lived 

experiences. The purpose of developing a thick description is to describe and interpret 

human experiences (Melnyk & Fineout-Overholt, 2011). A thick description accounts for 

the feelings of the physical and social world in which people live so that the 

interpretation of people’s words and actions can have meaning through reference to 
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context of their world. Describing meaning in context is important as it is a way to 

understand what the participants already know about their world (Melnyk & Fineout-

Overholt, 2011).   

I used a diversified approach to recruit AYA men who were infertile. My research 

efforts focused on internet-based recruitment approaches (e.g., social media, websites and 

electronic news), because research shows that these approaches result in a higher number 

of participants from the AYA population (Gorman et al., 2014). See Appendix I for 

summary of recruitment efforts. 

The recruitment strategy focused on using social media such as Facebook to 

connect with the AYA population. This recruitment strategy is relevant to the AYA 

population because research has shown that AYAs have a very high rate of social media 

usage, with up to 90 % of AYAs aged 18 to 29 using social networking sites (Perales, 

Drake, Pemmaraju, & Wood, 2016). In addition, Facebook users tend to be younger and 

its sheer size implies that even underrepresented groups are relatively large (Kosinski et 

al., 2015). I created a Facebook community page about my study and shared it with my 

friends on Facebook, who in turn shared it among their Facebook contacts. I was also 

able to share the Facebook community page with YACC who could then share it with 

their network.  

 I partnered with Young Adult Cancer Canada (YACC) to recruit young adults 

from their network. Established in 2000, YACC is the national organization that supports 

young adults with cancer by providing opportunities for them to share their cancer 

experiences with their peers and resources for those looking for inspiration, information 

and support cancer (YACC, 2014). YACC frequently partners  with researchers across 
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Canada to help increase the voice of young adults in cancer research. For this partnership 

to occur, I completed an application requesting their assistance with recruitment. After 

my application was approved by the YACC board members, YACC advertised my 

research study on their website and social media venues including Facebook and Twitter. 

From this, two men expressed their interest in study participation, and many more people 

expressed interest in the study’s implications for supportive programs, services and 

resources for young men who are infertile after cancer. YACC advertised my study 

another three times over a six month period.  

 I attempted to partner with cancer related agencies, both locally and nationally, 

for assistance with study recruitment. For example, I recognized the conversation that 

was happening in November 2015 with the Movember movement. With men’s health as 

the focus, I wanted to join the conversation that was happening with this movement. To 

this end, I contacted Movember Canada with a request to advertise my study. As was the 

case with cancer-related agencies, Movember Canada was unable to provide this 

assistance because their focus is delivering psychosocial support; they are not directly 

involved with research studies.  

  I directed recruitment efforts to public venues which young men frequent (e.g., 

fitness centers, community centers). I advertised my study to the student population at 

University of New Brunswick (Fredericton and Saint John) because it was likely to 

include young men who met the inclusion criteria. Recruitment notices were posted on 

the university’s e-news and bulletin boards across the campuses (e.g., meal hall, 

residences, and meeting places).  
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I contacted several fertility clinics across Canada to advertise my study in their 

waiting room. I anticipated I would find men eligible for my study at these fertility 

clinics. I either received no response from these fertility clinics or they declined to be 

involved. In all my communication with these community agencies and clinics, I 

reinforced that they were not being asked to provide me any personal information about 

their network with me. My request was for them to share information about my study 

through their website, social media or mailing list. I also made it clear that young men 

would have the opportunity to decide whether or not to participate at their own discretion.  

 As a cancer research trainee funded by the Beatrice Hunter Cancer Research 

Institute, I presented my research work in progress to other trainees and cancer 

researchers. This helped me meet researchers with similar interests, share my study with 

and explore new avenues of recruitment. Some young male researchers advised that I use 

the website reddit.com as they felt many young men visited the website for social 

networking. Reddit had many filters according to different topics such as cancer and 

fertility, where I posted recruitment advertisements. As part of my cancer training, I also 

attended two cancer workshops where I had more opportunities to share my research with 

other researchers from different universities, who then shared information about my study 

with their network. I participated and shared my study at cancer fundraising events such 

as the Terry Fox Run and Relay for Life, where I met many young cancer survivors and 

their family. 

  Research shows that AYAs cancer survivors do not always recognize their risk of 

serious cancer-related health problems and sometimes do not seek cancer-related follow-

up care from healthcare providers (De et al., 2011; Nathan et al, 2011; Ramphal et al., 
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2016). In addition, AYAs are at the life stages where they move often to different cities 

due to education or career goals, and this affects their access to their health care team (De 

et al., 2011). I did not concentrate efforts on recruitment through family doctors because 

AYAs who have fertility problems might either not be seeing their family physician or 

may not have a family physician.  

Data Collection 

I collected data from a demographic form and semi-structured interviews. I made 

field notes to document my reflections and to contemplate various aspects of the research 

and to be transparent in my interpretation process (van Manen, 1997).  

Demographic Form 

I developed a demographic form to gather data related to the participant such as 

age, ethnicity, education, relationship status and details about cancer diagnosis and 

treatment. This helped me describe the sample and understand the context of the 

participants. 

Semi-structured Interview 

Since the phenomenological approach seeks to understand the lived experience of 

participants, the major source of data collection involved young men participating in 

semi-structured, open-ended interviews. The interview aimed to gather and explore 

narrative material to develop a comprehensive understanding of the phenomenon of 

interest. This was achieved by developing a conversational relationship with the 

interviewee to understand the meaning of the experience. All the interviews were face-to-

face; the majority of interviews were computer-mediated interviews (i.e., via Skype) 

while one interview was done in person. The interviews were held in a location that was 
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convenient and comfortable for the participants so they could feel safe disclosing 

information that may bring about feelings of vulnerability (Campbell-Enns & Woodgate, 

2013). It was important that young men felt free to disclose whatever they wanted to 

share about their experiences.  

In the hermeneutic interview, van Manen (1997) stressed the value of keeping the 

question (of the meaning of the phenomena) open, for himself and the interviewee to 

remain strongly “oriented to the substance of the thing being questioned” (p. 98). The 

semi-structured interview format was chosen because van Manen (1997) warned against 

interviewing participants using “unstructured or open-ended interviews”; without being 

strongly oriented to the phenomenon, the interviewer would end up collecting either lots 

of short responses or unmanageable quantity of tapes (p. 66-67). To a novice researcher, 

van Manen (1997) suggests to be concrete and collect personal experiences by asking 

participants to think of a specific instance, situation, person or event. This helps to 

explore the whole experience to the fullest. In addition, whenever the participant begins 

to generalize about the experience, questions can be asked that “turns the discourse back 

to the level of concrete experience: Can you give an example? What was it like? Etc.” (p. 

68). Keeping this in mind, I asked probing questions only when participants digressed 

into other stories related to their cancer journey. I would engage in these digressions with 

participants for a short while, and would then gently bring them back to the phenomenon 

of interest. The prompt questions helped young men focus on specific events and 

situations, but were open enough to allow the men to develop the conversation in 

whichever ways are most relevant to their situation. This is consistent with van Manen’s 

(1990) view that it is acceptable to use appropriate techniques within a study as long as 
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they are considered within the general orientation of the methodology.  

 Semi – structured interviews provided great flexibility, enabling a novice 

researcher like me to enter sensitive topics of fertility and produce richer data. The 

phenomenological interview is seen as a dialogical experience where the participant 

becomes an active partner to the research endeavor (van Manen, 1997). The use of semi-

structured interview helped to build a good rapport with the participants, giving them 

freedom to respond to questions and probes. Since the phenomenological approach seeks 

to understand the lived experience of young men, these interviews explored the 

participant’s perceptions of infertility including their thoughts and feelings about 

infertility treatment decisions and impact of infertility on the self, body, relationships and 

fatherhood. Asking for a situation was vital since the discovery of the meaning of a 

phenomenon (later in the data analysis) needs to have been connected to a specific 

context in which the phenomenon has been experienced. 

An interview guide was used to ensure interviews progressed in a focused yet 

flexible manner. After the opening questions about their cancer treatment, the interviews 

started exploring the topic of infertility by asking the participants the broad question: 

“Tell me what being infertile means to you?” This broad question allowed the 

participants to direct the beginning of the interviews in regards to what is significant to 

them about their lived experience of being infertile after cancer. The interview is a 

delicate balance between asking appropriate open-ended questions and allowing silences 

to help the participant proceed with their story. In addition, the four lifeworld existentials 

of spatiality, corporeality, temporality and relationality guided the interview questions. 

For example, lived time refers to the temporal dimensions of past, present and future and 



 

59 

 

how it makes up a person’s temporal landscape (van Manen, 1997). In this study, I 

captured lived time by asking participants about their cancer and infertility experiences, 

how it impacted them today and how it might impact them in the future. 

The length of the interviews was from 55 to 135 minutes. I conducted and 

transcribed all the interviews. All interviews were digitally recorded in order to preserve 

their authenticity and to facilitate detailed analysis. 

Reflexive Journal and Field Notes 

The fourth source of data collection was writing field notes to record the setting, 

nonverbal behaviors, interruptions in the flow of conversations, reminders or critique on 

the methodology, and patterns discerned from the work in progress. I also maintained a 

reflexive journal to write down my theoretical assumptions and biases with respect to 

infertility in young men after cancer. Field notes were made subsequent to each 

interview. Regular meetings were held with my thesis supervisor to discuss entries and 

address methodological, theoretical, and personal issues pertinent to the study. 

Data Analysis: Hermeneutic Phenomenological Reflection and Writing 

In keeping with van Manen’s hermeneutic phenomenology (1997), reflective 

methods (i.e., thematic analysis and existential reflection) and phenomenological writing 

methods were utilized to interpret the aspects of meaning associated with living with 

infertility, and to gain more direct contact with the experience as it is lived (van Manen, 

1997).  

Thematic Analysis 

 Because human science research is concerned with meaning, and, indeed, to be 

human is to desire meaning, a thematic analysis of the study was conducted with the goal 



 

60 

 

of trying to “unearth something ‘telling’, something ‘meaningful’, something ‘thematic’” 

(van Manen, 1997, p. 86). Some qualitative methods include a theme analysis that 

involves a frequency count or coding of selected terms in the transcripts (van Manen, 

1997). However, formulating a thematic understanding in phenomenology is not a rule 

bound process, but rather an act of “seeing” meaning (van Manen, p.79) in the various 

experiential accounts. Ultimately, van Manen (1997) argues that the concept of themes is 

simply a means to get to the notion of what we are addressing. Phenomenological themes 

may be understood as ‘the structures of experience’ (van Manen, p.79). Van Manen 

(1997) argues that “in order to come to grips with the structure of meaning of the text it is 

helpful to think of the phenomenon described in the text as approachable in terms of 

meaning units, structures of meaning, or themes” (p. 78).  

 I used as van Manen’s analytic approach to thematic analysis called ‘the selective 

or highlighting approach’ (1990, p. 79) and it consists of four stages: 1) Searching for 

‘structures of experience’ 2) Describing how structures are thematic of the phenomenon 

3) Searching for essential and incidental themes, and 4) Explaining and interpreting 

essential and incidental themes. I moved slowly through the data so as not to overlook 

essential detail. A theme was considered essential to the experience if it captures the 

‘essence’ of the experience without which the phenomenon ‘could not be what it is’ (van 

Manen, 1997, p. 107). To do so, I asked the following question: “Is this phenomenon still 

the same if we imaginatively change or delete this theme from the phenomenon? Does 

the phenomenon without this theme lose its fundamental meaning?” (p. 107). Essential 

themes are those which, if absent from the final description of the phenomenon, would 

make the phenomenon incomplete. Essential themes helped give shape to the data, and 
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the search for essential themes encouraged a thoughtful and controlled response to 

participant stories. 

 The hermeneutic circle is an important aspects of phenomenological research that 

was incorporated in this study that is different than theme analysis in other qualitative 

works (Dowling, 2007). I was open to questions that emerged from studying the 

phenomenon and allowed the text to speak (the answer is found in the text). In this way, I 

was able to have a ‘dialogue’ with the text - a hermeneutic conversation– to build on and 

reveal new understanding underlying the words. The relationship is dynamic and has 

been linked to the ‘hermeneutic circle’ (understanding, explication, interpretation).  

I transcribed all the interviews verbatim and I constructed texts (interview transcripts and 

field notes) for each individual participant. I immersed myself in the texts (van Manen, 

1997) to get a sense of the preliminary interpretation of the texts and further develop 

understanding. Using field notes that were written during the observation and interaction 

with the participants helped to understand the context in which communication occurred, 

and were important aspect of the interpretation process. I listened to the audiotapes two 

times and read through the transcripts repeatedly to develop themes in order to 

“reflectively [analyze] the structural or thematic aspects” (van Manen, p. 78) of the 

experience of living with infertility for young men after cancer treatment. I made note of 

the overall content as well as the language used, how young men used phrases, what they 

said as well as how they said it. When turning to the interviews and other sources of data, 

I continually asked myself: What is the essence of the lived experience being reflected 

here? How can I capture this essence in a theme? While developing themes and 

subthemes, I continuously moved backwards and forwards between the literature, the 
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research texts and the preliminary analysis, moving from parts to whole following a 

process informed by the hermeneutic circle.  

Reflection using Lifeworld Existentials 

The four existential themes of lived body, lived time, lived space, and lived relation 

are present in the lifeworlds of all human beings, regardless of their historical, cultural or 

social situatedness (van Manen, 1997). Hence, I also used a guided existential reflection 

based on these four lifeworld existentials because the lived experience of infertility after 

cancer treatment was better understood when the existential ground was considered. I 

asked myself for example: “In what ways did participants feel the effect of infertility in 

their bodies?”, “How did participants’ experience of being infertile interact with time?”, 

and “How did infertility affect their relations with others?” I used these questions to 

further refine and expand upon the themes I identified during the thematic reflection. I 

then sorted the data and organized the themes around the four lifeworlds. 

Phenomenological Writing 

Phenomenology is the application of logos (language and thoughtfulness) to a 

phenomenon (an aspect of lived experience), to what shows itself precisely as it shows 

itself (van Manen, 1997 p.33). Phenomenology is sensitive to the way language speaks 

when it allows the things of the world to speak to us. Language is central in reflecting on 

the meaning of lived experience and in writing, the very act of doing phenomenology. 

Writing did not enter the research process as a final step, but was an integral part of the 

research process. Having arrived at the essential and incidental themes, linguistic 

transformation was used to capture the essence of the themes (van Manen, 1997). This 

process involved writing and re-writing. This was accomplished by shifting focus 



 

63 

 

between the parts and whole transcripts, and then shifting focus between individual 

transcripts. I also used anecdotes from participants, gathered from their interviews in 

order to better describe their phenomenon, keeping van Manen’s (1997) warning in mind: 

Anecdotes... are not to be understood as mere illustrations to “butter up” or “make more 

digestible” a difficult or boring text. Anecdotes can be understood as a methodological 

device in human science to make comprehensible some notion that easily eludes us (van 

Manen, p.116). 

My Role as a Researcher 

I am not a cancer survivor; however, my mother and many friends have survived 

cancer, and I was able to be a part of their cancer journeys. I have also taken part in 

charity events organised by Canadian Cancer Society (e.g., Relay for Life) and this 

allowed meet young people who had cancer and their family or friends.  

The stories of the young men in this study moved me greatly; their experiences 

supported and challenged my own biases of living with infertility after cancer. Most 

important to studying infertility among young men was to continually maintain my 

openness towards the lived experiences of these young men. I wrote down notes and 

quotes that struck me as poignant to the young man’s lifeworld during and after the 

interview process, and reflected on my notes in a journal. During the analysis and writing 

of the thesis, I revisited my own prior reflections and observations. Some of my concerns 

changed over time while some observations were surprising to me. For example, I had 

assumed that all the young men would want children in the future and it came as a 

surprise that one young man did not want to have children. These revelations allowed me 

to reflect more critically on my own beliefs and experiences, and apply my increased 
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self-awareness to the thesis project. This experience in the writing of my thesis was an 

evolving process where I had to let the young men’s stories be true to their lives, and 

keep my own assumptions at bay.  

 Further, I was concerned with my gender as “woman” interviewing men on the 

sensitive issue of infertility. I was surprised to find out that all the young men felt 

comfortable talking to me about their infertility experiences. In fact, one man shared that 

he could tell his story to me because I was “not a man”, and he felt it would have been 

difficult to talk to a man about certain aspects of his experience. At the same time, there 

were instances during the interviews with some men where they did not provide much 

information. This makes me question whether the subject material was of a sensitive 

nature or if they were not comfortable sharing some details with a “woman”. 

Methodological Rigor 

Rigor in qualitative research can be very loosely compared with reliability and 

validity for quantitative research. The classic criteria for rigor were outlined by the 

qualitative research pioneers Lincoln and Guba in 1985 (Prion & Adamson, 2014; 

Creswell, 2013). They include credibility, transferability, dependability, and 

conformability (Lincoln & Guba, 1985). 

Credibility 

Credibility is defined as the truthfulness of the data and its subsequent 

interpretation (Prion & Adamson, 2014). Credibility, deals with the question, “How 

congruent are the findings with reality?” (Shento, 2004). Credibility is the process 

whereby the researcher assures that the study findings are meaningful and reflect the 

current experience (Lincoln & Guba, 1985). Some of the ways it is demonstrated is by 
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the documentation of researcher’s actions and biases, appropriateness of data (e.g., 

purposeful sampling); corroboration with multiple data sources (triangulation) and 

consultation with colleagues (e.g. peer debriefing) (Melnyk & Fineout-Overholt, 2011).   

Documents were used in this study as important resources for data triangulation, to 

increase the comprehensiveness and validity of a study. Triangulation is a validation 

strategy that makes use of evidence from different sources to shed light on a theme or 

perspective (Creswell, 2013). This study uses data from the document review as well as 

the interviews.  

To ensure credibility in the current study, I also kept detailed records of my own 

participation, reactions, and experiences, and I used these records as an important data 

source in analysis (Carter & Little, 2007). My reflexivity was instrumental in maintaining 

a strong and oriented relation to the phenomenon. I kept a reflexive diary to initiate 

discussions during supervisory meetings, enhance my self-awareness and increase the 

quality and trustworthiness (Smith, 2006). In addition, prolonged engagement in the topic 

helps to build trust with the informants, and helps ‘bracket’ biases introduced by the 

researcher (Creswell, 2013). I engaged with the participants in general conversation to 

make them feel comfortable before and after the interview. I interviewed the informants 

for 55-135 minutes. 

Peer debriefing involves seeking input from knowledgeable colleagues and using 

them as a sounding board for researcher’s ideas (Melnyk & Fineout-Overholt, 2011, 

Lincoln & Guba, 1985). I met with my thesis supervisor periodically to discuss findings 

so as to jointly develop a more accurate interpretation of the essence of the lived 

experience of young men faced with infertility after cancer. 
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Transferability  

The applicability of the study results to other populations in different contexts is 

known as transferability (Melnyk & Fineout-Overholt, 2011). The reader can determine 

the transferability of the results if the researcher has provided a thorough and thick 

description of the research and its methodology (Creswell, 2013). Transferability is 

demonstrated if the findings of a study have meaning for others in similar situations and 

for qualitative research, the burden of transferability rests with the users of the research 

(Lincoln & Guba, 1985). I provided thick and detailed descriptions of the research 

processes including the time, place and context of interviews, and methodological 

decisions and impressions. In this way, the reader can have a better understanding and 

could compare the instances of the phenomenon described in the research report with 

those that might emerge in their situations. 

Dependability 

Dependability refers to the ease with which readers can follow the original 

researcher's decision-making process during the study and reach similar conclusions 

interpretation (Prion & Adamson, 2014). Dependability of this study was demonstrated 

by the provision of an audit trail. Documentation included in the audit trail was 

contextual information (setting, behaviors), methodological information, analytical 

decisions, and personal reflections. This audit trail will allow another researcher to easily 

follow how decisions were made and provide evidence to see if the interpretations are 

supported by the data (Lincoln & Guba, 1985; Creswell, 2013).  
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Confirmability 

Confirmability is concerned with establishing that data and interpretations are 

derived from the data, not the researcher’s personal constructions (Lincoln & Guba, 

1985). Confirmability in this study was achieved by providing thick descriptions of the 

experience with direct quotes to present constructs that are important to the study. In 

addition, review of the interpretation by my thesis supervisor was conducted to minimize 

researcher subjectivity. A key criterion for confirmability is the extent to which the 

researcher admits his or her own predispositions (Shento, 2004). I kept a reflexive diary 

to record my reactions to events during the project and thought process. 

Ethical Considerations 

Ethical issues apply at different stages in a research process and were considered 

carefully throughout the phases of the study especially the issues of recruitment, 

consenting, confidentiality, potential vulnerability, and sensitivity. I sought ethical 

approval for this study from the UNB Research Ethics Committee. Participants received 

study information and gave consent prior to study participation. Ongoing consent was 

obtained verbally to encourage mutual participation and take into consideration the 

possibility of unexpected events or changes in circumstances. Participants were reminded 

that they may withdraw from the study at any time and/or refuse to answer any questions. 

Participants’ behaviour(s) and expression(s) were continuously assessed and 

documented in field notes. Respect, caution and sensitivity were exercised when 

interacting with participants in order to prevent the possibility of undue stress. A potential 

risk of participating in this study is the loss of privacy to the participants by discussing 

personal stories of infertility. The emotional pain associated with any reflections, 
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memories or events may be a psychologically distressing experience for them (Reid, 

2009). Some young men felt distressed during the interview; during those instances, I 

validated their feelings, changed the topic to a more neutral one, stopped the interview 

and resumed only when they felt comfortable to continue. In addition, I contacted each 

participant within 24-48 hours after the individual interviews to ensure that all was well. I 

also encouraged participants to ask their family doctor or oncologist about any concerns 

they might have about their infertility. 

Participants were informed of their right of confidentiality as well as how it was 

protected. The information gathered from the interviews and other data sources was kept 

highly confidential and is accessible only to me and my supervisor. Some of the measures 

that I adopted to protect the identity of study participants are substituting their names 

with pseudonyms on paper records and computer files, deleting interviews from the 

digital recorder after the interview was transcribed and storing study data in a secure 

place. 

Chapter Summary 

This phenomenological study is designed to gain an understanding of what is it like 

for young men to be infertile after cancer treatment. Data was gathered through semi-

structured interviews, demographic questionnaire, reflexive diary and field notes. Details 

of recruitment efforts and insights gained due to the difficulties in recruiting young men 

for the study are described. Data analysis was achieved through thematic analysis using 

van Manen’s selective highlighting approach, phenomenological reflection guided by the 

four lifeworld existentials, and phenomenological writing. The establishment of rigor and 

ethical considerations are also described.
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CHAPTER 4: RESULTS FROM THE QUALITATIVE INTERVIEWS 

Introduction 

Chapter four presents the findings from this phenomenological study obtained 

through in-depth participant interviews. The chapter begins with a description of the four 

men who participated in the study. An analysis of themes, which are important to develop 

the overall essence of the phenomenon, is then described. Data analysis revealed the 

essence of the experience of infertility among young men which describes the paradox of 

being infertile and the desire to be a father for these young men. Three themes emerged 

from the interviews with the young men which were: (1) How infertility affects me, (2) 

How infertility affects my relationships, and (3) I want the choice to bank sperm. The 

chapter concludes with young men’s recommendations for healthcare professionals. 

Description of Participants 

 A description of the life world of young men who are experiencing infertility 

after their cancer treatment was sought. My intention was to recruit young men from 

across Canada to get a national perspective on their lived experiences; however, all of the 

participants were from Atlantic Canada. For my study, internet-based recruitment yielded 

four participants who met the inclusion criteria and agreed to participate in this study.  

Participant Demographic Data 

 The four men who participated in this study had a mean age of 28.5 years and an 

age range of 24 to 31 years at the time of the interview. Two were working full time, one 

working full time and studying, and one is a student pursuing an undergraduate university 

degree. Three participants have a university degree. The men were predominately 
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Caucasian, with one participant identifying himself as mixed. All the young men lived in 

urban cities in Atlantic Canada. Table 3 presents a summary of participant demographics.  

 The men were diagnosed with cancer between the ages of 15 to 27, with an 

average age at diagnosis of 22 years.  These men were diagnosed on average 7 years ago. 

Each participant was diagnosed with a different type of cancer, including: leukemia, 

testicular, brain cancer and Ewing’s sarcoma. Their different types of cancer resulted in 

differing experiences; however, all the young men expressed similar subjective 

experiences throughout their post-cancer lives related to their infertility. Three were 

treated at hospital with services for adults and one was treated at a hospital with services 

designated for children, adolescents and their families.  All underwent surgery combined 

with radiation therapy, and three had chemotherapy. 

  Three young men self-identified as being infertile after cancer treatment, whereas 

one man identified himself as being possibly infertile. Two men banked their sperm. One 

was undergoing assisted reproductive treatments with his wife to conceive.  
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Table 3  

Participant Demographics 

Characteristic (n=4) Number  

Ethnic/racial background 

Caucasian 

Mixed 

 

3  

1  

Education 

Bachelor 

Masters 

High School 

 

1  

2  

1  

Employment 

 Full time 

 Student 

 

3 

1  

Hospital for cancer 

treatment 

Adult 

Children/adolescents 

 

3  

1  

Cancer treatment 

Chemotherapy 

Radiation therapy 

Surgery 

 

3  

4  

4  

Perceived infertility status 

Infertile 

Possibly infertile 

 

3  

1  

Accessed sperm banking 

Yes 

No 

 

2  

2  

Accessed assisted 

reproductive technologies 

Yes  

No 

 

1  

3  

Location in Atlantic Canada 

     Urban 

     Rural 

 

4 

0 

 

The lived experience of the four men who took part in this study was shaped by 

their cancer, past experiences and relationships. Table 4 presents characteristics of each 

participant. Each participant was given a pseudonym to maintain anonymity and 

confidentiality. Any features that could personally identify participants were changed or 

removed. 
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Table 4  

Characteristics of the young men 

Pseudonym Age 

(years) 

Cancer 

treatment 

Relationship 

status 

Sperm 

banked 

Length of 

interview 

(minutes) 

Tyler 24 Surgery, 

chemotherapy 

Radiation 

therapy 

Single Yes 55 

Darren 28 Surgery, 

Radiation 

therapy 

Married –  

no children 

No 80 

Adam 31 Surgery, 

chemotherapy, 

Radiation 

therapy 

Married –  

no children 

Yes 135 

Patrick 31 Surgery, 

chemotherapy 

Radiation 

therapy 

Single No 55 

 

Main Findings of the Study 

 The essence of the young men’s lived experience and the themes that 

communicate the substance of this essence is presented in the next section. Describing the 

essence and themes addresses the following research question: what meanings do young 

men ascribe to their fertility problems after cancer in the context of their everyday lives?  

The Essence of Living with Infertility among Young Men 

The essence of the young men’s experience of living with infertility is described 

as a paradox of being infertile and the desire to be a father. A paradox can be defined as 

“any person, thing, or situation exhibiting an apparently contradictory nature” 

(Dictionary, 2015). Being infertile contradicts the men’s goal of becoming a father. Being 

infertile makes it more complicated to achieve fatherhood. 
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Fatherhood is a Life Goal 

Prior to cancer, the men participating in this study generally took their fertility for 

granted - they all wanted to have children in the future. As Tyler said, “I guess that is one 

of my goals in life is to have a family so...and I have …known that from quite a while 

now.” Similarly Darren imagined his future family: “we figured we’d have a family of 3. 

We’d just stop at 3, doesn’t matter if they are boys or girls, or whatever, we just want 

them to be healthy.”  

Young men’s understanding of what it means to be a family affected them in 

different ways. For most of them, it strengthened their resolve to be a father and to share 

their life with their children, biological or not. As Darren said, “I just want someone ...I 

just want someone to hear my jokes when for the first time and laugh and stuff like that. 

So I want to have a family of my own.” Tyler described making memories with his future 

children and sharing his knowledge with them: 

But just kind of to carry on the family name and like being able to pass along my 

knowledge of what will…of what knowledge I have and just being able to like…I 

was really into sports so I really I would love to pass along, be able to teach my 

kid or kids how to kick a soccer ball or throw a baseball and throw a football and 

go fishing and skiing and hiking and just be able to share those memories with a 

family I guess. 

 

For Adam, it made him question the need to have children to define being a family unit. 

He considered himself and his wife as “completely a family of two people”. However, he 

explained that his decision can be changed, if circumstances change. He emphasized that 

“we are continually choosing to not have children. So we are much more concerned 

about the threat of her being pregnant than of us never being able to have kids. So I think 

we feel like if both still decided to have kids, we could still probably do that.” 
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The prospect of having biological children was discussed by the young men. They 

explained that having biological children was not integral to being a part of the family. 

They felt that their definition of a family unit had evolved over time and was not always 

linked to biological relationships. As Patrick described, “I guess having your own 

biological children nowadays definitely doesn’t make you a family. And nowadays we are 

so blended, we make up… the parents, their kids, friends...a family isn’t just a man and 

woman having a baby in my opinion.” The same sentiment was captured by Tyler, who 

said “because I can’t have my own children, my own blood it doesn’t mean that I couldn’t 

care for someone else.” As a result, the young men were open to alternate methods of 

fatherhood. To achieve fatherhood, Patrick was ready to try different means and 

emphasized that, “there’s a lot of children in this world who need loving parents and I 

am totally up for adoption...or any others means, whether it is family members or (use of 

another’s) sperm banking.” 

Fatherhood is Complicated by Infertility  

Although fatherhood was deemed important for these young men, they 

understood it would likely be a complicated process due to their infertility after cancer 

treatment. As Tyler understands, “if I did choose to have children someday with a partner 

it could be a lot more complicated than a lot of people have it.” Fatherhood is 

complicated for the young men who are infertile or possibly infertile because they cannot 

become a father without assistance. With assisted reproductive technologies, infertility 

can be ‘bypassed’, making what was once a certainty, a biotechnological possibility. 

However, these medical treatments can be complex – prolonged time, high costs of 

medical procedures and drugs, increased emotional investments and physically 
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exhausting. The young men prepared themselves for a future of infertility by thinking 

about these consequences and possible solutions, such as use of assisted reproduction 

options or adoption. The complicated nature of becoming a father can be stressful for 

these young men who might look at other options for fatherhood or choose not to be a 

father. In Adam’s case, the decision not to have children was made due to the 

complicated nature of assisted reproduction. His thought process included the different 

factors that were tied to assisted reproduction and some of consequences of using fertility 

treatment to have children. He shared: 

we talked a lot about the risk of say, multiple birth in case we did have to use my 

sperm, and whether or not there was enough sperm necessarily to try the less 

expensive methods first. And whether or not we were comfortable with the money 

that it would cost, and whether or not we felt comfortable with how much the 

financial resources we would have, once we had to pay for our fertility treatments 

if that was a possibility. So currently it doesn’t really bother me if anything, at 

this point I’ve decided I would rather be infertile. 

 

Themes 

Seeking meaning in their infertility helped the young men resolve the paradox of 

infertility and fatherhood. Three themes emerged from the data in support of the essence 

of the young men’s lived experience of living with infertility/possible infertility after 

their cancer. These themes were: (1) How infertility affects me, (2) How infertility affects 

my relationships, and (3) I want the choice to bank sperm. Table 5 illustrates the main 

themes. These meanings of infertility illuminate the lifeworld in which these young men 

experience a paradoxical relationship with fatherhood. 
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Table 5  

The themes supporting the essence of the men’s lived experience of infertility 

Essence Paradox of being infertile and the desire to be a father 

 

Themes 

 

How infertility affects 

me 

How infertility affects 

my relationships 

 

I want the choice to 

bank sperm 

Subthemes  Men’s age  

 Bodily changes 

 The man I was, 

the man I am now 

 Relationship with 

spouse 

 Relationship with 

potential partners 

 Relationship with 

parents 

 Relationship with 

friends 

 

 Physical spaces 

 Sperm banking as 

a “back-up” plan 

 The sperm bank 

decision  

 

I identified commonalities in young men’s stories of living with infertility after cancer 

treatment based on the four lifeworld existentials of lived time, lived body, lived space, 

and lived relations (van Manen, 1990). Whilst the four lifeworld existentials can each be 

differentiated, they cannot be separated, and therefore, some themes that illustrate lived 

time will also illustrate lived relations, and so forth.  

How Infertility Affects Me 

This theme explores how infertility impacted young men through the lens of the 

lifeworld existential of lived time and lived body. Young adulthood is a time of life when 

one is expected to be healthy and not worry about reproductive functions. Infertility due 

to cancer presented a threat to the normal young adult path and changed the way these 

young men viewed their lives. Infertility due to cancer became a permanent part of their 

lives. Infertility would affect them in various ways throughout their lives even when they 

are cancer free. For example, Adam felt that finding out about the possibility of fertility 
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after cancer was when he realized that “the whole cancer thing wasn’t just going to go 

away and not affect the rest of my life.”  

All participants recollected different time points in their cancer journey where 

they could tell me the exact date, and sometimes the exact time, when, for example, they 

found out they were infertile. For some men, time stopped when they found out they were 

infertile. As Darren feels, “The car ride home was maybe I don’t...it is nearly a 2 minute 

drive but it felt like 2 hours. We were talking about what our options were and stuff like 

that.” Time played an important role in the adjustment process; they learnt to renegotiate 

their life goals and prepare for the consequences of infertility in their lives. Some men 

were at a time in their lives where they thought they were ‘superhuman’ and nothing 

could happen to them. As Tyler shared, the reality of cancer and resulting infertility 

changed their outlook on life: 

“…like we all think we are superhuman and nothing is going to happen to us and 

like you hear of things but you are just like ‘that’s not going to happen to me’, 

don’t worry about it but when it does happen you are just like, you are hit…you hit 

a brick wall and you’re like wow! That can actually, this did happen to me! So it 

opens your eyes to a lot of things that you don’t realize or think about until it does 

happen.” 

 

Men’s age. As the young men aged and they acquired new roles and 

responsibilities, fertility became more important to them. Young men who were 

adolescents at the time of diagnosis felt they were too young to be worried about 

infertility. However, fertility and their desire to be a father became more important to 

them as they grew older.  As Patrick mentioned, “initially it (infertility) wasn’t something 

that I was concerned with obviously, 15 years old, I want to get back to partying with my 

friends, playing sports whatever...but later in life I guess.” Patrick also believed that “it is 
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only 2 or 3 times in your life that you want to be fertile”. It was common for the young 

men to see infertility as an obstacle to overcome especially when they we planning for a 

family in their relationship or using assisted reproductive technologies to become a 

father. For Darren who was starting a family, infertility is a very hard subject. He shared: 

“It (infertility) was a big shock. That was something that I never have thought 

about ever having to face…it was kind of a big shock but like I said, my wife has 

been really supportive through all this. We have been looking through other options 

like adoption, and artificial insemination so…” 

 

 Bodily changes. Bodily changes were considered the most observable or 

recognizable aspects of cancer and its treatment.  However, some of these physical 

changes were not visible to the public and many young men suffered silently. Young men 

underwent chemotherapy, radiation therapy and surgeries that had an impact on their 

body. They experienced fear, pain, scarring, lost hair, and in some cases, lost body parts 

(e.g., testicles). The physical changes in their bodies affected how they felt. Tyler said 

that “mentally it was tough like my looks changed quite a bit, lost my hair.” Most young 

men were upset after viewing their bodies post-surgery and chemotherapy/radiation. 

These feelings lessened over time and they learned to cope with their “newer” bodies. 

Adam described the impact that cancer treatment had on his body: 

“From surgery, I have a big scar but you can’t really see it but for…during 

radiation treatment and the months after including during chemo...I had lost a lot 

of hair. Fortunately you can’t tell that now, but that definitely was a thing that 

affected me and us. Kind of looked weird, pretty weird for a while…and then I 

also had you know minor scars from surgery. I had a port-o-cath inserted for 

chemo and had that removed so, my chest isn’t particularly attractive looking.” 

 

The long-lasting effects of bodily changes from cancer treatment were clear to the 

young men. For some, infertility was considered a reminder of their struggle with cancer 

and their achievement of beating cancer to live a new life post cancer treatment. As 
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Patrick said: 

For me it (being infertile) is just something I had to do to get where I am now so 

yeah it is what it is so yeah...it (infertility) makes me who I am I guess. 

 

Some recognized that cancer treatments can limit their physical capabilities – their energy 

and strength were often much less after cancer treatment. These physical limitations often 

motivated the young men to have children early in life so that they can enjoy spending 

time with them, including physical activities. As Tyler elaborates, “...to be able to have a 

life with my kids, be able to have sports with them, run around, chase them like that type 

of stuff, I guess my plan to have kids is in the not so distant future.” 

The young men who had changes to their body due to cancer and resulting 

infertility developed coping mechanisms to help them be as “normal” as possible. Some 

were involved in sports. Tyler mentioned “I am looking to getting into doing some 

triathlons and stuff like that...just cycling and running and playing some pickup hockey, 

things that are not high impact sports for the hips” Some men felt that the use of humor 

“helps out a lot especially in tough times.” By laughing about their infertility, the men 

felt that they could make themselves less vulnerable in a way that is socially acceptable 

and helps them cope with the stress of infertility on an everyday basis. Darren speculated 

that: 

“I always have to like over compensate and make...I don’t know an extra joke, or 

an extra I don’t know...basically yeah I think I always have to overcompensate for 

something or overdo something or yeah a little bit less confidence, that is 

basically it.” 
 

The man I was, the man I am now. The young men felt that who they were 

before they had cancer was very different than who they are right now. The young men 

incorporated their fertility status into the self. At the time of cancer treatment, none of the 
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young men knew whether they were fertile or infertile. All they knew was that their 

fertility might be threatened due to the cancer treatments; this information had been given 

to them by their healthcare team before cancer treatment began. Their fertility status 

remained uncertain until they encountered life situations that prompted them to have their 

fertility status confirmed through semen analysis. These life situations included failure to 

conceive, individual curiosity and recurrence of cancer. Three of the men in this study 

received confirmation that they were infertile based on low sperm counts. The fourth has 

not had a semen analysis. He believes he is probably infertile due to his cancer treatment. 

In fact, he wanted the term “possibly infertile” to be used through the interview. He 

questions his fertility status on a regular basis. The threat of infertility has become an 

important aspect of how he sees himself, life choices and parenthood.  

“scary that not only might I be infertile but it might be that we would not know if I 

was infertile perhaps for years even once we decided to have kids… And 

even...and so...and the point being that the certainty was very very low. Yeah and 

mostly just…no information about how likely it would be that I would be infertile 

or how I would determine in any sort of reasonable way that I was fertile.” 

 

For the young men, their cancer diagnosis and resulting infertility resulted in body 

image and masculinity concerns. For some, body image issues affected how they saw 

themselves as being a man. Testicles are often markers of the masculine identity and the 

loss of one of the testicles was interpreted as a challenge to their masculinity. For Darren, 

the removal of one of his testicles made him question his manhood. It was a silent and 

invisible battle for him as he came to terms with his new “normal”. He felt that “you are 

taking off a part of my manhood so...it kind of...maybe I won’t be as much of a man that I 

people always think I would be.” Some young men were worried that women would 

“think less” of them and wondered “what does she expect out of it? Will I be enough for 
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her? Will she want me ...something else that maybe I can’t provide? The resulting 

infertility was linked to their manhood. Darren proclaimed: 

“I guess tradition says to be man you have pass down... being a man means 

passing down your genes and passing down everything and the fact that I couldn’t 

continue my line kind of hit me hard.” 

 

Some men interpreted infertility it as a state of being as a “diseased man”. For example, 

Adam felt his sperm were poisonous due to the chemotherapy and it made him feel 

isolated: 

I felt somewhat ...like isolated and poisonous. I definitely you know, I think 

poisonous is the right sort of word. Cause it felt like you know I had injected 

...been injected with poison (chemotherapy) because...I think I told you earlier 

that (the word) cancer wasn’t used a lot but I believe poison might have been...so 

I felt a bit poisonous...I didn’t necessarily internalize it, but I felt like my sperm 

was poisonous. 

 

What was common among the young men was that they needed to make sense of 

the man they had become after their cancer treatment. They no longer felt that their 

masculinity was threatened. As Darren, said “I started going to the gym, playing hockey 

again and things made more sense”.  They attempted to set aside their infertile self so 

they could resume their “normal” lives. This is not always possible because infertility is 

significant part of their life after cancer. They live with infertility every day. For all the 

young men, infertility is always at the back of their mind until life events or trigger words 

like “children” bring it to the forefront. As Darren describes:  

Well every time we hear the word infertile or having kids or anything that has to 

do with it, always takes my tension...so for a couple of minutes after , it is always 

in my head and mulling it around and hearing about it. 

 

Similarly, Adam recollects, “when other people talk about you know their kids, I think 

about lots of this, as you have noted I have thought about this a lot, right? And so, other 
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people having or not having children is something that I think I notice more than I used 

to.”  

How Infertility Affects My Relationships 

A key element of young men’s experience living with infertility/possible 

infertility was the affect it had on their relationships with their spouse, potential partners, 

parents and friends. This theme focuses on the lived relations. The young men spoke of 

the positive experiences of the people in their lives who stood by them when they had 

cancer.  Being infertile seemed to strengthen most of their relationships, but it changed 

some relationships in adverse ways.  

Relationship with Spouse. The two young men who were married found they 

were closer to their spouses after their diagnosis with infertility. These young men 

described their relationship with their spouse in a positive light and found a sense of 

security within those relationships. As Darren said, “it got us closer together because I 

knew exactly where she stood and our relationship grew stronger from that day.” 

Infertility was considered a shared problem for couples because they were both affected 

by it, albeit in different ways.  As Darren explained, experiencing cancer and infertility in 

combination was “probably the hardest thing that we have ever done as a couple because 

it was something that we had to go together, but we couldn’t go through it together 

because we are separately having our different battles.”  

The young men in this study felt that having cancer and infertility made the 

couple even stronger than before the cancer and infertility because they had to overcome 

many obstacles together. As Adam shared, “I care I’d say more about my wife, especially 

because she was there for me.” He also added, “I think we are closer now, partly maybe 
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because of the treatment things but also because of the decision to not have children.” 

Similarly Darren also shared, “I can’t speak for her (wife) but I know that I love her even 

more now.” Communication was perceived as key in making marital relationships 

resilient. With their partner, the men in this study discussed whether or not they wanted 

to have children, and the challenges and consequences involved in making that decision.  

The young men who were married expressed a sense of guilt for that their partner 

had to experience cancer and infertility. Darren said, “I know it is affecting my wife so... I 

always know it...she is at the back of my head.” Darren was more concerned about the 

effect of their infertility on his wife, as it is the women who must go through most of the 

often invasive treatment to have a family, even though it is not her “problem”. Darren 

explained that he felt guilty as he witnessed his wife suffering from repeated unsuccessful 

attempts at getting pregnant. The failed assisted reproductive techniques made infertility 

harder for them. He shared: 

“…we had a couple of artificial insemination, three times already so it hasn’t 

worked and that’s kind of hard too… passing through all those hoops and paying 

the fees and all that  and not seeing that happen is kind of hard so…” 

 

Similarly, Adam explained he was worried about his wife’s health due to his fear of 

multiple births. Adam and his wife were concerned about the complicated nature of 

assisted reproduction and consequences of fertility treatments and recollects their 

discussion: 

“you know some concern over say multiple births especially from my wife’s side 

of things. And having sperm banked and having to consider the financial 

implications of sperm banking. There was lots of talk that if we had to go that 

way, you know how many kids would we have in particular? You know…if we 

could magically choose to have twins, would we have twins? Lots of these 

discussions. So we talked, my wife and I talked a lot about exactly what sort of 

family profile we wanted and how…whether or not that was doable.” 
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He had doubts about his sperm quality and the effect his sperm can have on his children. 

The threat of “deformed babies” and other post-natal problems were other reasons Adam 

and his wife decided to not have children. 

Young men who were married reported a period of time where there was a 

complete cessation of sexual intimacy with their spouse. For one man, this occurred after 

he found out he was infertile and for another, it was during cancer treatment. This was a 

stressful time that impacted the sexual relations with their spouses. For Adam, the threat 

of his “chemo sperm” to his wife and lack of knowledge of the effect of chemotherapy on 

sexual partners affected his sexuality. The warning to refrain from sexual intimacy from 

healthcare providers caused him to worry and practice abstinence from sexual activity. 

He recollected that: 

“…the biggest change had to have been you know, the changes to my sexuality 

resulting from the threat of you know, the stern warning absolutely make sure that 

under no circumstances that my wife got pregnant with my chemo sperm 

basically. That affected my sexuality because we also weren’t quite sure of 

whether or not it was sufficient to just use one method of birth control such as a 

condom. We only used condoms, my wife hasn’t done any sort of birth control…so 

for a long time, for…for a few months we certainly didn’t have any sex while I 

was concerned about that” 
 

Open communication with their spouse about their concerns was needed for resumption 

of sexual intimacy. As Darren described: 

And after we got infertile, for maybe a 2-3 months, we weren’t having any 

intimate time…so maybe it was kind of weird. I am not sure if it was...maybe this 

might be doing too deep or anything...I wasn’t really sure how she felt. So I 

wasn’t really pushing it or initiating anything...but after a while we just sat down, 

talked and said alright, everything has to get back to a little bit normal, or at as 

normal as it could be and like I said we have been getting closer and closer every 

day after we got the news so. 

 

Relationship with Potential Partners. For young men who were single, forming 



 

85 

 

romantic relationships was a particularly difficult aspect of being infertile. These men 

were concerned about when and how to reveal infertility with new potential partner. As 

Tyler shared: 

It is just one of those things that where I am like how do I bring up the...how do I 

bring this up, do I tell them right away, do I kind of wait and see how things go, 

or if I tell them right away, will they run off? If I tell them later on, will they run 

off? It’s kind of ‘roll the dice’ situation. 

 

Part of what made disclosure so difficult was the fear and expectation of being rejected. 

The young men agreed that disclosure about their infertility had to happen eventually, 

especially when the relationship become more “serious”. Disclosure of infertility was 

perceived to be significant because fertility status is an important part of a relationship 

especially at the reproductive age. As Patrick believes: 

It is definitely not something I discuss on the first date or anything like that but 

I’m probably open to telling people that... I do think that it is important. 

Especially at my age, a lot of women do want children and I am not going to lead 

them on or ...I am going to be open and honest with anyone that I had a serious 

relationship because it is an important part of a relationship especially at this 

age. 

 

Even though Tyler and Patrick had fears about disclosing their infertility status to new 

partners, they did not seem to have a problem disclosing their infertility status in previous 

relationships.  As Tyler said “I was very surprised, or I am surprised at how well she took 

it. She didn’t have a problem with it or she didn’t seem to so...I don’t think it made any 

difference at the time.” They both admitted that infertility did not result in their previous 

relationships dissolving. However, their concerns for future partners still remained. Both 

the young men also established that they needed to find potential partners that were 

“willing to do in vitro fertilization or adoption as opposed to strictly having kids 

themselves without any aided procedures.” They shared that if infertility “is an issue for 
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my partner, I don’t think that’s the partner for me.”  

Relationship with Parents. Young men received tremendous support from their 

parents during cancer treatment and subsequent infertility. They greatly valued the role 

parents played in supporting them. There appeared to be a feeling of stability and 

permanence when the young men spoke of their relationship with their parents. They 

explained that their parents supported them in the past and they expected they would be 

there for them in the future.  

A concern raised by the young men was that being infertile might affect their 

relationship with their parents if their parents could not become grandparents. It was 

expected that sons would have children. For some men, this meant avoiding the topic of 

infertility with their parents. For Adam, the future of his relationship with his parents is a 

concern for him as he has not disclosed his possible infertility and the decision to not 

have children. He feels that since his mother wants grandchildren, “she is happier not 

knowing”. He describes: 

“My wife and I don’t seek to spend more time with family than we are socially 

obliged to. And I think that social obligation is only…some of it, and partially we 

are spending time with them selfishly in case we need to rely on them for the 

future. But I am definitely less concerned about maintaining a relationship with 

my parents, if we are not going to have children.” 
 

For other men, their relationship with their parents was strengthened. As Darren 

explained, his parents had a “good attitude” when he told them he was infertile. He feels 

his relationship with them has improved due to the renewed appreciation he has for how 

difficult it is to make and raise a family. For other families, the parent-son relationship 

did not seem to change. Patrick described the support from his parents: 

“Thankfully my parents don’t care about that (my infertility)...I guess as a family 
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they would love to have grandchildren but they since have had a couple of 

grandchildren so...they are supportive. They just want me to be happy, it doesn’t 

matter how.” 

 

Relationship with Friends. Young men recalled how some friends disappeared 

during their cancer journey whereas some of them stepped up to support them. Patrick 

recollected:  

I look at my friends as my family…they helped me keep my positive attitude, they 

helped me when I was having bad days, they were there to make me laugh…if I 

needed to curse on someone, they were willing to listen, if I was willing to cry, 

they were willing to give me a hug. Yeah they were a good group of people. 

 

Young men had varying degrees of disclosure of infertility among their friend 

circles and chose who to include within their circle of trust. Young men seemed to prefer 

disclosing their infertility or possible infertility to friends who were a part of their lives 

for a long time. As Adam said: 

“We didn’t hide that discussion at all. And I have talked to friends about not 

having kids but mostly friends that we had before. Because when you know friends 

that we have made after cancer, it doesn’t seem as relevant, sorry it seems more 

awkward to bring these things up out of nowhere, you know kind of like…’Oh you 

know I’ve had cancer, I don’t know if I can have kids but we said not to anyway. 

How are you sort of thing. Nice to meet you.’ It is kind of weird.” 

 

Some young men felt isolated from their friends as their achieving fatherhood was more 

difficult for me than their peers. As Tyler describes: 

“I guess it is, kind of sucks to feel a little left out in a sense from your friends, they 

are able to go out and not even think about these things and you are just kind of in 

your mind thinking that like “you haven’t even considered the possibility of not 

being able to have that, so you are kind of lucky in that sense.” 

 

For others, friends helped them cope with infertility through humor. As Patrick describes, 

“we joke around about it because like I said it is only 2 or 3 times in your life that you 

want to be fertile, rest of the time you really don’t…not that you don’t, it is just a little 



 

88 

 

less stress if you are.”  

Dealing with infertility can be sensitive and a private matter for couples. 

Particularly difficult is seeing young families when these young men are trying hard to 

conceive a child. In response to questions about their child status, the young men felt that 

they needed “to find a certain excuse to say well it is not working right now. So what 

excuse do we use today?” For some the decision to not have children made the topic of 

infertility “tidier (because)…a lot of questions went away. Others found it very important 

to communicate about their infertility with their friends to feel “free from the burden of 

secrecy”. As Darren recollects: 

So we didn’t want to talk about it...but now we’ve been through three treatments 

so we kind of know that it is not because we didn’t try...so it helps a little bit that 

we know that people are there for us if we ever have to go...well we are going to 

go again for treatments and hopefully it will work but now we can actually talk to 

people about it and not hold it in a secret so. 

 

I Want the Choice to Bank Sperm 

This theme explores the lifeworld existential of lived space – the physical 

environments of young men’s cancer experience including cancer treatment centers and 

fertility clinics. It is also about their perceptions of interacting in these environments. 

Physical spaces. During cancer treatment, participants’ environments were 

altered as they spent time in the hospitals, physicians’ offices and fertility clinics. These 

places were “tough spots” for these young men. Patrick described his experience: 

I did end up getting a back surgery. I think that was probably the scariest part of 

all my treatment. It left me…it was quite an extensive back surgery I think I had 

almost 30 hours of surgery in a week. And there is only a couple of surgeons in the 

country that perform that…we had to go to Vancouver to get the surgery. So it is 

quite scary, spent over 2 months in the hospital recovering, learning how to walk 

again… and I guess somewhat leaves me with a disability, such that I can’t play 

sports and that kind of stuff so.. 
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Sperm banking as a “back-up” plan. Being infertile also impacted the way 

participants interacted with their worlds. For the men who had sperm banked at fertility 

clinics, the world of sperm banking gave them the hope for a future that had children. 

They felt that banking their sperm made it possible to put their thoughts about the threat 

of infertility aside. They felt that the frozen sperm was their ‘back-up’ plan to help them 

become biological fathers in the future. For these young men, sperm banking provided a 

sense of relief and safety that their future plans to become fathers could be eventually 

realized. Tyler said, “It gave me yeah...a lot of sense of you know relief. I didn’t... Once I 

had sperm banked that if I definitely wanted children, it wasn’t a concern to me that it 

would be a particular threat”.  

A key aspect of sperm banking is the “importance of choice”. All young men 

agreed that they need to be given the choice to bank their sperm, regardless of their 

cancer diagnosis, treatment and outcomes. This choice to sperm bank can give these 

young men some sense of control to make a decision to preserve their fertility, especially 

during a cancer diagnosis and treatment, which can be out of their control.  

The young men also described how both the decision to sperm bank and the 

process of sperm banking were done in haste. There had been no time for reflection. As 

Adam recounts, “I felt rather rushed so I spent a few weeks somewhat scrambling to have 

my sperm banking done in time and that was harder than I expected. So at that time, I 

still intended on definitely having children at some point.” However, the lack of time to 

sperm bank was not always a bad thing. The young men understood the urgency to start 

cancer treatment and the need to make quick decisions regarding fertility preservation.  
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Once the choice to sperm bank was offered, most young men did not hesitate to preserve 

sperm as they want the option of having biological children in the future. As Tyler 

recollected, “I didn’t think about it a whole lot. I knew I wanted to have the potential of 

having kids in the future so I didn’t… it didn’t even cross my mind not to do it.” Two men 

were not offered the choice to bank their sperm and they regretted not having the choice 

to pursue sperm banking. 

The sperm banking decision. The most common factors that that influenced the 

young men’s decision to sperm bank were: (1) cost and (2) information. The cost of 

sperm banking and accessing assisted reproductive technologies were particularly 

burdensome for the young men. The young men paid for the retrieval and storage 

(banking) of their sperm at a fertility clinic. When they were ready to have children, they 

paid for the implantation of their sperm into their partner’s uterus via in vitro fertilization. 

All of these costs were incurred with the hope that they would become a father, but there 

was no guarantee that these processes would work. The young men recognized they 

would need to be financially stable or they would need seek financial assistance from 

their parents in order to cover these costs. As Tyler mentioned, “I will have to...it is not 

cheap to do in vitro...so I guess I will have to have a pretty stable job to be able to pay for 

that.” In the case of Darren and his wife, they have taken additional steps to pay for 

fertility treatments like working part time or taking up extra work so that there is “a little 

bit more money in the baby fund.” He further explained: 

But after being diagnosed, well not diagnosed, but saying I was infertile...it kind 

of stopped at maybe we are just going to have 1(child). We are going to be happy 

with 1. And if ever by some miracle we could have twins, that would probably be 

the best scenario because it would mean that we only would have to pay for one 

treatment but we could have two, so we kind of have saved money now but that’s 
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basically where we are at right now. We want to have one for sure, healthy child 

and afterward that, we have to look at our different options. 
 

The young men wanted information about infertility and fertility preservation 

options to help them make a decision about sperm banking. However, there was little or 

none of this information available for the young men who participated in this study. For 

some men, the limited information did not present a barrier because they “wanted to get 

their things in order” before treatment started and then followed their health provider’s 

recommendation for sperm banking. For other men, the limited information was 

“frustrating and a big hurdle to pass through.” Some men felt that they were not given 

information because their risk of infertility was not taken seriously. For example, Darren 

received little information about infertility because “if you are not going for chemo 

treatments or anything like that, you don’t have to be worried about fertility.” As a result, 

some men resorted to researching their own fertility preservation options and making 

arrangements for their own sperm banking. When they received information from 

healthcare professionals, brochures and websites, the young men explained that they were 

left to “filter through all the information and knowing what was good for us” (Darren).  

Recommendations for Healthcare Providers 

This section looks at recommendations provided by the four young men for 

improving cancer-related infertility healthcare. Despite efforts to recruit men from across 

Canada, all the participants in this study lived in Atlantic Canada. Thus, the gaps in 

healthcare for these young men and their subsequent recommendations are reflective of 

the young men’s experience of living with infertility in this distinct geographical region 

of Canada. The young men needed the “right” healthcare provider to talk with them about 
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their fertility options and provide them fertility related information. They suggested that 

young men should talk to fertility specialists, if possible who have the knowledge and 

comfort level to properly educate and inform patients and their families. For example, 

Darren did not feel comfortable talking about his fertility options with the urologist who 

was going to operate and remove his testicle. He would have preferred to have this 

discussion with a fertility specialist. Access to specialists varies greatly between 

specialties, between provinces and even within provinces; access to a healthcare 

professional (for example, social worker or nurse) who is knowledgeable in cancer-

related infertility should be offered to AYA men who do not have access to fertility 

specialists. In addition Darren, felt it was difficult to have a fertility discussion when his 

masculinity was being threatened: 

“I was hesitant to ask any questions regarding fertility with him (the 

urologist)…being our only option maybe because he was a man and didn’t want 

to feel like I was being emasculated or anything…he was kind of cutting off 

something that made me...that we felt that made me a man.”  

 

The young men reported that there were limited fertility preservation resources 

for young men. They recommended that resources be developed to help them make 

decisions about fertility preservation during a time sensitive window between cancer 

diagnosis and before cancer treatment begins. Some men suggested that fertility 

counseling, education sessions and question sessions with a fertility mentor would be 

helpful. In particular, one young man wanted better information about whether there were 

risks to sexual partners from the chemotherapy. A well informed discussion with a health 

professional trained in answering fertility related questions for cancer survivors and links 

to appropriate resources could easily provide him this information. 
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Young men emphasized that all cancer patients should be given the choice to 

bank their sperm and if possible, given ample time to make an informed decision about 

fertility preservation options. Young men also advocated for financial help, such as 

healthcare subsidies, to help them access sperm banking and assisted reproduction 

techniques. This is particularly important for young men with other financial struggles 

including students or those who are dependent on their parents for assistance. Since the 

young men lived in Atlantic Canada, they knew that some provinces help cover certain 

costs of assisted reproductive technologies but felt that coverage was too conditional. The 

young men suggested that provincial health insurance should consider covering the cost 

of using assisted reproduction for at least one child to help offset the high medical costs 

associated to those procedures. At the same time, they understand that it is difficult for 

the provinces to choose which health services to fund.  

Young men also felt that the risk of infertility should be disclosed as early as 

possible. They felt it was not helpful to conceal information even if the healthcare 

providers think it is the best approach to preserve hope. Young men need adequate 

information to make life altering decisions including fertility preservation options. Also, 

fertility tests need to be done as soon as cancer treatment is completed to confirm young 

men’s fertility status. Confirmation of fertility status can help these young men better 

plan for their future fatherhood and give them peace of mind. Some men felt that talking 

to another young man going through cancer treatment and infertility would be helpful. 

They want to know they are not alone in going through this process. They want to share 

their concerns and worries, and learn about how other young men are coping with this 

lived experience. 
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Chapter Summary 

Chapter four presented the analysis of the themes of the qualitative study. A 

demographic profile and personal characteristics of the young men were presented as a 

backdrop to their stories. This was followed by a discussion of the essence of young 

men’s lived experience of living with infertility after cancer treatment and three 

supporting themes. The essence of the young men’s experience of living with infertility is 

described as a paradox of being infertile and the desire to be a father. The three themes 

were: (1) How infertility affects me, (2) How infertility affects my relationships, and (3) I 

want the choice to sperm bank. The first theme is about the effect of infertility on self – 

the young men’s age, the bodily changes, and the man they were in the past and the man 

they are at the present. The second theme described how infertility affected the 

relationships of young men with their spouses, potential partners, parents and friends. 

The third theme explored how young men want to be given the choice to bank sperm; this 

theme discovers the meaning behind physical spaces of sperm banks, young men’s 

perception of sperm banking as a back-up and the factors influencing the decision to 

sperm bank. The chapter concludes with recommendations for healthcare professionals 

provided by young men.  
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CHAPTER 5: METHOD FOR DOCUMENT REVIEW 

Chapter five describes the document review that evolved from the interviews with 

the young men. Comparing these documents with the lived experience of infertility as 

reported by AYA men helped to identify the Canadian healthcare context for 

oncofertility, differences and similarities in service provision and accessibility of health 

services, and supportive care needs of these young men. This chapter describes the data 

collection and content analysis I used for the document review. 

Method for Document Review 

This section details methods used to address the second research question of the 

study which is: What are the health policies, health services and supportive care resources 

available for these infertile young men in Canada? It describes how the documents were 

retrieved as well as the approach to data analysis.  

Data Collection 

 Young men were not given fertility information in a cohesive manner; many of 

them had to look out for fertility related information and filter through vast databases to 

find relevant information for their care. This helped to direct my search for documents 

that provide recommendations for healthcare professionals for AYA care, specifically 

fertility preservation. The documents included were current health policies, healthcare 

services and supportive care. These documents were retrieved from health policies, 

systematic research of library databases (e.g., CINAHL, PsycInfo, Medline and PubMed), 

provincial government websites including Ministry of Health section, and websites for 

cancer-related agencies that offer support and online tools for AYA men.  



 

96 

 

Content Analysis of Documents 

 Information in areas of healthcare that was found lacking in the interviews with 

young men directed the content analysis of the documents. Specifically, the document 

review focused on clinical practice guidelines for fertility preservation, healthcare 

services for fertility preservation in AYA men, and AYA specific supportive care 

resources in the field of oncofertility.  

 Most of the young felt that they were not given enough fertility information 

during discussion with their healthcare providers; they felt a dire need to speak to fertility 

specialists while making a sperm banking decision which was lacking in their care. This 

concern for fertility discussion with specialists helped me focus on documents that looked 

at the different aspects of clinical practice guidelines on fertility preservation, for 

example: timing of discussion. Young men also talked about the difficulty in getting 

referrals to fertility clinics for fertility preservation. This directed my search for 

availability of fertility clinics across Canada and accessibility issues to fertility clinics; 

emerging data was compared and contrasted with the perspectives of young men living 

with infertility after cancer. Cost of sperm banking was mentioned by some young men 

as the reason why they decided not to bank sperm. This helped me look at what was 

available in provincial funding for fertility preservation and infertility treatments. Some 

men talked about peer support from other men in a similar position like them. This helped 

to guide my search for supportive care for infertile AYA men after cancer. Only 

documents that clearly and consistently referred to relevant policies, strategies, practices 

or supportive care resources were included in this study (Wach, Ward, & Jacimovic, 

2015). Figure 1 captures the content analysis of the documents. 
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Figure 1 

Information from interviews directed content analysis of documents 

 

 

 

 

 

 

 

 

 

Rigor during document analysis 

Documents can be used as important resources for data triangulation, to increase 

the comprehensiveness and validity of the study (Melnyk & Fineout-Overholt, 2011; 

Creswell, 2013). To ensure rigor during the document review, I selected the most 

information-rich and appropriate sources in relation to the goals of the research. In 

addition, data drawn from documents was used to contextualize data collected during 

interviews. 

Chapter Summary 

The document review identified health policies, health services and supportive care 

resources available for these infertile young men in Canada to answer the second research 

question. This was established by collecting documents, focusing on areas of healthcare 

found lacking in young men’s interviews, and analyzing those areas of interest in the 
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documents. Document analysis determined the extent in which health policy, healthcare 

services and supportive care are currently addressed in relation to AYA men’s experience 

of infertility. 
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CHAPTER 6: RESULTS FROM DOCUMENT REVIEW 

Introduction 

This chapter describes the health policies, healthcare services and supportive care 

resources available to young men who are infertile after cancer. With regards to health 

policies, I presented the recommendations for AYA care and fertility preservation for 

young men. I then describe the healthcare services for fertility preservation and infertility 

related treatment available across Canada and funding for those services. The chapter 

concludes with a review of the supportive care available to help young men cope with 

infertility after cancer.  

Health Policies  

This section describes the recommendations for AYA care and fertility preservation 

before, during and after cancer treatment. Healthcare policies such as the clinical practice 

guidelines help in reducing the variability in clinical practice and offer physicians 

guidance on providing consistent care to AYAs across Canada. Clinical practice 

guidelines can help provide a framework for AYAs about care expectations and 

subsequently improve the quality and equity of care available to them.   

Recommendations for AYA Care 

The Canadian Task Force on Adolescents and Young Adults with Cancer was 

established in 2008 to ensure that AYA-aged Canadians with cancer and AYA survivors 

of cancer have equitable and early access to the best care, and to establish and support 

research to identify how their health outcomes and quality of life after cancer can be 

improved. The Task Force is an initiative of C17 (comprised of the directors of pediatric 
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oncology centers in Canada) and the Canadian Partnership Against Cancer, which is a 

federally funded entity (Fernandez et al., 2011). The Task Force organised an 

international workshop in March, 2010 to examine priorities for providing optimal care to 

AYAs in Canada involving more than 100 stakeholders (e.g., from hospitals, cancer 

agencies, government, advocacy organizations, researchers, and patients). There were six 

broad recommendations from the workshop: 1) active therapy and supportive care; (2) 

psychosocial needs; (3) palliation and symptom management; (4) survivorship; (5) 

research and metrics; and (6) awareness and advocacy (Fernandez et al., 2011, Rogers et 

al., 2013).  

In general AYA care, some of the interventions that the Canadian Taskforce 

suggested were as follows: 1) improved access to age- and disease-specific expertise and 

appropriate monitoring is required for AYAs by interdisciplinary health teams, 2) 

transition of AYAs from pediatric to adult healthcare systems should include links to 

community resources, 3) increased participation in clinical trials for AYAs, 4) 

implementation of routine psychosocial screening at cancer diagnosis and intervals to 

enable early psychosocial intervention, 5) developing Canadian standards for palliative 

care that includes an interdisciplinary approach to healthcare; 6) discussion of 

survivorship should begin in active treatment, with education of late effects, and records 

of patient’s cancer treatments should be easily accessible to the patient and healthcare 

provider; 7) systematic, validated evaluation of the sustainability of AYA programs 

during different phases of their treatment; and 8) improved awareness of issues specific 

to AYAs with cancer with emphasis on advocacy for this population (Rogers et al., 

2013). 
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Clinical Practice Guidelines for Fertility Preservation 

Medical decision-making informed by evidence has increased with development 

and utilisation of clinical practice guidelines. Clinical practice guidelines for caring for 

patients with a high risk of becoming infertile due to cancer treatment have not yet been 

developed to address fertility issues in Canadian oncology practices. The Canadian Task 

Force on AYA with Cancer (TF) recommended that fertility risks and fertility 

preservation options must be discussed with each patient and should be age appropriate 

(Conrad et al., 2011; Rogers et al., 2013). The Taskforce has two working groups who are 

currently establishing Canadian guidelines for clinical practice in active and follow-up 

care including fertility preservation (Fernandez et al., 2011; Rogers et al., 2013).  

In the meantime, the guidelines used in clinical practice in Canada are the 

American Society of Clinical Oncology (ASCO)’s clinical practice guideline on fertility 

preservation for adults and children with cancer (Loren et al., 2013). Clinical practice 

guidelines need to be reviewed and updated on a regular basis since the field of fertility 

preservation is rapidly evolving and new treatment options may be available in the near 

future.The ASCO guidelines are updated periodically by an expert panel. They were last 

updated in October 2012. There were no significant changes from the 2006 guideline as 

the expert panel Update Panel concluded that new evidence available in the field of 

fertility preservation was not persuasive enough to warrant any significant changes.  

Clinical practice guidelines assist healthcare providers in discussing fertility with 

young men, referring them to reproductive specialists, considering the timing of fertility 

discussion, documenting care, offering psychological support, and encouraging them to 

participating in clinical studies (see Table 6). The ASCO guidelines also review methods 
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of fertility preservation and rate them as recommended, investigational or not-

recommended (see Table 6). They recommend that sperm cryopreservation (sperm 

banking) as the only effective method of fertility preservation in men treated for cancer.  

The ASCO guidelines are not meant to be a substitute for healthcare provider’s 

professional judgment in treating a patient. It is to be used as tool to assist patients with 

fertility treatment decision-making. The use of the ASCO guidelines is voluntary. It does 

not recommend use of any specific medical treatment or product. These fertility 

preservation guidelines are also endorsed by the Canadian Fertility and Andrology 

Society and the American Society for Reproductive Medicine (Canadian Fertility 

Andrology Society, 2014; Hendershot et al., 2016). If used by all healthcare providers 

caring for cancer patients, these guidelines would offer a consistent approach to 

addressing fertility preservation across all hospital settings, disciplines and patient 

populations. 
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Table 6 

ASCO Recommendations for Young Men after Cancer 

Target audience 

 

Healthcare providers (including medical oncologists, radiation 

oncologists, gynecologic oncologists, urologists, 

hematologists, pediatric oncologists, and surgeons) 

Features of Recommendation 

Fertility discussion to 

AYA cancer patients 

 

Healthcare providers should discuss the possibility of 

infertility with all patients of reproductive age (and with 

parents or guardians of children and adolescents) if infertility 

is a potential risk of cancer therapy. This fertility discussion 

should be a part of the patient education and informed consent 

before cancer treatment starts. 

Refer to reproductive 

specialists 

Healthcare providers should also refer all potential patients 

(interested or not) to appropriate reproductive specialists. 

Timing of fertility 

discussion 

Healthcare providers are advised to encourage to discuss the 

potential threats to fertility as early as possible in the treatment 

plan, even though patients might only focus on their cancer 

diagnosis. An early discussion gives patients the time to make 

a choice to preserve their sperm as soon as possible if they 

make the decision to preserve their fertility. 

Documentation The fertility discussion should be documented on the patient’s 

file. 

Psychological 

support 

Refer patients to psychosocial providers if they experience 

distress about potential infertility 

Participation in 

clinical studies 

Encourage patients to participate in registries and clinical 

studies 

Guidelines for Fertility Preservation in Men 

Recommended Freezing sperm, called sperm cryopreservation or sperm 

banking 

Investigational Freezing testicular tissue, called testicular tissue 

cryopreservation and re-implantation 

Not recommended Hormonal therapy 
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Healthcare Services for Fertility Preservation Before, During and After Cancer 

Treatment 

 Since the provinces and territories administer and deliver most of Canada's health 

care services, there is considerable provincial/territorial freedom in the delivery, 

allocation and funding of these various healthcare services (Romanow, 2002). The 

document review of healthcare services for fertility preservation and infertility related 

treatments across Canada showed that there are differences in access to these services 

across the country, with fewer services available in Atlantic Canada. This is confirmed by 

young men who explained they had limited access to healthcare services and funding for 

fertility preservation and infertility treatment. The document review showed that fertility 

clinics are available but are poorly connected and lack an adequate referral system (Ronn 

& Holzer, 2013). They are normally operated as independent centers with poor lines of 

communication to oncologists, fertility specialists and allied health. This means 

oncofertility across the country is not well coordinated, resulting in inefficient service 

delivery. This is evident in young men’s experiences in having difficulty in getting a 

referral to a fertility clinic. The costs associated with fertility preservation, usually 

thousands of dollars, may pose a barrier to access these services. Costs of medications are 

additional. Medication coverage is not included in the provincial insurable healthcare 

services (Romanow, 2002; Miedema, Easley & Robinson, 2013b). In different provinces, 

assistance with costs may be provided through tax-credits (government) or compassionate 

funds (discounts by fertility clinics). 
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Fertility Clinics 

In Canada, sperm cryopreservation services are predominantly provided by 

fertility clinics that have an andrology laboratory. There are a total of 78 fertility centers 

with 29 in-vitro fertilization (IVF) clinics and 47 fertility centers without onsite IVF and 

two Canadian donor sperm distributors (Yee et al. 2013, Ronn & Holzer, 2013). The 

provincial distribution of fertility centers roughly matched the geographic distribution of 

new incident cancers in women and men, with Ontario accounting for more than 52% of 

Canadian fertility centers since it is ranked the highest in new cancer cases (Ronn & 

Holzer, 2013). Unfortunately not all fertility clinics provide fertility preservation services 

for men, with only 31% of them equipped for sperm-banking services (Ronn & Holzer, 

2013). Table 7 shows the provincial distribution of the 78 fertility facilities across 

Canada. 
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Table 7  

List of Fertility Clinics 

Province Fertility Clinic 

Alberta Calgary: 

1. Eclipse Fertility 

2. Regional Fertility Program 

Edmonton: Regional Fertility & Women’s Endocrine Centre 

Red Deer: Alberta Fertility Centre 

British 

Columbia 

Abbotsford: Valley Fertility Centre 

Kelowna: Kelowna Regional Fertility Centre 

Vancouver:  

1. Genesis Fertility Centre 

2. Grace Fertility Centre 

3. Olive Fertility Centre 

4. Pacific Centre for Reproductive Medicine 

Victoria: Victoria Fertility Centre 

Manitoba Winnipeg: Heartland Fertility Clinic 

New Brunswick 

 

Bathurst: Progesta 

Moncton: Conceptia Reproductive Medicine 

Newfoundland 

& Labrador 

St. John’s: Health Sciences Fertility Clinic 

Gander: James Payton Memorial Fertility Clinic 

Nova Scotia Halifax: Atlantic Assisted Reproductive Therapies (AART) 

Prince Edward 

Island  

None 

 

Quebec Chicoutimi: Sagamie Hospital 

Granby: Procrea Cliniques 

Montreal:    

1. McGill Reproductive Centre 

2. Montreal Fertility Center 

3. Originelle Fertility Clinic (formerly Montreal Reproductive 

Centre) 

4. OVO Fertility Clinic 

5. Procrea Cliniques 

Quebec City: Procrea Fertility Centre  

Sherbrooke: University of Sherbrooke Hospital 

St-Hubert: Procrea Cliniques 

Ste-Foy: University of Quebec Hospital 

Saskatchewan Saskatoon: 

1. ARTUS Fertility Centre 

2. Aurora Reproductive Care 

Ontario 52 Fertility Clinics, some of them named below. 

Toronto: 

1. Anova Fertility & Reproductive Health  

2. ReproMed - Toronto Institute for Reproductive Medicine 

3. TRIO Fertility 
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Province Fertility Clinic 

Mississauga: 

1. ASTRA Fertility 

2. NewLife Fertility Centre 

3. ONE Fertility Mississauga 

Hamilton: HART Fertility Centre 

 

Fertility Testing After Cancer Treatment 

 Semen analysis tests are used to estimate fertility potential for couples having 

problems with conceiving (Johnston, Ontario, & Ontario, 2009). Semen analysis 

measures the quantity and quality of a man’s sperm, including how much semen a man 

produces, the number of sperm in each semen sample, as well as the movement and shape 

of the sperm (Johnston et al., 2009). Regular fertility monitoring has been suggested for 

cancer survivors because the gonadotoxic impact on sperm production can be transient 

and sperm production may recover years after the cancer treatment (Pacey & Eiser, 

2011). Regular semen analysis following cancer treatment can be considered good 

medical practice because it provides information about changes in fertility. This post 

treatment fertility monitoring can help medical decision making in the use of 

contraception or expediting referrals for assisted reproduction. 

 There are no guidelines on the use fertility testing (semen analysis) after cancer 

treatment (Pacey & Eiser, 2011). After cancer diagnosis, it is responsibility of the men to 

decide whether or not to have their fertility tested and fertility continually monitored 

through regular semen analysis. Research shows that men usually want semen analysis 

when they are planning to start a family or establishing a new relationship (Pacey et al., 

2011). Semen analysis tests are currently being used across Canada, but there is little 
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consistency on how to conduct the tests and how to interpret the results (Johnston et al., 

2009). 

Accessibility of Services 

Canadian studies have indicated disparities in access to cancer care between rural 

and urban patients. Distance away from healthcare centers is a significant variable that 

determines access to cancer therapy and support for cancer patients. In addition, rural 

patients often are more adversely affected by out-of-pocket cancer treatment expenses 

(such as travelling to fertility specialists) than urban patients (Miedema, Easley & 

Robinson, 2013a).  

Among the fertility clinics that offered banking services, research studies have 

shown that all were open during regular work days, with 54% of them offering banking 

services during weekends (Yee et al., 2013). In these clinics, the time frame to get an 

appointment was fairly quick. Most of the centres could arrange appointments within 2 

days of referral. It is interesting to note that a medical referral was required only in four 

facilities while the rest accepted self-referral (Yee et al., 2013). In addition, a Canadian 

survey found that one third of the responding centres were even prepared to provide 

sperm cryopreservation kits for off-site use (Ronn & Holzer, 2013). 

Easy access to fertility centers is an important component for young men who 

need to preserve their sperm. However, Ronn & Holzer’s (2013) work showed that very 

few young men are referred to fertility centres, resulting in low rates of sperm banking 

among young men. Due to low referrals of young men to fertility clinics, the Cancer 

Knowledge Network (CKN) has developed two important projects to help the cancer 

community in the field of oncofertility: 1) CKN Oncofertility Referral Network, and 2) 
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CKN Oncofertility Database (Cancer Knowledge Network, 2016). CKN is owned by 

Multimed Inc., an international medical publishing and project development company, 

and publishers of Canada’s leading oncology journal, Current Oncology. The CKN 

Oncofertility Referral Network is a platform at the Canadian national level that works to 

initiate a multidisciplinary dialogue between patients, physicians and other healthcare 

providers about fertility preservation options. Since fertility preservation has a small time 

window before cancer treatment starts, this network helps to provide accessible education 

information and resources along with a timely referral system to fertility specialists 

(Cancer Knowledge Network, 2016). With the Canadian Fertility and Andrology Society, 

CKN has developed the CKN Oncofertility Database to track oncofertility referrals 

across Canada to determine who is making referrals as well as to monitor patient 

decision-making regarding the use of available technology to preserve fertility before 

cancer treatment begins. 

Funding for Services 

Research has shown that the cost of sperm banking as well as the socio-economic 

status of men can be barriers to banking sperm (Yee et al., 2013; Government of Ontario 

Fertility Services, 2016). The cost of sperm banking can be particularly difficult to afford 

for AYAs who may still be in the midst of their education, often with loans and without a 

financial cushion to allow for additional expenses. Despite strong argument for provinces 

to provide funding to cover fertility preservation services for cancer patients, provinces 

provide minimal or no funding. Moreover, most provincial health plans do not address 

the unique reason as to why cancer patients need to address fertility preservation (Yee et 

al, 2013). Ontario and Quebec are the only provinces that specify that they provide 



 

110 

 

funding for fertility preservation to eligible patients who are at a risk for infertility after 

cancer treatment (Government of Ontario Fertility Services, 2016; Parliament of Quebec, 

2012). Provincial funding for sperm banking can offer hope for a future with children 

irrespective of a young man’s financial situation. 

Some fertility clinics also provide financial subsidy through charitable 

organisations (Yee et al., 2013). In addition to the charitable subsidy, certain fertility 

clinics offer a fee reduction or case-by-case assessment for patients in financial need. 

However, the financial help offered by fertility clinics is not always very transparent and 

accessible to young men receiving cancer care. 

The World Health Organization and the Canadian Royal Commission on New 

Reproductive Technologies both state that infertility is a recognized medical condition, 

however provincial health plans offer limited or no coverage for the treatment that might 

follow such as assisted reproduction techniques like IVF (Benefits Canada, 2012). The 

provinces of Nova Scotia, Newfoundland, Prince Edward Island, British Columbia, 

Saskatoon and Alberta cover physician's visits and procedures related to identify 

infertility but no coverage for infertility treatments. The provinces of New Brunswick, 

Ontario, Manitoba, and Quebec have funding available for certain aspects of infertility 

treatment (see Table 8 for eligibility criteria and funding mechanism).  

New Brunswick – Special Assistance Fund. The New Brunswick government 

has set up the Special Assistance Fund for Infertility treatment in 2014 for eligible 

residents (Service New Brunswick, 2014). This fund provides a one-time maximum grant 

of up to $5,000 to help alleviate the financial burden of those dealing with infertility. The 
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fund allows individuals to claim 50% of eligible costs incurred for infertility treatments 

such as IVF or intrauterine insemination procedures and related pharmaceutical products.  

Ontario – Fertility Services Program. Ontario has a new publicly funded 

Fertility Services Program, effective December 21, 2015 (Government of Ontario 

Fertility Services, 2016). Ontario has removed IVF as well as artificial insemination as 

insured services under Ontario Health Insurance Plan, and is funding these as services 

through contracts with 52 fertility clinics in the province. The Fertility Services Program 

covers expenses for artificial insemination including intra-uterine insemination, one IVF 

cycle per eligible patient per lifetime, and one fertility preservation cycle including sperm 

and egg freezing per eligible patient per lifetime (Government of Ontario Fertility 

Services, 2016). Patients undergoing cancer treatment who may be at risk of infertility 

due to their treatments are eligible for the Fertility Services Program.  

Manitoba – Fertility Treatment Tax Credit. In 2010, Manitoba started a 

fertility treatment tax credit to help cover costs of fertility treatment (Government of 

Manitoba, 2016). The Fertility Treatment Tax Credit is a refundable personal income tax 

credit equal to 40% of the fertility treatment fees paid to an accredited clinic in Manitoba, 

and for related prescription drugs. The tax credit deducts any reimbursements received by 

private health coverage. There is no limit on the number of treatments an individual can 

claim; however; there is a maximum yearly Fertility Treatment Tax Credit of $8,000.  

Quebec – Tax Credit for the treatment of infertility. Quebec has a tax credit 

that has been in effect since 2000 to cover expenses related to IVF or artificial 

insemination (Government of Quebec, 2015). The tax credit is equal to 50% of all 

eligible expenses that the resident or their spouse has paid. The maximum tax credit per 
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year is $10,000. Quebec covers sperm cryopreservation and sperm storage for 3 years for 

cancer patients (Parliament of Quebec, 2012). In August 2010, Québec became the first 

Canadian province to publicly fund open access for infertility services.  Due to higher 

than anticipated cost of the program, the Québec government tabled Bill 20 and reduced 

funding in November 2014 (Parliament of Quebec, 2012). More specifically, Bill 20 

restricted publicly-funded in vitro fertilization treatments to individuals being treated for 

cancer by chemotherapy or radiation are rendered infertile. In addition, access to IVF 

treatments are restricted to women aged 18 to 42, who have tried several other methods, 

and in some cases, who have passed psychological testing. In such cases, Bill 20 

proposes a tax credit for one IVF cycle using only single embryo transfer. Depending on 

the quality of embryos, healthcare providers have the discretion to perform two cycles in 

women 37 years of age or older. The tax credit varies between 20% and 80%, based on 

combined family income (Parliament of Quebec, 2012) 
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Table 8 

Provincial Healthcare Funding for (some) Infertility Treatments 

Province Eligibility criteria Funding mechanism 

New Brunswick (1) Be a full time New Brunswick resident 

with a valid Medicare card 

(2) Have been diagnosed by a physician 

with fertility problems and have received 

infertility treatment after April 1, 2014. 

Special Assistance 

Fund  

 

Ontario 1) Ontario residents with a valid Ontario 

Health Insurance Plan card  

(2) Women under the age of 43 are eligible 

for the one-time cycle per lifetime in vitro 

fertilization, if IVF is deemed as the most 

appropriate family-building option by their 

healthcare provider  

(3) Medical reasons to avail of the 

government-funded fertility preservation. 

Fertility services 

program 

Manitoba (1) Fertility treatments need to meet the 

qualifying medical expenses as per the 

Canada Revenue Agency Income Tax 

portfolio 

(2) Patient must be a resident of Manitoba 

(3) Fertility treatment must be provided by 

a Manitoba licensed medical practitioner or 

fertility treatment clinic 

(4) Treatments must occur on or after 

October 1, 2010 and must have been paid 

for in the tax year. 

Fertility Treatment 

Tax Credit 

Quebec (1) The patient was a resident in Québec on 

December 31 of the year concerned  

(2) The patient and his or her spouse were 

not tax-exempt during the year concerned; 

(3) The patient or his or her spouse paid the 

expenses for the treatment of infertility 

during the year concerned. 

Tax credit 

 

 

 

 

Supportive Care 

Supportive care resources were categorized as those specific to AYA cancer, 

those specific to infertility and those specific to AYA oncofertility. Figure 2 captures the 
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specialized aspect of resources needed for AYA infertile men (due to their cancer 

treatment), which is an intersection of AYA cancer survivorship care and infertility 

related resources. 

Figure 2  

Diagram to show specialized area of Oncofertility Resources 

 

 

 Supportive care resources were identified at both the national and provincial 

levels to offer AYA information regardless of where they live. Table 9 summarizes the 

organizational resources currently available to young men living with infertility due to 

cancer. 
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Table 9 

Organizational resources for AYA men facing infertility 

AYAs with Cancer Oncofertility among 

AYAs 

Infertility among 

Anyone National Provincial 

Young Adult 

Cancer 

Canada 

AYA Oncology 

Program at the 

Princess Margaret 

Cancer Centre – 

Toronto 

Fertile Future Infertility Network 

 McGill AYA 

Oncology Program 

– Montreal, QC 

Livestrong Fertility Infertility Awareness 

Association of 

Canada 

 CancerFightClub – 

Montreal, QC 

Oncofertility 

Consortium 

 

 BC Cancer 

Agency – 

Vancouver, BC 

SaveMyFertility  

 Wellspring 

Calgary – Calgary, 

AB 

  

 

Resources for AYAs with Cancer 

Young Adult Cancer Canada. Young Adult Cancer Canada (YACC) was 

established in 2000 by Geoff Eaton after he was diagnosed with cancer (YACC, 2014). 

YACC is a national cancer organization focused on young adults, providing customized 

support programs to help them deal with their cancer experience and life after cancer 

treatment. In February 2004, the RealTime Cancer Community, a web-based peer support 

tool, was launched that offers young adults a forum to share their stories and make 

connections with other young adults and their supporters (YACC, 2014). The 

development of the YACC website helped YACC cultivate partnerships with cancer 

centers and community organizations all over Canada. YACC hosts an annual retreat 

called Retreat Yourself that brings together patients, survivors, and supporters and 

different cancer partners all over the country (YACC, 2014). Today, YACC has six 
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primary programs: the online community, Retreat Yourself, Retreat Yourself Adventure, 

Localife, the Big Cancer Hook-up, and the annual Survivor Conference (YACC, 2014). 

These programs continue to evolve to meet the ever changing needs of young adults 

affected by cancer. 

The Adolescent and Young Adult (AYA) Oncology Program at the Princess 

Margaret Cancer Centre – Toronto, ON. The Adolescent and Young Adult (AYA) 

Oncology Program at the Princess Margaret Cancer Centre provides non-medical, 

supportive care to patients age 39 and younger. It is a relatively new program that 

evolved from a 2010 survey of young people’s needs including information on their 

cancer, fertility preservation, diet and nutrition, and exercise.  The goals of this age-

specific program are to: (1) provide personalized care according to age and individual 

needs, (2) provide counseling services, and (3) link patients to other community and 

hospital services and resources (UHN, 2015).  

BC Cancer Agency – Vancouver, BC. The Cancer Agency offers a number of 

programs free-of-charge through their patient and family counselling department to help 

young people transition to their life after cancer. These programs include individual 

counselling, therapeutic touch, weekly relaxation group, vocational and rehabilitation 

counseling. 

McGill AYA Oncology Program – Montreal, QC. The McGill AYA 

Oncology Program provides cancer treatment and support to young people with 

cancer, taking into consideration the differences in the challenges faced by this age 

group. This program has a psychosocial support team (psychiatry, psychology, social 

work and nursing) with expertise in adolescent and young adult issues. It offers 
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programs specifically catered to young people with cancer, such as a weekly yoga 

class, bi-monthly support groups using a creative arts therapy, and an annual retreat in 

the Laurentian Mountains (McGill Oncology, 2016). 

CancerFightClub – Montreal, QC. CancerFightClub is a program of Hope & 

Cope offered at the Jewish General Hospital. It is led by Scott Adams, Exercise 

Physiologist & Young Adult Program Coordinator. It is a bilingual online resource for 

young adults, caregivers, family and friends. It was built by young adults with cancer 

from across Montreal and Quebec (CancerFightClub, 2016)  

Wellspring Calgary- Calgary, AB. Wellspring Calgary has programs, services 

and resources to inform, support, and empower young adults and their caregivers to help 

them cope with cancer and life after cancer treatment. Wellspring Calgary organizes 

events like boot camps, skating, bonfires, and Ski Day to connect young adult cancer 

patients and survivors. In partnership with YACC, it offers Localife, an activity-based 

support group where young adult cancer survivors can enjoy fun activities and connect 

with their survivor peers (Wellspring Calgary, 2015). 

Resources for Anyone who is Infertile 

Infertility Network. The Infertility Network (IN) is a website that provides 

resources and information to help support people dealing with infertility issues. It is 

based in Toronto and has no formal membership. IN has a contact base of around 10,000 

individuals, organizations and corporations, representing supportive, neutral and 

opposing viewpoints. IN advocates to increase awareness of infertility, reproductive 

technologies and related issues to help people make informed choices about their family 

building options. Their home page has a list of events that take place worldwide 
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including fertility related teleconferences, support group meetings, workshops, interviews 

on fertility related projects, and political action campaigns in different countries 

(Infertility Network, 2015).  

Infertility Awareness Association of Canada. Infertility Awareness Association 

of Canada (IAAC) is a national organization that addresses the unmet needs of infertile 

couples in Canada during the course of medical treatment by providing resources and 

support. IACC aims to reach those who may not be aware of the treatment options 

available, and to raise public awareness of infertility and the difficulty for some to access 

treatment through such initiatives as the Canadian Infertility Awareness Week (Fertility 

Matters, 2016). IAAC offers a telephone help line and information on fertility groups and 

support groups. 

Resources for AYAs who are Infertile 

Fertile Future. Fertile Future is a Canadian national non-profit organization that 

provides fertility preservation information and support services to cancer patients, 

oncology professionals and the public (Fertile Future, 2016). Fertile Future has a program 

called Power of Hope which has been designed to help cancer patients’ access fertility 

preservation procedures prior to undergoing cancer treatment (Power of Hope, 2015). 

The Power of Hope Program provides financial assistance to qualifying cancer patients. 

In particular, eligible young male patients are entitled to a reimbursement for sperm 

cryopreservation of up to $350. This helps them pursue fertility preservation by reducing 

their overalls costs associated to using these services.  

Livestrong Fertility. Livestrong Fertility is an initiative of Livestrong dedicated 

to providing educational information and other resources that support cancer patients and 
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survivors whose cancer and its treatment present risks to their fertility. Young men can 

read information about fertility risks due to cancer treatment, fertility preservation 

options, and parenthood. They can also view videos from other men who talk about their 

cancer and fertility concerns. Livestrong Fertility developed a fertility risk calculator 

based on gender, cancer type and common cancer treatments that may impact 

reproductive function. The organization also  has a family building options tool that 

summarizes fertility preservation options available to patients based on age, treatment 

type and treatment stage. Livestrong Fertility has a disclaimer that advises that the 

information on the website and the other resources are not a replacement for obtaining 

professional medical care and is only for educational use.  

Oncofertility Consortium. The Oncofertility Consortium is an interdisciplinary 

initiative from the National Institutes of Health that is designed to explore the 

reproductive future of cancer survivors. Their website includes information for patients 

about fertility preservation options, and links to other sources of information for patients. 

MyOncofertility is an education resource developed by the Oncofertilty Consortium that 

offers information for patients, partners, and parents about fertility risks and options 

before and after treatment (Oncofertilty Consortium, 2016). 

SaveMyFertility. SaveMyFertility is an internet resource for cancer patients 

about fertility preservation options before and during cancer treatment, and protecting 

their hormonal health after treatment. The website SaveMyFertility.org also provides 

information and guidance to oncologists, endocrinologists, and other healthcare providers 

concerned with the reproductive health of cancer patients and survivors in the form of 

‘provider pocket guides’ and apps (Brannigan and Matsumoto, 2011). 
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Chapter Summary 

This chapter described the health policies for AYA care and fertility preservation 

before, during and after cancer treatment. The Canadian Taskforce on Adolescents and 

Young Adults is currently working on recommendations to improve AYA care, including 

fertility preservation. At present, the clinical practice guidelines that are followed by 

Canadian oncologists are by the American Society of Clinical Oncology (ASCO). These 

clinical practice guidelines address different aspects of the fertility discussion such as 

content, timing of discussion and appropriate referral to reproductive specialists. 

However, it is unclear the extent to which these guidelines are followed. Semen analysis 

is available to young men to assess their fertility post cancer treatment. However, there is 

limited guidance concerning the provision and frequency of post treatment fertility 

testing. Further the accessibility of healthcare services and funding for fertility 

preservation and infertility treatment was described among the provinces. There is some 

support available depending on where young men live. Lastly, supportive care resources 

for AYA men were explored in the specialized field of oncofertility. 
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CHAPTER 7: DISCUSSION 

Chapter six presents a discussion of the findings. The purpose of this 

phenomenological study was to develop a deepened understanding of the lived 

experience of infertility among young men. The essence of young men’s lived 

experience, themes supporting the essence and the young men’s recommendations to 

health care professionals are discussed. Documents pertaining to health policies, health 

services and supportive care for AYA men are discussed to augment the experiential data 

of the interviews. In this chapter, the research findings are compared to those from other 

studies, and possible explanations for discrepancies are presented. The methodological 

strengths and limitations of the study are described. The insights I gained due to 

difficulties I faced with recruiting young men to participate in the study are discussed. 

This chapter concludes with recommendations for health care practice, education, and 

research based on the knowledge gained from this group of young men. 

Research Findings 

 The essence of young men’s lived experience, themes supporting the essence and 

young men’s recommendations to health care professionals are discussed in this section. 

In addition, the results on health policies, health services and supportive care are further 

interpreted to describe the health care context in which the young men experience 

infertility. 

The Essence of Young Men’s Lived Experience 

The essence of young men’s’ lived experience of infertility after cancer is 

described as a paradox of being infertile and the desire to be a father. Fatherhood is a life 
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goal; however, being infertile makes it more complicated for these young men to achieve 

fatherhood. Seeking meaning in their infertility helped the young men resolve the 

paradoxical relationship between their infertility with their desire for fatherhood. 

Fatherhood is a Life Goal 

All the young men addressed the importance of being a father to them - the notion 

of fatherhood had been ingrained in them either culturally or socially. Societal and family 

expectations to have children were reflected by queries and recommendations for 

fatherhood by family and friends. The importance of becoming a father after cancer is 

supported in the research (Gardino et al., 2011, Schover et al., 2002a). Research 

consistently shows that maintaining future fertility and being a father are important to 

young men, especially during reproductive ages (Schover et al., 2002a, Knopman et al, 

2010). Fatherhood today seems to play a greater role in men’s identity and their vision of 

life. Men’s increased involvement in their children’s lives is reflected in new concepts 

and policies, such as stay-at-home dads and extension of maternity leave to paternity 

leave (Gardino et al., 2011). Today, the active role of men as fathers in the family is 

expected and more socially accepted than for previous generations of men (Gardino et al., 

2011, Hinton & Miller, 2013). Gender norms surrounding fatherhood are changing, 

influencing the value men place on becoming fathers. This change in society is reflected 

in the importance of fertility to the young men in this study. Being able to father children 

and sharing their life with them is important to these young men and is supported by the 

literature (Woodgate & Campbell, 2013). 

Moreover, in today’s changing family structures, it can be argued that the concept 

of contemporary fatherhood (the social aspect) is more meaningful than “biological 
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fatherhood”, where contemporary fatherhood includes all the child rearing roles, duties 

and responsibilities that fathers are expected to perform and fulfill, and where this does 

not limit the relationship between a father and child to one based on biology. Young men 

in the study acknowledged that the notion of “biological fatherhood” is problematic when 

they might have to use assisted reproduction to have children. This aspect of changing 

concepts of fatherhood due to changes in family composition and increased involvement 

of fathers in children’s lives is also seen in other research involving fathering and 

fatherhood (Linn, Wilson, & Fako, 2015, Gardino et al., 2011, Tanfer & Mott, 1997). 

Fatherhood is Complicated by Infertility 

Being infertile for these young men has shifted how fatherhood can be achieved 

due to the complicated nature of conceiving children when one is infertile. All the young 

men understand that it is “going to be more difficult for them” to become a father 

compared to other men. They prepared themselves for the fact that they will need “help” 

to become fathers through assisted reproduction technologies or choose an alternate route 

to becoming a father like adoption. The young men had reached an understanding of the 

implications of infertility on achieving fatherhood and many of them were flexible in 

their approach to fatherhood.  In this study, young men who underwent assisted 

reproduction found the medical treatments were mentally exhausting, which is consistent 

with previous research where assisted reproduction techniques to have a child can be both 

physically and emotionally draining (Kort et al. 2014; Hinton & Miller, 2013; Alberta 

Health Technologies Decision Process, 2014) 

Achieving fatherhood is further complicated due to the many uncertainties 

associated with fertility treatment. One is the uncertainty related to the success of the 
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fertility treatment.  In this study, reproductive techniques that did not result in conception 

(i.e., failures) made it difficult for the young men to handle being infertile. It was also 

difficult for the young men to conceptualize the success of reproductive technologies as 

this success is often discussed in terms of probabilities (Silva & Machado, 2010). The 

failure of conception is an investment of time, money and hope for children in which 

there is often limited return (i.e., low rates of conception). (Hinton & Miller, 2013, 

American Cancer Society, 2015). That is, there is no guarantee that these efforts will 

result in the young men becoming fathers (Hinton & Miller, 2013). 

 Another uncertainty relates to the quality of their sperm being used for the 

fertility treatments. The men in this study were concerned that the use of their 

“poisonous” sperm could cause birth defects or other health problems for future children. 

The young men did not have a sperm analysis test after cancer treatments (Choy & 

Brannigan, 2013). Most of them found out they were infertile when different life 

situations prompted them to have a sperm analysis test completed. These findings are not 

surprising given that the clinical use of sperm analysis tests is limited and further studies 

are still needed to determine when it is truly safe to use sperm after cancer treatment 

(Choy & Brannigan, 2013).  

In addition to being infertile, the young men in this study are dealing with the 

uncertainties of being cancer survivors. For some young men in this study concerns over 

their health and potential mortality factored into their decision not to have children. This 

thinking is common to many people who have had cancer (American Cancer Society, 

2015; Crawshaw & Sloper, 2010).   
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Themes 

The themes that support the essence of the young men’s experience of living with 

infertility/possible infertility after their cancer were as follows: (1) How infertility affects 

me, (2) How infertility affects my relationships, and (3) I want the choice to bank sperm. 

The themes reflect how young men experienced infertility through van Manen’s four 

lifeworld existentials - lived body, lived time, lived space and lived relations. Many of 

the themes describe more than one lifeworld existential. Thus, there is no hierarchy 

among the lifeworld existentials; they cannot be differentiated and one is no more 

important than the other (van Manen, 1990). Some existentials were more prominent than 

others in the themes. 

How Infertility Affects Me 

This theme explores lived time and lived body. Lived time is linked to the 

individuals’ perception of time and is dependent on the people’s awareness of their life 

experiences (van Manen, 1990). All the young men in this study felt that infertility 

affected who they were today and consequently their future life goals. This is consistent 

with Erikson’s theory of development where adolescence leading to young adulthood is 

seen as the time of identity development. The turbulent nature of the cancer environment 

and subsequent infertility can lead to a malformed identity affecting their future plans 

such as fatherhood (Salkind, 2004, Gardino et al., 2011). The young men also discussed 

the role their age has played on the importance of fertility in their lives. Some men felt 

fertility discussions were not important at the time of cancer diagnosis because they were 

too young to comprehend the consequences of infertility after cancer. Infertility and its 

consequences were more important to the young men when they were forming new 
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relationships and deciding to have children.  This finding confirms that of Chapple and 

colleagues (2007) who found that fertility took on more prominence as men became 

older.  

“Lived body” was well represented in the young men’s experiences. Throughout 

the stories shared, it was evident that being infertile affected their body image and 

masculinity. This finding supports previous research with male cancer patients and 

survivors where ideas of masculinity and manhood are called into question due to fertility 

status (Hinton & Miller, 2013; Carpentier et al., 2011). In this study, men who had 

surgery to their genitalia as part of testicular cancer treatment, struggled to come to terms 

with their new body image. Their feelings of vulnerability and threat to masculinity are 

consistent with previous research on the psychological impact of cancer treatment on men 

(Mesquita, 2011, Carpentier et al., 2011; Gardino et al., 2011, Balen & Crawshaw, 2006). 

They underwent an invisible battle where they felt the need to “over compensate” for the 

loss of their testicles with the use of humor and getting “stronger” by going to the gym. 

This finding is supported in previous literature (Carpentier et al., 2011, Webb & Daniluk, 

1999).  In facing their infertility, these young men had to redefine what it means to be a 

man, a husband or a son (Webb & Daniluk, 1999). Eventually, the men in this study 

learnt to feel comfortable with themselves. Their “new normal” helped them reconstruct a 

sense of who they are now and what they want to be in the future. 

How Infertility Affects My Relationships 

Regardless of the degree of association with others, most people do not live in 

isolation and are always forming relationships. Lived relations is of major importance as 

people strive to connect with others (van Manen, 1990). Infertility impacted all of the 
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young men’s relationships including their relationship with spouse or potential partner, 

family and friends. In this study, support from spouses, family and friends was greatly 

appreciated by all the young men, a finding in agreement with previous research 

(Woodgate & Campbell-Enns, 2013).  

Relationship with spouse or potential partner. Married men felt that 

communication was key to resolve many difficult issues in the relationship such as 

resuming sexual intimacy, talking about their fears and anxieties due to infertility and 

deciding whether to pursue assisted reproduction to have children. For single men in this 

study, the disclosure of infertility to potential partners elicited the fear of rejection. 

Deciding when and how to inform potential partners about their infertility is also seen as 

a concern in literature (Campbell- Enns & Woodgate 2013, Nass, & Patlak, 2013).   

Married men felt strongly about the bond they shared with their spouses. Despite 

the stresses of infertility, they continued to have strong relationships with their spouses. 

There was a perceived increased closeness between partners. Young men valued the 

strength and support their spouses gave them during infertility, and this finding is 

supported by Carpentier and Fortenberry (2010)’s research, where testicular cancer 

survivors who were in a relationship during cancer treatment experienced greater levels 

of social support, self-esteem, and overall mental health. However, Kirchhoff et al. 2012 

found that infertility can also cause marital stress among married couples. In this study, 

the young men admitted they had to face several hardships due to infertility but 

overcoming these obstacles together made their relationships with their spouses even 

stronger. The discrepancies between my study findings and Kirchhoff et al (2012)’s 

research shows that relationships between partners can be complicated. Married men also 
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felt changes in intimate relationships due to body image issues, but “adapted” to the 

changes in relationships imposed by cancer in time. Young men were able to adapt their 

intimate relationships due to the support of their spouses as seen in previous work 

(Robinson, Miedema, & Easley, 2014). 

The young men in this study explained that infertility was a shared problem 

because the medical interventions to have a child involve the woman’s body. The men 

undergoing assisted reproductive techniques felt involved in the process and decision 

making – they helped with injections and attended as many fertility appointments as 

possible. This finding is consistent with previous research that men play supportive roles 

(Sandelowski, Holditch-Davis, & Harris, 1990, Hinton & Miller, 2013). When young 

men support their spouses, their support draws the focus away from their feelings of guilt 

attached to their wives having to endure invasive medical procedures. Another reason 

why the young men in this study are okay in having a supportive role while their wives 

undergo fertility treatment might be since they are in the early stages of assisted 

reproduction and have not yet been able to reflect on their own emotional needs. Men 

experience social pressure to display behavior that shows they are strong, tough and in 

control (Hinton & Miller, 2013), and their desire to protect and support their partner can 

override their own emotional distress.  

Relationship with family and friends. Young men in this study found it difficult 

to share their infertility diagnosis with their family and friends. This finding is consistent 

with previous research which shows that open communication is the hardest aspect of the 

cancer experience because young men feel a sense of guilt, grief, vulnerability and fear of 

burdening others (Woodgate and Campbell- Enns, 2013). In addition, young men in this 
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study felt socially isolated from other ‘fertile’ couples, which is in agreement with work 

done by Imeson and McMurray (1996). Young men felt that they had no control over the 

societal expectations and it added to the stress of infertility. When the young men did talk 

about infertility to family and friends, they expressed feeling a sense of relief because 

they were able to engage the support of family and friends.  

Parents were strong supporters for the young men through their cancer journey. 

The value of family bond is supported in previous studies (Campbell- Enns & Woodgate 

2013). However, what was particularly troublesome for some young men in this study 

was talking about infertility with their parents, especially their mothers because they were 

worried about the impact of their infertility on their parent’s wishes to be grandparents in 

the future. This aspect of disclosure of infertility to “vulnerable” family members is also 

seen in other studies (Campbell- Enns & Woodgate, 2013). A noteworthy finding of the 

study is the men’s perception of the impact of their infertility on their family legacy. The 

men shared that it was expected that they eventually father children to continue the 

family legacy. However, some young men worried about how their relationships with 

their parents might change if they are not able to have children.  

I Want the Choice to Bank Sperm 

Most important to this theme is the word “choice”. Having the choice to preserve 

sperm was strongly reiterated among the men in this study. They felt that this choice 

should be offered so that young men could have input into what preserving their future 

fertility might look like for them. For the men who had sperm banked, they felt relief that 

their choice to have children in the future was ‘protected’; they could use their banked 

sperm to have biological children. Using sperm banking as a back-up plan for having 
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children as seen in this study is also supported by previous research (Saito et al., 2005; 

Williams et al., 2010).  

All the young men expressed the need to participate in discussions and decision-

making to bank their sperm. Previous literature shows that it almost impossible to predict 

the impact of cancer treatment on men’s fertility, and so it is of utmost importance that 

the discussion to bank sperm takes place prior to the start of cancer treatment (Williams, 

2010, Wallace, 2011, Saito et al. 2003). In particular, they wanted to discuss their fertility 

in a timely manner before cancer treatment starts with the right health care professional. 

They did not want to feel rushed in making decisions about their fertility. Some men felt 

uncomfortable getting information from the health care providers such as urologists or 

neurologists. Young men felt that the right health care professional was not available to 

answer their questions. They explained that getting answers to their fertility-related 

questions from fertility specialists would be most helpful in meeting their needs; 

however, this option was not offered to them. This finding is consistent with Quinn et 

al.’s (2007) research which found a role ambiguity in terms of who is responsible for 

initiating the fertility conversation.  

In this study, there were three barriers to participating in the decision making to 

preserve sperm reported by the men. These barriers included: (1) cost, (2) lack of 

information, and (3) fragmented healthcare services, and have been discussed in previous 

research (Quinn, et al. 2007, Schover et al. 2002). The high cost of sperm banking was 

one of the main reasons some of the young men did not participate in sperm banking. The 

cost of sperm banking can be particularly difficult for AYAs who may still be in the 

midst of their education, often with loans and without a financial cushion to allow for 
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additional expenses. These young men felt that there should be financial relief to help 

them preserve their sperm. The cost of sperm banking is also tied to the young men’s 

socio-economic status; men from lower socio-economic status cannot afford these 

services (Yee et al., 2013; Government of Ontario Fertility Services, 2016). Provincial 

funding to offset the costs of sperm banking can help young men with lower socio-

economic status access these expensive services.   

Young men had to navigate through a lot of information on their own about 

fertility preservation. They had little, if any, fertility counselling. They had to make quick 

decisions to preserve sperm in a short time. Referrals to fertility clinics were described as 

“choppy” and in some cases, the young men had to get refer themselves to fertility clinics 

for sperm banking. Some young men felt they were not referred to a fertility clinic 

because the threat of fertility was not taken seriously despite having a testicle removed as 

part of their cancer treatment. This is consistent with previous research in which 

healthcare providers perceive fertility is not a priority for young men or infertility is 

unlikely to occur (D’Agostino et al., 2011; Achille, 2006; Bonetti et al., 2009; Quinn, et 

al. 2007).  

This theme also explores lived space. Lived space describes how physical space 

‘feels’ to an individual (van Manen, 1990, p.102). The physician’s offices where they 

were diagnosed with cancer, fertility clinics where they went to bank sperm, and 

hospitals where they had cancer treatment were difficult physical spaces for the young 

men. These spaces served a reminder of their cancer struggles and life changing events, 

like infertility, that occurred because of cancer treatment. In this study, young men 

needed to have a space where they were able to speak freely about fertility preservation. 
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These spaces included a support group of other men in a similar position like them. This 

sharing of experiences among men has been recommended in other studies and provides 

much needed psychosocial support (Fisher & Hammarberg, 2012). 

Finding Meaning in Infertility to Resolve the Paradox of Infertility with Fatherhood 

Young men in this study searched for meanings of infertility in their lives to 

resolve their paradoxical relationship with fatherhood by using different explanatory 

models. Similar to previous research with couples experiencing infertility (Sandelowski, 

Holditch-Davis, & Harris, 1990), some young men in this study described themselves as 

“once infertile, always infertile.” For the men in this study, infertility was about their 

inability to have children without “aided” procedures. It meant they engaged in distinct 

activities associated with infertility (e.g., sperm analysis testing, assisted reproduction, or 

adoption). Other men believed that the paradox of infertility and fatherhood would be 

resolved when they had biological children. This explanation is what Sandelowski and 

colleagues (1990) described as “pregnancy as a cure for infertility.” Still other men 

viewed themselves as “infertile enough but not proven infertile.” This meant the men 

perceived themselves as infertile even when they did not have test results to confirm this 

was true.  

For some, infertility meant being okay with having non-biological children, and 

becoming a father by adopting a child. For others, it meant consciously deciding with 

their spouse not to have children. These men focused on the advantages of not having 

children, including the ability to pursue other life goals like career advancements, travel 

and volunteer work. 
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Health Policies, Health Services and Supportive Care 

It is clear from this study that health policies situated in the Canadian context are 

needed to promote young men’s informed choice about fertility preservation after cancer. 

Currently, there are no Canadian health policies to inform decision making in fertility 

preservation among AYAs. The Canadian Task Force on AYA with Cancer is working to 

establish Canadian guidelines for clinical practice in active and follow-up care, including 

fertility preservation (Canadian Task Force, 2015). In the interim, health care providers 

are supposed to follow guidelines for fertility preservation by international organizations 

like American Society of Clinical Oncology (ASCO). The young men in this study 

reported that they did not receive the care recommended in the ASCO guidelines. Most of 

them were informed about treatment-related infertility after the cancer diagnosis, 

however, they were not referred for consultation with a fertility specialist. 

The distribution of fertility clinics and access to them is important to consider 

when fertility preservation is discussed. The men in this study lived in urban cities in 

Atlantic Canada and were able to access fertility clinics. However, the Atlantic provinces 

of Canada have a limited number of fertility clinics and fertility specialists compared to 

other Canadian provinces. This difference in different patterns in cancer care is seen in 

previous research comparing New Brunswick versus Ontario (Greater Toronto Area) 

(Miedema, Easley & Robinson, 2013a). The low distribution of fertility services in 

Atlantic Canada might be due to the comparatively rural nature of these provinces and 

relative lack of demand for fertility services compared to other provinces. How quickly 

men can be referred to fertility clinics after their cancer diagnosis is another aspect of 

accessibility that the young men reported was important. Although previous research has 
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shown that referral times were faster for men than women (Ronn & Holzer, 2013), quick 

access to fertility clinics was not always possible for the young men in this study. For 

some men, their health care provider referred them to a fertility clinic immediately after 

cancer diagnosis, whereas some men had to struggle to get a referral in time before 

cancer treatment started. This may have occurred because there is not standard referral 

process for fertility preservation services. In a study that compared cancer follow-up care 

in Greater Toronto Area (GTA) and New Brunswick, differences in hospital setting and 

location were identified as key considerations for the differences in cancer follow-up care 

(Miedema, Easley & Robinson, 2013a). In GTA, there are three large cancer hospitals 

that served the population whereas New Brunswick has three major hospitals, although 

only two provide comprehensive cancer care (Miedema, Easley & Robinson, 2013a). In 

addition, the GTA hospitals had active cancer survivorship programs and cancer research 

programs, which was limited in the New Brunswick hospitals (Miedema, Easley & 

Robinson, 2013a). Also, in New Brunswick, many patients have to travel over 120 km 

between hospitals or even out of province for advanced cancer therapies compared to 

GTA patients who travelled lesser distances (Miedema, Easley & Robinson, 2013a). 

AYAs in New Brunswick compared to GTA reported having less out-of-pocket expenses, 

less community support and higher levels of delayed diagnosis; despite these apparently 

negative experiences they reported higher levels of satisfaction with cancer care 

(Miedema, Easley & Robinson, 2013a). The high level of satisfaction might be attributed 

to their perception that they were lucky to have received the best care possible given their 

location and available services (Miedema, Easley & Robinson, 2013a). Since healthcare 

funding is provincially run, research comparing other health care systems of different 



 

135 

 

provinces across Canada can provide insight on the specific political, economic, social 

and health system aspects of the provinces that affect funding for fertility preservation 

and assisted reproduction. Provinces and territories are developing different ways to 

address these issues; however, there is no “one size fits all” solution (Romanow, 2002). 

 Healthcare funding for fertility preservation and fertility related services is limited 

in Canada. It is well understood that Canada’s health care coverage of services outside 

physician and hospital care is left entirely to the discretion of the provinces and the 

majority of individuals not covered in a provincial plan are privately insured through 

private or employer-sponsored insurance (Romanow, 2002). What is important to 

consider for AYAs is that they might be at an age where they are still attending school or 

finding work and do not have additional health coverage. One of the men in the study 

stated it was important for him and his wife to be employed with the current employer 

since their employer-sponsored insurance covered for a lot of additional cancer related 

costs that might have otherwise be a financial burden for them. There are four provinces 

(Ontario, Quebec, Manitoba and New Brunswick) that provide financial relief for these 

services, albeit the financial help is conditional and in some cases, only in the form of tax 

credits (Quebec act, 2016, Government of New Brunswick, 2015, Government of 

Manitoba, 2015, Government of Ontario Fertility Services, 2016). In this study, the 

young men were from different provinces in Atlantic Canada, and thus, had inequitable 

access to provincial funding for fertility preservation and fertility related services. Some 

young men felt that the cost of sperm banking greatly influenced their decision to not 

preserve their sperm. They recommended that it would be highly beneficial for the 

provinces to consider the medical reasons behind why a young man needs to bank their 
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sperm. For example, the Governments of Ontario and Quebec offer financial assistance 

for patients undergoing cancer treatment who may be at risk of infertility due to their 

treatments (Quebec act, 2016; Government of Ontario Fertility services, 2016).  

In addition, young men also wanted information on when to assess fertility post 

treatment.  Semen analysis tests are available to men to test male fertility potential after 

cancer; however the young men have to decide when to take these fertility tests. This 

study shows that young men found out about their infertility status when they 

encountered life situations such as failure to conceive, recurrence of cancer and 

individual curiosity. Unfortunately, there is little guidance in Canada on fertility 

assessment post treatment.  

Supportive care for AYA men was most commonly available via the Internet 

through websites containing oncofertility related resources. The young men in this study 

reported that they were not given access to many oncofertility resources that might have 

helped them cope with infertility. They felt that an open space to talk about fertility 

preservation before cancer diagnosis with peers and fertility specialists would help them 

make an informed decision. After infertility diagnosis, easy access to support groups to 

discuss their experiences with men in similar positions would benefit them.  

Nationally, there are two organizations, Fertile Future and Young Adult Cancer 

Canada, which provide resources for young men on fertility preservation. Some 

organizations offering supportive care have offices where the AYA men could visit in 

person and some offer programs like boot camps and retreats for AYA men. Most 

important was that these programs took into account the developmental changes in the 

lives of AYAs and offered support to help AYAs cope with those changes. However, 
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more work needs to be done to make these resources accessible to both young men and 

their healthcare team. 

The geographic mobility for AYA men has implications for access to healthcare 

services to support them while living with infertility. One of the major task for AYAs is 

to establish independence, and this is important for the context of cancer follow up care 

especially while dealing with late effects of cancer treatment (Miedema, Easley & 

Robinson, 2013b). AYAs are at a unique stage of life where they are more likely than any 

other age group to change their residence for their education and employment 

opportunities (Geiger et al., 2013; Ramphal et al., 2016). For example, AYA men could 

receive cancer treatment in one province/region of the country, yet deal with their 

infertility in another province/region which might be unfamiliar to them, if they move 

from one place to another.  

Methodological Strengths and Limitations 

This section includes a discussion of the study’s strengths and limitations which 

were considered in interpreting the study data. 

Strengths 

To the best of my knowledge, this study was the first of its kind to explore the 

lived experience of infertility specifically within the context of young male cancer 

survivors. Previous research on the psychosocial consequences of infertility has focused 

primarily on women, almost to the exclusion of men.  Yet, data suggests that men and 

women have different responses to infertility. A major strength of this study is that the 

research focus is solely on the male experience; the young men’s perspectives of being 

infertile is independent from the views of their wives as seen in other studies with 
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infertile couples (Fisher & Hammarberg, 2012; Sandelowski et al., 1999). In addition, the 

results on health policies, health services and supportive care are further interpreted to 

describe the health care context in which the young men experience infertility. 

 This study explored the experiences of men aged 15-29 years. This age range 

might be considered broad but is optimal to capture the many differences in the biological 

and existential changes taking place through adolescence and young adulthood. It is clear 

from this study that these young men’s experiences are unified in living with infertility, 

which can be described as a paradox of being infertile and their desire to be a father. 

van Manen’s hermeneutic phenomenology was an appropriate methodology to 

deepen our understanding of the phenomena of infertility for the young men. My 

epistemic stance is that of a social constructivist. That is, I relied on the participant’s 

view of the situation which is formed through interaction with others (social construction) 

and through the historical and cultural forces that are present in their individual lives 

(Creswell, 2013). The epistemology of phenomenology focuses on revealing meaning 

rather than developing theory or emphasizing a point. Meanings are constructed by 

people as they engage with the world they are interpreting and fits with my epistemic 

stance. Phenomenology allowed me to understand from the ‘inside’ of the young men’s 

lifeworld and draw the essence of their lived experiences by analyzing their experiences 

by using the lifeworld existentials. Moreover, it transformed the young men’s lived 

experiences into a rich text speaking to their experiences. Phenomenological research is 

valuable in answering questions about human issues involving “what” and “how” 

questions (van Manen, 1990). 



 

139 

 

Limitations 

“Lived life is more complex than any explication of meaning can reveal…full or 

final descriptions are unattainable” (van Manen, 1990, p 18). It was not my intention to 

provide a theory or answer to represent the phenomena of infertility for young men, nor 

was the goal of the research to uncover themes that can be generalized to the entire 

population of young men. Thus, this study’s findings are restricted to the stories of the 

four young men who spoke with me, and to the extent to which I was able to reflect upon 

and express their ideas through writing. Inherent in qualitative research is the inability to 

generalize (Creswell, 2013). However, it is believed that this work offers an empirical 

understanding of the phenomenon of infertility among young men after their cancer that 

can speak to shared meanings and understandings. Although this study contributes to this 

underexplored area, the sample size (n = 4) is relatively small, and geographically 

situated within Atlantic Canada.  

Using lifeworld existentials as guides to reflect on the data helped me engage 

closely with the phenomenon of infertility, and ensure that I was capturing the ways in 

which infertility was experienced through time, body, space, and relation. However, I 

acknowledge that this is my interpretation of what the young men told me and there 

might be other ways in which these young men may experience their worlds. 

In qualitative research, there comes a point in data collection that signals little 

need to continue because additional data will not provide any new information and only 

serve to confirm an emerging understanding. This is called data saturation (Melnyk & 

Fineout-Overholt, 2011). This study might not have reached data saturation due to 

problems encountered in recruiting participants for the study.   
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Another possible limitation in using a qualitative approach is that my ideas and 

experience may influence data collection and analysis. In order to address this limitation, 

I kept a journal to document my theoretical assumptions related to infertility. I also kept 

field notes to document my observations during and after the interviews.  

This study also found difficulty in recruiting young men to discuss their 

experience of infertility. Limited participation of men is also seen in other studies on 

infertility as experienced by men (Webb & Daniluk, Fisher & Hammarberg, 2012; de 

Lacey, 2014). What is noteworthy in this study is that some men who participated found 

it rewarding to share their infertility experiences with me; they expressed to me how they 

had never shared their experiences so fully with other people.  

Insights from my Difficulties with Recruitment 

 This section details insights I have gained from the difficulty I encountered with 

recruiting men to participate in my research study. I intended to interview at least 8-10 

young men, but I was only able to interview four young men. This is not surprising 

because many researchers have reported that men are more difficult to recruit for 

research, especially to qualitative studies involving an in depth conversation about a 

sensitive topic like fertility (Campbell-Enns & Woodgate, 2013; de Lacey, 2014).  

 Through Facebook, I received many questions about my study; however I was not 

able to recruit any participants using Facebook. It is possible that some young men did 

not feel comfortable contacting me through Facebook because they did not trust the 

privacy features for the sharing of personal, sensitive information about their fertility. 

Although advertising with Young Adult Cancer Canada promoted interest in the study 

initially, I did not get further responses through repeated posts. I suspect this may have 
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occurred because the YACC community was saturated with requests from researchers for 

young adults to participate in their research.  

 It is possible that the young men did not consider participating in my research 

because they were dealing with the late effects of their cancer treatment other than 

infertility. It is possible that young men are preoccupied with late effects other than 

infertility. For some, infertility may not be the primary concern. In fact, some of the men 

in my study had recently undergone treatment for cancer a second time. Due to their 

second cancer, many of them had surgery and were dealing with health problems related 

to their cancer treatment. 

 I may have recruited more young men, particularly married men or fathers, if I 

had involved the partners or spouses in the study. Partners or spouses may have 

encouraged the men to participate in the study (Campbell-Enns & Woodgate, 2013). In 

fact, I received two emails from a woman who was very excited about her fiancée 

participating in the study. She wanted to share their story of trying fertility treatments and 

how the journey was difficult for them since they were so young. Unfortunately, I did not 

receive a response from her when I informed her that the study’s focus was on the young 

men’s experience of infertility and that I could interview her partner if he was interested 

to participate. Moreover, one of the men (Darren) in the study was undergoing assisted 

reproduction with his wife. This aspect of dealing with infertility was particularly 

difficult for the couple. This suggests that men in relationships undergoing assisted 

reproduction might not feel comfortable sharing their experiences of living with 

infertility while concurrently undergoing complex medical procedures to have children.  
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 I also received two calls from parents/relatives of young men who were just 

diagnosed with cancer. Both of them believed that I could answer cancer related 

questions for them since I was conducting cancer research. I empathized with them about 

their relative having cancer. Further, I told them I was not in a position to comment on 

specific cancer-related questions as I am not a medical expert and did not want to give 

out wrong information. I advised them to voice their concerns to their health care 

provider who could provide them with accurate information and resources for support. 

Receiving calls from relatives made me realize that cancer impacts the family, and the 

role of the caregiver is important in future research. I also realized that some of these 

young men might be still be living with their parents, who might be protective in nature, 

and might influence their children’s decision to participate in research that might place 

them in a vulnerable position.  

 It is also interesting to consider the impact of culture on the recruitment of young 

men in research especially on a sensitive topic like infertility. Research has shown that 

infertility is stigmatized in many ways in different cultures (Greill, Slauson-Blevins and 

McQuillan, 2010); exploring young men’s infertility in cultural context will be beneficial. 

One potential participant was a young man from a minority group who had cancer 

treatment resulting infertility. He did not participate in the study because he was 

embarrassed to discuss his experience of infertility as it was a “taboo” subject to talk 

about in his culture.  
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Recommendations  

The study findings have a lot of implications for the care of AYA men, 

particularly in oncofertility. Recommendations in the areas of healthcare practice and 

education, healthcare policy and future research are offered. 

Healthcare Practice and Education 

 There are four recommendations related to healthcare practice and education 

arising from the study data – interviews and document review. Specifically, there is a 

need to standardize the referral process for fertility preservation services, implement a 

multidisciplinary approach to fertility discussions, and educate healthcare providers and 

young men about infertility after cancer. 

Standardize referral process for fertility preservation services. Standardising 

the referral process to fertility clinics could help young men bank their sperm more 

quickly, especially when cancer treatment needs to begin immediately. One way to 

standardize the process is to clearly identity potential candidates for fertility preservation 

(Nagel, Cassano, Wizowski, & Neal, 2009). Clinical tools such as checklists are 

suggested to prompt healthcare providers to initiate a fertility discussion and refer eligible 

young men to fertility clinics.  

Multidisciplinary approach to fertility discussion. Research has shown that a 

multidisciplinary approach to addressing fertility issues and delivering follow up care is 

needed for AYA men (Ronn & Holzer, 2013). A multidisciplinary approach to fertility 

discussions means the responsibility to initiate discussions with AYA men about 

infertility is shared by all members of the healthcare team. Research has recommended 

that all healthcare providers who come into contact with AYAs and their families, 



 

144 

 

including family doctors, could be sources of information about everything from cancer 

to survival to late effects like infertility (Pandora et al., 2015).  

Education for healthcare providers. Healthcare providers need education on 

AYA specific needs for sperm banking, fertility treatment, and supportive care. 

Healthcare training could be achieved through education workshops in oncofertility 

through increased use of AYA specific assessment tools. For example, Livestrong has 

developed an interactive online course designed for healthcare professionals on how to 

communicate with AYAs about fertility risks and family-building options as a result of a 

cancer diagnosis and its treatment (Hemingway, 2015).  

Education for AYA men. The AYA men in this study wanted information about 

infertility after cancer. They wanted to know the effect of cancer therapy on fertility, 

fertility preservation options, and location of sperm banking facilities. Interactive 

education tools, like Banking on Fatherhood (BOF), can be effective in enhancing AYA 

men’s understanding of sperm banking and subsequent decisions (Huyghe et al., 2009). 

Although the information needs for AYA men may be different from those of the men 

who participated in this study, what is most important is that information given to AYA 

men must be delivered in AYA-specific language and easy to find. Websites for 

organizations offering supportive care for AYA men with a very obvious link to fertility 

resources and preservation options may be helpful for this population who readily uses 

internet-based resources.   

Healthcare Policy 

Canada-specific clinical practice guidelines for AYA fertility preservation are 

needed to help AYA men affected by infertility after cancer; the Canadian Task Force on 
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Adolescents and Young Adults with Cancer is currently working on establishing these 

guidelines (Fernandez et al., 2011; Rogers et al., 2013). This clinical practice guideline 

should encourage healthcare providers to have discussions about fertility with all AYA 

men before cancer treatment begins. Since AYA men wanted access to semen analysis 

tests to determine the quality of their sperm after cancer treatment and their fertility 

potential, clinical practice guidelines should also consider offering guidance for when 

semen analysis tests are taken after treatment, how they are performed and how the 

results are interpreted. It will be important for regulatory bodies to evaluate the adherence 

to these clinical guidelines to see if there are changes in uptake of fertility preservation 

and patient satisfaction with fertility information. Adherence to clinical guidelines can be 

monitored by reviewing clinical outcomes such as number of referrals to sperm banks, or 

surveying young men about their satisfaction with fertility information. 

All the provinces should consider providing financial assistance for fertility 

preservation for AYA men who are at risk for being infertile due to cancer treatment. 

AYA men in this study felt that financial help could help them and other men in their 

situation to preserve sperm, and give them the option to become biological fathers if they 

are infertile after cancer treatment. Many young people do not have supplemental health 

insurance (Nass & Patlak, 2013, Miedema, Easley & Robinson, 2013b); financial 

assistance for fertility preservation would allow all AYA men from different 

socioeconomic backgrounds to consider sperm banking, regardless of their financial 

situation. 
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Future Research 

The relative lack of information in men’s experiences of infertility, more so 

among the AYA male cohort, demonstrates a need to gain further insights into this area. 

Research into men’s health is a growing area of research and engaging more men as 

research participants will be an asset to understanding their experiences of infertility after 

cancer.   

Some young men in this study identified cost as a barrier to sperm banking. Using 

a mixed methods approach in future research would be helpful to explore the experiences 

of young men with cancer through a qualitative-quantitative approach (McNulty, & Nail, 

2015). This may include quantitative surveys to measure quality of life among young 

men with infertility after cancer and in-depth interviews to capture the sociocultural 

contexts of their quality of life. For example, the relationship between quality of life, 

socio-economic status, and access to and use of sperm banking, assisted reproductive 

services and infertility treatments could be identified and then described in detail from 

the perspective of the young men and significant others (e.g., partner or spouse, parents). 

Currently, there is an underrepresentation of economically deprived and culturally 

distinct populations in the study of infertility in developed countries like Canada (Fisher 

& Hammarberg, 2012).  

Further, the factors that influence the decision to become a father (through 

assisted reproduction techniques or adoption) or to remain childless among men has not 

been explored. Research that follows up with the young men in this study to explore their 

experiences of infertility after they have achieved fatherhood would be illuminating to 
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the field of oncofertility. This project could provide unique insights on the men who 

select to be childless or did not successfully attain fatherhood.  

The themes from the qualitative data reflect some unmet needs in terms of fertility 

preservation information. The greatest challenge to fertility information reaching young 

men is a successful collaboration between healthcare providers from two disciplines, 

oncology and reproductive medicine. Hence, future research should investigate 

communication barriers or facilitators between healthcare providers working in fertility 

clinics and those working in oncology centres.   

Chapter Summary 

This chapter presented a discussion of the qualitative findings from interviews 

and review of documents on the health policies, health services and supportive care 

available for AYA men with infertility after cancer. The essence of young men’s lived 

experience and three themes supporting the essence were discussed. Infertility affects 

how young men see themselves and their world around them. Being able to have the 

choice to sperm bank may give them control when a cancer diagnosis and infertility make 

things seem out of control. Methodological strengths and limitations of the study were 

presented. Recommendations for healthcare practice and education, health policy and 

future research endeavors were identified.  
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 doi:10.1177/0840470415599136 



 

163 

 

Quinn, G. P. & Vadaparampil, S. T. (2009). Fertility preservation and adolescent/young 

adult cancer patients: Physician communication challenges. Journal of Adolescent 

Health, 44(4), 394-400. doi:10.1016/j.jadohealth.2008.08.014 

Quinn, G. P., Murphy, D., Sehovic, I., & Sawczyn, K. (2013). Defining the whole of 

reproductive health in adolescent and young adult cancer populations: fertility is 

only one piece of the puzzle. Clinical Practice, 10 (3), 301-310. 

doi:10.2217/cpr.13.11 

Quinn, G. P., Vadaparampil, S. T., Malo, T., Reinecke, J., Bower, B., Albrecht, T., & 

Clayman, M. L. (2012). Oncologists' use of patient educational materials about 

cancer and fertility preservation. Psycho-oncology, 21(11), 1244-1249. 

doi:10.1002/pon.2022 

Quinn, G., Vadaparampil, S., Gwede, C., Miree, C., King, L., Clayton, H., Wilson, C., 

Munster, P. (2007). Discussion of fertility preservation with newly diagnosed 

patients: Oncologists' views. Journal of Cancer Survivorship, 1(2), 146-155. 

doi:10.1007/s11764-007-0019-9 

Ramphal, R., Meyer, R., Schacter, B., Rogers, P., & Pinkerton, R. (2011). Active therapy 

and models of care for adolescents and young adults with cancer. Cancer, 117 (10), 

2316-2322. doi:10.1002/cncr.26048 

Ramphal, R., Aubin, S., Czaykowski, P., De, P. S., Johnson, A., McKillop, S., Szwajcer, 

D., ... Rogers, P. (2016). Adolescent and young adult cancer: principles of 

care. Current Oncology, 23, 3. http://dx.doi.org/10.3747/co.23.3013 



 

164 

 

Reid, J. (2009). Conducting qualitative research with advanced cancer patients and their 

families: Ethical considerations. International Journal of Palliative Nursing, 15(1), 

30-3. doi:10.12968/ijpn.2009.15.1.37950 

Robinson, L., Miedema, B., & Easley, J. (2014). Young adult cancer survivors and the 

challenges of intimacy. Journal of Psychosocial Oncology, 32, 4, 447-62. 

doi:10.1080/07347332.2014.917138 

Rodriguez-Wallberg, K. A., & Oktay, K. (2014). Fertility preservation during cancer 

treatment: clinical guidelines. Cancer Management and Research, 6, 105-17. 

doi:10.2147/CMAR.S32380 

Rogers, P. (2013). A new paradigm of cancer care for adolescents and young adults 

(AYA): A framework for action. [PowerPoint slides] Retrieved from 

http://www.bccancer.bc.ca 

Rogers, P., Sonja De, P., Schacter,B., Barr, R. B. (2013). A Process for Change in the 

Care of Adolescents and Young Adults with Cancer in Canada. ‘‘Moving to 

Action’’: The Second Canadian International Workshop. International 

Perspectives on AYAO, Part 1. Retrieved from 

http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3684104/ 

Romanow, R. J. (2002). Building on values: The future of health care in Canada. 

Saskatoon, Sask.: Commission on the Future of Health Care in Canada. Retrieved 

from http://publications.gc.ca/collections/Collection/CP32-85-2002E.pdf 

Ronn, R. & Holzer, H. E. (2013). Oncofertility in Canada: An overview of Canadian 

practice and suggested action plan. Current Oncology, 20(5), 465-74. 

doi:10.3747/co.20.1361 



 

165 

 

Saito, K., Suzuki, K., Iwasaki, A., Yumura, Y., & Kubota, Y. (2005). Sperm 

cryopreservation before cancer chemotherapy helps in the emotional battle against 

cancer. Cancer, 104(3), 521-524. doi:10.1002/cncr.21185 

Salkind, N. J. (2004). An introduction to theories of human development. Thousand Oaks, 

California: Sage Publications. 

Sandelowski, M., Holditch-Davis, D., & Harris, B. G. (1990). Living the life: 

 Explanations of infertility. Sociology of Health & Illness, 12, 2, 195-215. 

 doi:10.1111/1467-9566.ep11376477 

Schover L. R, Brey K, Lichtin, A., et al., (2002b). Oncologists’ attitudes and practices 

regarding banking sperm before cancer treatment. Journal of Clinical Oncology 

20(7), 1890–1897. doi:10.1200/JCO.2002.07.174 

Schover L. R, Brey, K., Lichtin, A. et al., (2002a). Knowledge and experience regarding 

cancer, infertility and sperm banking in younger male survivors. Journal of Clinical 

Oncology, 20, 880-1889. doi:10.1200/JCO.2002.07.175 

Service New Brunswick (2014). Infertility Treatment -Special Assistance Fund. 

Retrieved from https://www.pxw1.snb.ca/snb7001/e/1000/infoTe.asp 

Shento, A. K. (2004). Strategies for ensuring trustworthiness in qualitative research 

projects. Education for Information, 22(2), 63-75. Retrieved from 

http://www.crec.co.uk 

Smith, S. (2006). Encouraging the use of reflexivity in the writing up of qualitative 

research. International Journal of Therapy and Rehabilitation, 13(5), 209-215. 

http://dx.doi.org/10.12968/ijtr.2006.13.5.21377 

https://www.pxw1.snb.ca/snb7001/e/1000/infoTe.asp


 

166 

 

Sokolowski, R. (2000). Introduction to phenomenology. Cambridge, UK: Cambridge 

University Press. 

Sutcliffe, S. B. (2011). A review of Canadian health care and cancer care 

systems. Cancer (0008543x), 117. doi: 10.1002/cncr.26053 

Tanfer, K., & Mott, F. L. (1997). The meaning of fatherhood for men. Background paper 

prepared for the Working Group on Male Fertility and Family Formation. NICHD, 

Washington, D.C. 

Tschudin, S., & Bitzer, J. (2009). Psychological aspects of fertility preservation in men 

and women affected by cancer and other life-threatening diseases. Human 

Reproduction Update, 15(5), 587-597. doi:10.1093/humupd/dmp015 

University Health Network (UHN, 2015) Adolescent and Young Adult Oncology 

Program. Retrieved from 

http://www.uhn.ca/PrincessMargaret/PatientsFamilies/Clinics_Tests/Adolescent_

Young_Adult_Oncology 

van Manen, M. (1997). Researching lived experience: Human science for an action 

sensitive pedagogy. London, ON: Althouse Press. 

Wach, E. and Ward, R. with Jacimovic, R.  Institute of Development Studies – Learning 

About Qualitative Document Analysis. Retrieved from 

http://opendocs.ids.ac.uk/opendocs/bitstream/handle/123456789/2989/PP%20In

Brief%2013%20QDA%20FINAL2.pdf?sequence=4 

Wallace, W. H. B. (2011). Oncofertility and preservation of reproductive capacity in 

children and young adults. Cancer, 117(10), 2301-2310. doi:10.1002/cncr.26045 



 

167 

 

Wallace, W. H., Anderson, R. A., & Irvine, D. S. (2005). Fertility preservation for young 

patients with cancer: who is at risk and what can be offered? Lancet Oncology, 

6(4), 209-218. doi:10.1016/S1470-2045(05)70092-9 

Webb, R. E., & Daniluk, J. C. (1999). The end of the line: Infertile men's experiences of 

being unable to produce a child. Men and Masculinities, 2(1), 6-25. 

doi:10.1177/1097184X99002001002 

Wellspring Calgary. (2015) Young adults. Retrieved from 

http://www.wellspringcalgary.com/youngadults.asp  

Wilkins, K. L., D'Agostino, N., Penney, A. M., Barr, R. D., & Nathan, P. C. (2014). 

Supporting adolescents and young adults with cancer through transitions: position 

statement from the Canadian Task Force on Adolescents and Young Adults with 

cancer. Journal of Pediatric Hematology/oncology, 36(7), 545-551. 

doi:10.1097/MPH.0000000000000103 

Williams, D. (2010). Sperm banking and the cancer patient. Therapeutic Advances in 

Urology, 2 (1), 19-34. doi:10.1177/1756287210368279 

Woodruff, T. K. & Snyder, K. A. (2007). Oncofertility: Fertility preservation for cancer 

survivors. New York: Springer Verlag.  

Yee, S., Buckett, W., Campbell, S., Yanofsky, R. A., & Barr, R. D. (2013). A national 

study of the provision of oncology sperm banking services among Canadian 

fertility clinics. European Journal of Cancer Care, 22(4), 440-449. 

doi:10.1111/ecc.12045 

Young Adult Cancer Canada (YACC, 2014) History. Retrieved from 

http://www.youngadultcancer.ca/about-us/#history 



 

168 

 

Zebrack, B. J. (2011). Psychological, social, and behavioral issues for young adults with 

cancer. Cancer, 117(S10), 2289-2294. doi:10.1002/cncr.26056 



 

169 

 

Appendix A: Demographic Form 

Please answer the following questions by filling in the blanks and checking off answers, 

where appropriate. Information gathered in this form will help me get to know you better. 

If you need any help, please feel free to ask me. If there are any questions that you feel 

uncomfortable answering, you may leave them blank.  

All information provided will be kept strictly confidential. 

 

1. What is your age (in years)? _________________ 

 

As you know, you are taking part in this study because you had cancer treatment when 

you between the ages 15-29, and you have identified that you are infertile due to cancer 

treatment. The following questions are related to your cancer and its treatment. 

 

2. At what age were you first diagnosed with cancer?  _________________ 

 

3. What type of cancer were you diagnosed with?   _________________ 

 

4. Which cancer treatments did you receive? Please check all that apply. 

 Chemotherapy  

 Radiation therapy 

 Surgery 

 Stem cell/bone marrow transplant 

 Other (please specify): ________________________________________ 

 

5. Where did you receive your cancer treatment? 

 Children’s hospital 

 Adult hospital 

 

The following questions are specifically about infertility due to cancer treatment. 

 

6. Did you use sperm banking services before cancer treatment? 

 Yes 

 No 

 

7. When did you find out you were infertile? 

 During cancer treatment 

 After cancer treatment was complete 

 

8. Have you or partner had any fertility treatments to help you have children? 

 Yes, please describe:  ___________________________________________ 

___________________________________________ 

 No 
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Appendix B: Information Letter 

Information Letter to share information before participants sign the consent form. 

Study title: 

 

Experiences of Infertility in Young Men after Cancer Treatment 

 

Research 

Investigator: 

 

 

 

Lyzandra Pereira, Masters student in Applied Health Services Research,  

University of New Brunswick, Fredericton, New Brunswick  

(506) 897-1700 or lyzandra.pereira@unb.ca 

 

Research 

Supervisor: 

 

Dr. Krista Wilkins, RN, Assistant Professor, Faculty of Nursing,  

University of New Brunswick, Fredericton, New Brunswick 

(506) 447-3077 or kwilkins@unb.ca 

 

Funding: Beatrice Hunter Cancer Research Institute and New Brunswick Health 

Research Foundation 

 

Purpose: I want to learn what it is been like for you to be infertile after your cancer 

treatment. What I learn from this may help healthcare providers better 

anticipate and respond to the needs of young men.  

 

Process: 

 

Taking part in the study means that you will be interviewed about your 

experiences living with infertility after cancer treatment. You will be 

asked questions about what is like to be infertile and the impact of 

infertility on how you see yourself and your relationships with others.  

 

The interview will take about 1- 2 hours. It will take place at a location 

and time that works best for you. If it is not possible to meet in person, I 

will use an internet program like Skype. For this, you will need access to 

a computer with internet access, microphone and webcam. The interview 

will be digitally recorded and typed.  

 

Benefits: 

 

Your name will be entered into a draw for a gift certificate worth $25. I 

hope to recruit 8 people, making the chance of winning the gift certificate 

1 in 8. Also, you may find it helpful to talk about how infertility affects 

you. Your story may help healthcare providers provide better care to 

young men who are infertile after cancer treatment.   

 

Risks: 

 

There are no known risks associated with taking part in the study. If you 

become upset, I will stop talking and only continue talking, if and when, 

you feel okay to do so. I will call you within 48 hours of talking with you 

to see that you are okay. If you wish, I can also refer you to local 

resources such as your family doctor or oncologist.  

 

mailto:kwilkins@unb.ca
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Confidentiality: 

 

The information that I collect from this research project will be kept 

private. Any documents with your name or contact information will be 

kept locked and separate from information collected during the interview. 

Any information that does not need your signature will have a fake name 

on it instead of your real name. Names and places will be removed from 

typed record of what you have talked about. This recording will be 

permanently removed from the digital recorder after it has been typed. 

Information will be stored on the study computer for 2 years. It will be 

protected by a password. Only the researcher and the graduate student 

supervisor will have access to your files. 

 

Your rights: 

 

It is up to you to decide if you would like to become involved. You can 

say you don’t want to take part in this study without any problem. You 

may drop out of the study for any reason. You do not have to answer any 

questions you do not want to answer. Your participation in this study will 

not affect your relationship with the University of New Brunswick. 
 

Use of study 

information: 

Information collected from you will be used for my master’s thesis, 

articles in professional journals and public talks. No real names or places 

will be used. Your information may be used in future studies, but only 

with further ethical approval from research authorities at the University of 

New Brunswick.  

 

Informed about 

study outcome: 

 

If you wish, you will receive a summary of the study results. This 

summary will not contain any names or identifying information. This 

summary will be sent to you by e-mail or Canada Post. 

 

Additional 

contact 

information: 

 

 

This project has been reviewed by the University of New Brunswick 

Ethics Board. It is on file as REB #2015-079. If you have any questions or 

concerns about your rights, you may contact the Research Ethics Office at 

(506) 453-5189 or ethics@unb.ca.  

mailto:ethics@unb.ca
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Appendix C: Informed Consent 

Informed Consent: Experiences of Infertility in Young Men after Cancer Treatment 
 

This project has been reviewed by the University of New Brunswick Ethics Board and is on file as REB 

#2015-079 

 

PARTICIPANT QUESTIONS  

Has this study been explained to you?                                                                        Yes   No   

Have you read or had read to you a copy of this consent form?                                 Yes   No   

Have you had an opportunity to ask questions and discuss this study?                      Yes   No   

Have your concerns or questions been answered to your satisfaction?                      Yes   No   

Do you understand that your participation in this research study is voluntary            

and that you can withdraw at any time without penalty or consequence?                  Yes   No  

 

Do you understand that you have the right to refuse to answer any question  

without penalty?                                                                                                          Yes    No  

 

Do you understand that all information provided will be kept confidential  

and your anonymity and privacy will be protected?                                                   Yes   No  

 

 

 

PARTICIPANT STATEMENT  

My signature confirms that I hereby give my informed consent voluntarily and I understand that I can 

withdraw my consent at any time during the study. 

 

_______________________  ________________________     

Printed Name    Signature             Date 

 

I wish to receive a summary of the completed research. 

 

Yes   No  

I wish to be invited to a presentation of the research findings. Yes   No  

  

Please provide your contact information:  

 

Email: __________________________________________________________ 

Telephone number: __________________________________________________________ 

 

Mailing address: 

 

__________________________________________________________ 

__________________________________________________________ 

__________________________________________________________ 

 

 

RESEARCHER STATEMENT 

 

I have explained to the above participant the nature, requirements and the purpose of the study, potential 

benefits, and possible risks associated with participation in this study. I have answered any questions that 

have been raised. I believe that the participant understands the implications and the voluntary nature of the 

study. 

 

_______________________  ________________________     

Printed Name    Signature     Date 
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Appendix D: Interview guide for semi-structured interviews 

1. Briefly describe your life before cancer. 

 

Probes: What were the three most important things in your life? 

 

2. Tell me what it was like for you when you were diagnosed with cancer.  

 

Probes: How was your cancer discovered? What thoughts came to your mind when 

you were told you had cancer? What types of treatments did you have?  What 

thoughts came to mind when you were given your treatment options? When you 

think about the person you were before you were diagnosed, and the person you are 

now, what kinds of things have changed? 

 

3. You have been invited to this study because you are “infertile”. Tell me what being 

infertile means to you? 

  

4. How did you come to know you were infertile? 

 

Probes: When did you become aware that infertility could be an outcome of your 

cancer treatment? How did you respond when you learnt about the possibility? 

 

5. What has it been like for you to be infertile? How does the topic of infertility make 

you feel?  

 

Probes: How do you think it impacts your life? What have been the hardest aspects 

of being infertile? 

 

6. At the time of diagnosis or before treatment, what was discussed with you about 

fertility?  

 

Probes: What options were presented to you to preserve your fertility? (For 

example, sperm banking) What support or resources were given to you in making 

the decision to have infertility treatment? What treatment, if any, did you decide to 

have to preserve fertility?  What led you to this decision? Overall, how did you feel 

about this aspect of your cancer treatment? 

  

7. For men who had infertility treatment: 

Tell me about what was like to have infertility treatment.  

 

Probes: What were your thoughts when you had infertility treatment? What were 

your feelings about having infertility treatment? Are you happy with your choice to 
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have infertility treatment? What has been the most difficult part of having infertility 

treatment? 

 

8. What changes have occurred in your body as a result of being infertile?  

 

 Probes: How do you about these changes in your body? How have these changes 

affected your sexuality (i.e., masculinity)? Did you expect these changes? Were 

you informed these changes might occur? 

 

Questions related to Children 

9.  Do you have children? 

 

If not, tell me about your plans to have children. 

Probes: How has being infertile changed the way you view having children? Prior 

to cancer, what were your plans to have children? Now what are your plans?  

  

10.  For fathers, how many children did you have? (Before your cancer diagnosis? After 

your cancer diagnosis? 

 

How has being infertile impacted how you see yourself as a father? 

 

Probes: How has being infertile affected your role as a parent?  How would you 

describe yourself before you become infertile? How has your description of 

yourself changed? How has being infertile changed the way you view having 

children?  

 

Questions related to relationships: 

11.    Are you currently in a relationship? (Single, dating, living with a partner, married) 

 

 a) For men who are in a relationship: 

How has being infertile affected your relationships with spouse/partner (i.e., 

intimacy, sexual function, friendship, emotional connections)?  

 

 Probes:  How did your spouse/partner react to your infertility? What has changed in 

your relationship since you became infertile? What has stayed the same in your 

relationship since you became infertile? 

 

  b) For men who are not currently in a relationship: 

How has being infertile affected your previous relationships? (i.e., intimacy, sexual 

function, friendship, emotional connections)?  

 

12.  How has being infertile impacted your relationship with your parents? 
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 Probes: How did your parents react to your infertility? What has changed in your 

relationship since you became infertile? What has stayed the same in your 

relationship since you became infertile? 

 

13.  Based on your experience with infertility after cancer treatment, do you have any 

suggestions for health care professionals on how to address it? 

 

14.  Is there anything that I have not covered that you would like to share? 

 

Additional questions: 

 

15. What is your highest level of education? (Did not complete high school, high school, 

university/college degree, trade certificate or diploma, other)  

 

16. What is your current working situation? (Working full-time, working part-time, 

unemployed,   student, other) 

 

17. Which of the following best describes your racial/cultural background? (White 

(Caucasian), Black, Aboriginal (First Nations, Metis, Inuit), Asian, other) 
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Appendix E: Recruitment Poster 

Young Men Sought for Research Study! 

 

Was your fertility affected by cancer treatment?  
 

I am inviting young men to take part in a one-time interview that will last 

about 1-2 hours. I want to learn what it has been like for you to be infertile 

after cancer treatment. Your story can help healthcare providers’ better care 

for young men who have cancer. 
 

Please contact me if you are a young man who: 

1) had cancer between the ages of 15-29 

2) became infertile because of cancer treatment 

3) completed cancer treatment at least 1 year ago 

4) is 19 years of age or older 

5) is English-speaking 

 

 

This project has been reviewed by the University of New Brunswick Ethics 

Board and is on file as REB 2015-079. 
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Appendix F: Recruitment Advertisement 

 Recruitment Advertisement (Newspapers or social networking sites) 

Seeking young men who are infertile after their cancer to take part in research study 

 

I am a Masters student at the University of New Brunswick and am looking to interview 

men who were diagnosed with cancer between the ages of 15-29 in Canada. I want to talk 

with young men about what it has been like to be infertile after cancer treatment. I want 

to understand how being infertile affects how you see yourself and your relationships 

with others. Your story may help healthcare providers’ better care for young men who are 

infertile after cancer treatment.  For more information, please call (506) 897-1700 or 

email lyzandra.pereira@unb.ca. This project has been reviewed by the University of New 

Brunswick Research Ethics Board, and is on file as REB #2015-079. 
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Appendix G: Introduction Letter to Young Adult Cancer Canada 

Dear [Name]: 

I am a Masters student in the Applied Health Services Research program at the 

University of New Brunswick, Fredericton campus. I am conducting research to better 

understand the experiences of young men who become infertile after their cancer 

treatment. I am asking for your assistance in inviting young men to participate in the 

study. I have enclosed an enclosed information letter and advertisement about the study 

that can be shared with young men through your mailing list and/or social media venues.  

 

I am looking to interview men who were diagnosed with cancer between the ages of 15-

29 in Canada. I want to talk to young men about how infertility affects them and their 

relationships with others. For this study, young men can participate who are :(1) living 

anywhere in Canada, (2) currently aged 19 or older, (3) diagnosed with cancer when he 

was aged 15-29, (4) self-identifies as being infertile, (4) at least one year post cancer 

diagnosis, and (5) English-speaking. 

 

There are no anticipated risks related to participation in this study. Participants will be 

entered into a draw for a gift certificate worth $25. I hope to recruit 8 men, making the 

chance of winning the gift certificate 1 in 8. Study results may help healthcare providers 

provide better care to young men who are infertile after cancer treatment.   

 

I will conduct the interviews in a location and at a time deemed convenient by the 

participants. The interviews can be conducted either in person or through an internet 

program, like Skype. The interview will take about 1- 2 hours. All information shared at 

the interview will be kept confidential. This project has been reviewed by the University 

of New Brunswick Ethics Board and is on file as REB #2015-079. 

 

Thank you for your assistance with this project. Should you have any questions or 

concerns about the project, you may call me at (506) 897-1700 or email me at 

lyzandra.pereira@unb.ca. 

 

Sincerely, 

 

 

Lyzandra Pereira 
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Appendix H: Works of Founding Authors of Phenomenology  

Phenomenology is historically rooted in early twentieth century European 

philosophy, in particular, the philosophical principles of Husserl and Heidegger (Laverty, 

2003; Creswell, 2013).  

Husserlian Phenomenology (Descriptive) 

Edmund Husserl (1859-1938) is attributed the honor of being the founder of 

phenomenology (Laverty, 2003). Husserl is credited with introducing the study of ‘lived 

experience’ or experiences within the ‘life-world’ (Koch, 1995). Husserl believed that the 

“lifeworld” is understood as what individuals experience pre-reflectively, without 

resorting to interpretations (Dowling, 2007). The focus is on what is immediate to our 

consciousness, ‘‘….before we have applied ways of understanding or explaining it” 

(Crotty, 1996, page 95). The purpose of studying the lifeworld is to examine taken-for-

granted and perhaps uncover new and/or forgotten meanings. Husserl believes 

individuals go about their day to day living without being critically reflective or 

conscious of their experiences; therefore the objective of phenomenology is to illuminate 

the structures of consciousness, or essences, to understand human experiences (Koch, 

1995; Laverty, 2003).  

According to Husserl, the central concepts for understanding of the lived 

experiences are intentionality, essences, and phenomenological reduction (Koch, 1995). 

Husserl believed in the cartesian concept of duality, where the mind and body are 

mutually exclusive (McConnell-Henry, Chapman, & Francis, 2009). He contended that 

knowledge stems from conscious awareness and being influenced by Cartesian duality 

because he believed that the mind was directed towards objects. He termed this 
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directedness ‘intentionality’ (McConnell-Henry et al., 2009). According to Husserl, 

consciousness is unavoidable and is implicit in everything that is spoken about or referred 

for all consciousness is consciousness of something. Every act of consciousness, every 

experience is correlated with an object. Intending is the conscious relationship we have 

with an object, a way of knowing or experiencing. Object is used in the grammatical 

sense and refers to a person, place, idea, image, fantasy, and so forth (Sokolowski, 2000).  

By intentionally directing a person’s focus, the person could then develop a description of 

a particular reality. Essences give common understanding to the phenomenon under 

investigation and identify what an experience means to the person concerned (Paley, 

1997). In Husserl’s view, for the descriptions to be considered a science, commonalities 

in participants’ experience must be identified to allow a generalized description. 

Therefore, essences are considered a true representation of the nature of the phenomenon 

being studied, and reality to be objective and independent of history and context (Lopez 

& Willis, 2004).  

Additionally, Husserl believes in order to reveal the true essence of the “lived 

experience”, one must suspend their judgement or put aside their particular beliefs about 

the phenomena in order to see it clearly. Hence, Husserl advocated the use of 

phenomenological epoche; Epoche is the Greek word for ‘bracketing’ (Dowling, 2007). 

In Husserl’s view, bracketing shows the pure character of conscious experience by means 

of careful description. However, the language we use to describe phenomena is culturally 

constructed and words only have meaning in relation to general agreement about their use 

(Paley, 1997). Thus, one’s ability to forgo the objective understanding produced by 
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acculturation as demanded by Husserl has come under criticism in more recent 

phenomenological works, such as those of Heidegger and van Manen. 

Heideggerian Phenomenology (Interpretive) 

Martin Heidegger (1889–1976) was a student of Husserl, and his hermeneutic 

phenomenology like Husserl’s phenomenology is concerned with human experience as it 

is lived (Dowling, 2007). However, in contrast with Husserl, who believed that conscious 

awareness equated with knowledge, Heidegger was interested in moving from description 

to interpretation (McConnell-Henry et al., 2009). Heidegger rejected the Cartesian mind-

body duality of human existence, rather he focused on ‘Dasein’ which is translated to be 

the mode of being human (Laverty, 2003). Dasein considers what it means to be or as 

Heidegger termed it ‘Being-in- the-world’ (McConnell-Henry et al., 2009). The meaning 

of being is subject to the context of that being, but meaning always exists.  

Heidegger's notion of being-in-the-world expresses the ontological assumption that 

the nature of human being is one of initial and fundamental openness or relatedness to 

our world. Heidegger proposes that our initial encounters with objects in the world are 

not of isolated subjects looking at "objective" objects in a "knowing" way. Rather, our 

initial experience of objects is a function of our cares, concerns, and goals at the time 

when we perceive them. Our immediate world-experience is thus continuously and pre- 

reflectively structured, organized, and reorganized along functional and interpretive lines 

(Hersch, 2003). 

From a phenomenological hermeneutic perspective, human experience is always 

contextual, situated in time and space, in one's history and culture, one's body, loves and 

fears, cares and anticipations. Human experience is situated in the multidimensional 
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sense of time; even our most future-directed projects can only be understood against the 

background of our past experiences and in the light of our present position as we interpret 

it (Hersch, 2003). Human experience is seen as always interpretive, from one's own 

unique spatial, temporal, and meaningful (careful) perspective. We interpret our situation 

in the light of our prior understandings, cares, concerns, emotions, and values. 

Heidegger believed that consciousness is not separated from the world, but is a 

formation of historically lived experience. Koch (1995) outlined Heidegger’s emphasis 

on the historicality of understanding as one’s background or situatedness in the world. 

Historicality, a person’s history or background, includes what a culture gives a person 

from birth and is handed down, presenting ways of understanding the world. Through this 

understanding, one determines what is ‘real’, yet Heidegger also believed that one’s 

background cannot be made completely explicit (Laverty, 2003). Hence, the goals of 

phenomenology are to illuminate details often taken-for-granted, to create meaning and to 

achieve a sense of understanding within the social context. Interpretation is therefore 

critical to the process of achieving this understanding, as people exist hermeneutically 

and derive meanings from their interactions and experiences (Laverty, 2003). 

Heidegger proposed that everyone exists hermeneutically, deriving significance in 

whatever is experienced or sensed in the world (McConnell-Henry et al., 2009). The 

hermeneutic circle relies on the circular movement from the whole to the parts, 

deconstructing and then reconstructing all the contributions, resulting in a shared 

understanding. By utilizing the hermeneutic circle the researcher attempts to ‘read 

between the lines’ and uncover the true essence of the experience (McConnell-Henry et 

al., 2009). 
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Whereas Husserl advocates for bracketing to fully understand the experience of the 

participants and avoid imposing a prior hypothesis on the experience, Heideggerian 

phenomenology rejects the need for bracketing (Creswell, 2013). Heidegger believed that 

people are, by nature interpreting beings, and that any attempt to bracket oneself from a 

phenomenon will fail because it is intrinsically impossible. In addition, Heidegger 

believed that the researcher’s ability to interpret the data was reliant on previous 

knowledge and understanding. Heidegger called this prior understanding fore-structure or 

fore-conception (McConnell-Henry et al., 2009). Therefore, Heidegger saw the 

researcher as a legitimate part of the research, as being-in-the-world of the participant. To 

this end, the Heideggerian approach asks researchers to engage in a process of self-

reflection so that the biases and assumptions can be embedded in the interpretation 

(Koch, 1995). 
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Appendix I: Recruitment Efforts 

 

Recruitment Medium (Success) 

 

Cancer Support Group (n=3) 

Young Adult Cancer Canada 

Canadian Cancer Society 

Testicular Cancer Canada 

Prostrate Cancer Canada 

Movember Canada 

Hope Spring 

Cancerview 

CancerFightclub  

Atlantic Cancer Research Institute  

Canadian Cancer Survivor Network 

CancerBridges 

Wellspring 

 

Fertility Clinics (n=0) 

Conceptia 

Atlantic Assisted Reproductive Therapies 

Life quest 

First steps 

Hannam fertility 

Astra fertility 

Repromed 

Rogue Valley Fertility centre  

Genesis fertility centre 

Olive Fertility centre 

Grace fertility centre 

The Montreal fertility centre 

Heartland Fertility & Gynecology Clinic  

Aurora Reproductive Care 

 

Universities (n=1) 

Posters 

Electronic news 

 

Classified Ads (n=0) 

Kijiji 

Craiglist 

 

Media (n=0) 

Social Media - Facebook community 
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