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A qualitative inquiry
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approach to cfc that meets the needs of this unique 
cancer population and reduces further possible physi-
cal, psychological, or social cancer sequelae.
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1. INTRODUCTION

In Canada, cancer is the major cause of early death 
among young adult women and the third-ranking 
cause of death among young men between the ages of 
20 and 441. Although the mortality rate among young 
adults with cancer is significant, most survive to live 
long lives2,3. From the limited understanding avail-
able to date, it is apparent that young adults diagnosed 
with cancer are presented with challenges of fertility, 
sexuality, education, work, and relationships at a time 
when their peers are progressing along the road to 
independence, productive careers, and families4–8,a.

For researchers, the cancer journey has some 
distinct points along the way, as outlined by Cancer 
Care Ontario9; however, for patients, the distinc-
tions are often less clear. The most important points 
in the cancer journey from the patient’s perspective 
are acute care (including diagnosis) and follow-up 
care5. In the present study, we focus exclusively on 
the survivorship phase—and particularly on the can-
cer follow-up care (cfc) experiences of young adult 
cancer survivors in Canada.

To contextualize the Canadian health care sys-
tem, it is important to understand that the delivery of 
health care in Canada is a matter of provincial juris-
diction, and that the delivery of health care services 
varies greatly from region to region10. Currently, 
there is no comprehensive national model of cfc in 
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Purpose

The purpose of the present study was to assess 
whether current cancer follow-up care practices meet 
the needs of young adult cancer survivors in Canada.

Methods

This qualitative study used a constructivist grounded 
theory framework to analyze telephone interviews 
with cancer survivors from across Canada diagnosed 
between the ages of 18 and 39 years. The focus was 
specifically on cancer follow-up care (cfc).

Results

Interviews were conducted with 55 participants, 
and 53 interviews were used for the analysis. The 
overall theme that emerged from the data was the 
lack of age-specific cfc. Some of the subthemes that 
emerged were the absence or inadequacy of fertility 
and infertility treatment options; of psychologi-
cal services such as family, couples, and sexuality 
counseling; of social supports such as assistance 
with entry or re-entry into the education system or 
workplace; of access to supplemental health insur-
ance; and of survivorship care plans. Based on the 
data resulting from the interviews, we developed a 
conceptual model of young-adult cfc incorporating 
the major themes and subthemes that emerged from 
our study. The proposed model aims to ensure a more 
age-appropriate and comprehensive approach to cfc 
for this group of cancer patients.

Conclusions

Current Canadian cfc practices are inadequate and 
do not provide comprehensive care for young adult 
cancer survivors in Canada. The conceptual model 
presented here aims to ensure a more comprehensive 
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Canada. In some jurisdictions, cfc includes physical 
(medical) and psychosocial care; in other cases, cfc 
includes only physical check-ups at given intervals. 
Many cancer centres in Canada also lack resources 
specific to young adults with cancer11. The lack of a 
comprehensive cfc approach for young adult cancer 
survivors may be a result of gaps in knowledge about 
the cfc needs of this unique age group12.

Several studies have reported on the experiences 
of young adult cancer patients, but most have focused 
on slightly different populations (children diagnosed 
with cancer who are now young adults); on different 
phases in the cancer journey (treatment); or on cancer 
issues in general. One such study from the United 
States reported that older young adults expressed a 
need for improved age-appropriate information and 
support (such as fertility options and psychological 
counseling) and that younger respondents wanted 
treatment options that least interfered with their life-
style13. General health and wellbeing, sexuality, and 
a lack of social support have been cited as important 
issues for young adults, but are often poorly under-
stood during cfc in this population14. Other studies 
provide evidence supporting the benefits of social 
support, counselling, and therapeutic intervention 
for the emotional, functional, and symptom-related 
adjustments associated with cancer survival15,16.

Thompson et al. conducted focus groups with 
young adult cancer survivors to discuss cfc and iden-
tified 3 categories of concerns: transition to follow-up 
care, psychosocial issues, and social issues17. Partici-
pants reported that they felt unprepared for the transi-
tion from acute treatment to follow-up care and were 
not sure who could best help them with the physical, 
emotional, and social issues that later arose from 
the lingering effects of treatment. Thompson et al. 
proposed a model of cfc that includes a transitional 
care plan, monitoring for recurrence and late effects, 
and assistance with getting back to “normal”17. Other 
authors have identified the need for financial assis-
tance for young adult cancer survivors18,19.

The goals of the present study were to quali-
tatively document the experience of cfc by young 
adults in Canada and to document the gaps in cfc.

2. METHODS

2.1	 Definitions

The term “young adult” is not uniquely defined 
in the context of cancer20. Many studies of young 
people with cancer have included adolescents, and 
many have used age ranges between 14 and 39 
years. However, the upper age limit defining young 
adulthood has been greatly debated and ranges from 
29 to 49 years20,21. A roundtable discussion with 
senior oncology researchers resulted in a decision 
on an upper age limit of 39 years22. For the present 
study, we set the age range at 18–39 years, focusing 

exclusively on young adults. The rationale for this 
definition is a combination of factors that are both 
pathophysiologic (nonepithelial vs. epithelial cancers) 
and psychosocial. The age of 18 marks the transi-
tion from high school student to a person who may 
leave home to study or work. Throughout their 30s, 
many young adults are searching for emotional and 
financial stability while trying to establish secure 
intimate relationships1,23. The major task for young 
adults between the ages of 18 and 39 is to establish 
independence, and this stage in life is an important 
context for their cfc experiences1.

Cancer follow-up care is also difficult to define. 
No generally accepted definition exists. To some 
extent, cfc is cancer-specific—for example, when fo-
cusing on early detection of a recurrence, the presen-
tation of symptoms differs greatly depending on the 
cancer24. Cancer follow-up care is “not just a single 
event with a certain end but an enduring condition 
characterized by ongoing uncertainty, potentially 
delayed or late effects of the disease or treatment, and 
concurrent psycho-social issues”25. Comprehensive 
cancer care, according to the Canadian Strategy for 
Cancer Control, should include both biomedical and 
non-biomedical care26. Cancer follow-up care can be 
characterized as short- (1–3 years), medium- (up to 5 
years), and long-term (5–10 years)27,28. In the present 
qualitative study, we focused on short- and medium-
term cfc for cancer survivors who are not palliative.

2.2 Participants

The study recruited young adults diagnosed with any 
kind of cancer between the ages of 18 and 39 years. 
Participants were required to have the ability to speak 
either English or French and to give consent. They 
received a $20 gift certificate for their participation. 
The recruitment strategy included posts on social 
networking sites (for example, Facebook), online 
classified websites (for example, Kijiji), newslet-
ters and online message boards at cancer advocacy 
groups (for example, Young Adult Cancer Canada) 
and cancer-specific agencies (for example, Thyroid 
Cancer Canada), posters in various oncology clin-
ics, and articles and interviews in newspapers and 
other media.

Once a potential participant contacted us by 
telephone (toll-free), e-mail, or Facebook to indicate 
a willingness to engage in the study, that individual 
was screened for eligibility according to our inclu-
sion criteria. The screening was conducted using 5 
questions asking for location, current age and age at 
diagnosis, sex (implied), and language of choice. A 
consent form was forwarded to eligible individuals, 
and a telephone interview date was set. Before the 
telephone interview commenced, the participant 
and the interviewer discussed the consent form to 
ensure that the participant was fully aware of the 
study procedures, risks, and benefits. The study was 
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reviewed and approved by the research ethics boards 
of Dalhousie University (no. 2009-2098) and Memo-
rial University (no. 10-46).

2.3 Data Collection

Qualitative interviews were conducted using open-
ended questions. The first two questions were 
designed to make the participants feel comfortable 
and to elicit their stories. Question 3 asked about 
current cfc, and questions 4–9 asked about broad 
cfc issues that could be characterized as physical, 
psychological, relationship, and social. Questions 10 
and 11 related to experiences and satisfaction with 
the participants’ current cfc and their recommenda-
tions for improvement. After the interview, sociode-
mographic information was collected to create a 
participant profile.

We aimed to interview a diverse sample in a 
homogeneous population (young adult cancer sur-
vivors) using age, location, and sex as prescreening 
questions. This process is called theoretical sam-
pling29,30. Theoretical sampling was constrained 
by the parameters of the self-referral nature of the 
recruitment strategy31. Two research assistants con-
ducted all the interviews. The interviewees and the 
interviewers were sex-paired. All interviews were 
transcribed verbatim and proofed for accuracy.

2.4 Analysis

We used a constructivist grounded theory approach 
to analyze the data. Constructivism is a research par-
adigm that rejects the notion of an objective reality, 
instead viewing realities as a social construct. Data 
are narrative constructions and may have multiple 
meanings. Researchers have to go beyond the “sur-
face” of the data to find meaning and values32. Con-
structivist grounded theory methods are often used 
in health research when the voice of the participants 
is important33,34. Interviews were conducted and 
transcribed verbatim concurrently with the analysis, 
consistent with the constructivist grounded theory 
methodology. Four team members (2 co-investigators 
and 2 research assistants) independently read the 
same three transcripts [representing diversity based 
on age, cancer type, and residence (urban or rural)] 
and developed a coding scheme during a 2-day 
meeting. Using the constant-comparison method 
and continued discussions among the team members, 
the rest of the transcripts were each coded line-by-
line by a single researcher to ensure consistency30. 
Throughout the coding process, the team held regular 
formal and informal meetings to discuss codes if new 
issues emerged. If need be, the coding scheme was 
adjusted. The coding process was facilitated through 
use of the qualitative data analysis program NVivo 9 
(QSR International, Doncaster, Australia). The so-
ciodemographic information was analyzed using the 

statistical data analysis program SPSS (version 15: 
SPSS, Chicago, IL, USA).

3. RESULTS

From across Canada, 67 young adult cancer survi-
vors contacted us about the study. Of the 67, 55 par-
ticipated in telephone interviews. The remaining 12 
could not be reached or declined to participate after 
the initial contact. On average, the interviews lasted 
45–90 minutes; interviews with female participants 
tended to be twice a long as those with male partici-
pants. After approximately 35 interviews, saturation 
was reached (the interviewers did not hear any new 
information); however, recruiting continued to ensure 
a diverse sample of participants based on location and 
sex. The mean age of the participants at diagnosis 
was 29 years, three quarters were female, and one 
quarter lived in a rural area with a population less 
than 10,000. Five participants (9%) self-identified 
as visible minorities. Just fewer than half (47%) had 
either thyroid or breast cancer (for more details, see 
Table i). Two participants did not meet the inclusion 
criteria: at time of diagnosis, one was older than 39 
(age 44) and the other was younger than 18 (age 14). 
Those participants were removed from the analysis, 
even though their experiences were similar to those 
of the remaining 53 participants. Most participants 
were 1–5 years post diagnosis.

3.1 Themes

The overarching theme that emerged from the inter-
views was a desire for age-specific interventions to 
address the follow-up care needs of this population. 
In addition, four subthemes (medical, psychological, 
social, and system needs) were identified. Table ii 
provides illustrative quotes summarizing the overall 
theme and the subthemes.

3.1.1	 Need	for	Age-Specific	Care
When participants were asked about their current cfc, 
76% mentioned the need for age-specific cancer care. 
For example, an ovarian cancer survivor diagnosed 
at age 29 described the difficulties she had finding 
relevant information, saying that the resources she 
found were “all older-age related and not helpful at 
all.” Participants found that specific issues related 
to their stage in life were not adequately addressed.

3.1.2	 Medical	Care	Needs
In addition to regular medical care such as physical 
check-ups, study participants made it clear that they 
would like to see

• more survivorship care plans during cfc,
• better access to imaging and tests to detect re-

currences, and
• better infertility treatment options.
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Many participants felt lost after completion of 
their acute cancer treatment; they had no clear idea 
what to expect regarding cfc. Some (15%) suggested 
a survivorship care plan to help better coordinate care 
and to give survivors a sense of control over their 
own health. A small number of participants (11%) 
felt that follow-up care visits had to be more “active,” 
including more scans and tests.

Fertility issues are unique and important to can-
cer survivors in this age group. Of our participants, 
29 of 39 women (74%) and 10 of 14 men (71%) 
mentioned fertility issues during the interviews. 
Of participants who discussed fertility issues, 56% 
were between the ages of 26 and 35 years. Fertility 
preservation such as sperm banking was attempted 
for only a few participants. The aggressive nature of 
some cancers and the frequency of delays in diagno-
sis in this age group meant that fertility preservation 
was not always possible before treatment. Also, many 
patients do not have access to fertility treatment 
centres in their area. Thus, infertility was a major 
concern for many participants.

3.1.3	 Psychological	Care	Needs
Many cancer centres and oncology units have a 
psychologist on staff who is available during treat-
ment; however, this service seems to be less acces-
sible during cfc. Study participants reported feeling 
that, during their cfc, they had entered a period of 
uncertainty. Some struggled with depression, anxi-
ety, fear of recurrence, and problems with sexuality 
and infertility.

Participants with young children faced additional 
challenges in terms of childcare and helping their 
children deal with emotions related to having a seri-
ously sick parent. Most parents (79%) discussed the 
need for family counselling to help their children 
cope. In addition, some felt that their partners or 
other family members could also have benefited 
from counselling.

3.1.4	 Social	Care	Needs
Although many cancer centres and oncology units 
have social workers on staff, participants expressed 
a desire for a broad set of social care needs to help 
deal with the enormous disruption that a cancer 
diagnosis brings to the lives of young adults with 
cancer. Work and schooling are often disrupted, 
because few young adults have established career 
patterns. Job continuation after treatment is often 
very difficult for survivors; many find themselves 
unemployed. Hence, during cfc, workforce re-entry 
and career counselling are important. In our study, 
42% of participants were working full time; 17% 
were working part time or casual; 19% were not 
working (unemployed, on unpaid sick leave, home-
makers); 9% were on long-term disability; and 13% 
were in school. School issues were discussed almost 
exclusively by participants less than 25 years of age 

table i Characteristics of the study participants

Variable Value

Participants (n) 53
Age

Current (years)
Mean 32±6.43
Range 20–44

At diagnosis (years)
Mean 29±5.93
Range 18–39
<25 Years (n) 13
≥25 Years (n) 40

Years since diagnosis [n (%)]
<1 1 (2)
1 17 (32)
2 9 (17)
3 6 (11)
4 6 (11)
5 8 (15)
>5 6 (11)

Sex [n (%)]
Female 39 (74)
Male 14 (26)

Cancer type [n (%)]
Breast 13 (25)
Thyroid 12 (23)
Non-Hodgkin lymphoma 8 (15)
Hodgkin lymphoma 6 (11)
Testicular 4 (7)
Other 10 (19)

Geographic location [n (%)]
Eastern Canada 34 (64)
Central Canada 16 (30)
Western Canada 3 (6)

Residence in rural areaa [n (%)] 13 (25)
In a relationshipb [n (%)] 32 (60)
Have children [n (%)] 24 (45)
Completed postsecondary educationc 38 (72)
Employment status [n (%)]

Working
Full-time 22 (42)
Part-time/casual 9 (17)

Not workingd 10 (19)
ltd/government assistance 5 (9)
Student (full- or part-time) 7 (13)

Supplemental private health insurance (currently)e 42 (79)
Annual family income

<$30,000 7 (13)
$30,001–$50,000 7 (13)
$50,001–$70,000 7 (13)
$70,001+ 23 (43)
Chose not to answer/did not know 9 (17)

a Population less than 10,000.
b Married or common-law partner.
c  Community college diploma, undergraduate or graduate uni-

versity degree.
d Unemployed, homemaker, unpaid sick leave.
e  Includes parental/spousal supplemental health insurance 

coverage.
ltd = long-term disability.
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table ii Illustrative quotations from participants of their cancer follow-up care needs

Theme Sample statements

Age-specific care needs
There weren’t a lot of options for young adults when I was first going through it, [and] so that’s one of my major frustrations, 
actually. And for a lot of people that I speak with is that they can’t find the information. It’s not easily accessible.... It’s not handed 
out to you at the cancer centres. It’s all older-age related, [and] so it’s not helpful at all.
—Female, ovarian cancer, diagnosed at age 29

I was 19. And I’m, like, “I have to find sperm?” I’m single. I’m like, “Where am I going to get sperm?” And I didn’t like the idea 
of getting an anonymous—you know, that was really tough.... You could go out of province, I think, to Quebec to have just an egg 
frozen, but I guess it’s considered experimental, if it even works. It’s like in the tens of thousands of dollars.
—Female, Hodgkin lymphoma, diagnosed at age 19

Medical care needs
When I went back, all I received was a, like, a rubdown sort of thing: check my armpits, check my groin, the areas where a lump 
would come back. And asked ... questions, and there was no type of medical test done.... So I wasn’t happy with that, really.
—Male, non-Hodgkin lymphoma, diagnosed at age 34

When they test for [blood] levels, they usually only test your tsh and t4. And that’s usually all they will test you for, but there’s 
another one they should test you for too. I would just feel more comfortable if they [were to] test all three, because I read so much 
about it, and there’s things that are ... I don’t know ... because my levels were fine before I was diagnosed, which was why they 
were thinking probably that I didn’t have cancer. But, obviously, there was something wrong, but it wasn’t showing. Maybe if 
they tested all three of them, maybe they would have seen.... I don’t know ... but I would just feel more at ease.
—Female, thyroid cancer, diagnosed at age 27

Psychological care needs
Some kind of counselling around how to deal with young children when the parent is sick would have been helpful. And, also, I 
don’t know—something for my husband maybe, too, would have been good. Because, you know, it’s kind of a different experience 
when you are a young person. We’d only been married for a few years.... I think it would have been helpful for him to still have 
someone to talk to, you know.
—Female, breast cancer, diagnosed at age 36

I took a lot of, a lot of, my rage out on my girlfriend. Not physically, of course, but more emotionally. Umm, you know, I was 
really uncomfortable with my body. Umm, so, and like, I needed space, and during that time she needed to be close. And that, it, 
I was just really uncomfortable with her around. And, umm, I guess, it—it really wasn’t a whole good situation for us. Umm, I, 
yeah, you know, I ... we fought a lot. Umm, well it was more me doing the fighting and her just taking it, and it obviously led to 
our breakup, and now we don’t really have a relationship at all.
—Male, testicular cancer, diagnosed at age 19

Social care needs
There should be definitely something for people that fall into the category that doesn’t get any money.... The cost of the drugs that 
I paid monthly after my chemo was horrendous.
—Female, breast cancer, diagnosed at age 34

There are those who can afford to go out and have [infertility treatment] procedures done and ... and all this, like.... And I have 
to say that, at that point [right after treatment], I did not have insurance or ... money, necessarily, to be able to do that. But I wish 
I’d been pointed out those options, and I would like there to be a fund that people can apply to, to get—to help them do that.
—Female, breast cancer, diagnosed at age 32

System care needs
I think a patient navigator for one. I think, in the perfect world, that would be someone who would start right at diagnosis and 
take you through to the end, whatever that may be.... I don’t know if it would be specific to each individual, but specific again to 
the age group.
—Female, cervical cancer, diagnosed at age 28

In the kind of whole ideal world is, you know, you can go to one place and have everything done.... Everything is in one department. 
You know, you’re not going from department to department.
—Female, Hodgkin lymphoma, diagnosed at age 21
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(93%); work issues were prominent among partici-
pants older than 25 (71%). As a result of their poor 
participation in the workforce, many participants had 
experienced financial problems.

3.1.5	 System	Care	Needs
The fourth and final subtheme that emerged from the 
analysis was system related:

• A “one-stop” cancer centre to provide all care, 
including psychological and social cfc

• Better access to supplemental health insurance
• Patient advocates or navigators to help facilitate 

a more coherent and comprehensive approach 
to cfc

The desire for a “one-stop” cancer centre that 
includes psychological and social care to enable 
continuity of cancer care into the cfc phase of the 
cancer continuum was specifically mentioned by 
12% of participants.

In Canada, supplemental health insurance is a 
private health insurance option in addition to the 
universal basic public health insurance (which covers 
hospital and physician visit costs). For participants 
in the workforce, the purchase of private health 
insurance is often a shared responsibility between 
employer and employee. Depending on the situa-
tion and the insurance company, many children and 
young adults are covered by parental private health 
insurance up to the age of 25. In some cases, an in-
dividual buys private health insurance outright. In 
our sample, 21% of survivors lacked supplemental 
health insurance. This subgroup had to personally 
pay for all of their medication and allied health care 
services. Also, once the diagnosis of a serious ill-
ness was made, private health insurance was more 
difficult to obtain.

4. DISCUSSION

It is apparent from our study that current cfc practices 
in Canada for young adults are inadequate. During a 
workshop organized by the Canadian Task Force on 
Adolescent and Young Adult Cancer, issues similar 
to the ones identified in our study were described, 
specifically the medical and psychological care 
needs; however, our findings also highlight specific 
social care and system care needs that are rarely dis-
cussed (if at all) in the literature35. Ramphal et al.11 
described a new model of cancer care with a focus 
on medical care, psychosocial support, and physical 
environment (related to treatment). However, social 
and system issues were not mentioned as being im-
portant in cfc. We believe that, during cfc, social 
care needs and system care needs are as important 
as medical and psychological needs. Being unable 
to work or not having supplemental health insurance 
can have a profound impact on the cancer survivor 

and can lead to mental and physical morbidities in 
addition to those associated with cancer36. In terms 
of follow-up medical care needs, we recognize that 
some of the needs expressed by participants, such as 
wanting more tests or imaging, might not always be 
necessary or appropriate37. A paradox accompanies 
the desire for more testing, because such testing can 
often lead to increased anxiety, and it is not without 
risks38. At the same time, such surveillance can also 
reassure until the next round of testing. Perhaps the 
desire for tests and scans is in reality a desire for 
reassurance. That need could also be met by more 
counselling and information.

Thompson and colleagues used focus groups with 
young adult cancer survivors between the ages of 22 
and 30 years to conduct a small qualitative study in 
Australia. Although their study did not focus exclu-
sively on cfc, the study participants discussed cfc 
issues17. The findings from the Thompson et al. study 
are similar to ours, albeit less detailed. Participants 
in both studies described anxiety about cfc because 
it is less structured than active cancer treatment. Em-
ployment and education were also significant issues 
both in the Thompson et al. study and in our findings.

As all three of the foregoing studies demon-
strated, the needs of young adult cancer survivors 
in countries such as Canada, the United States, and 
Australia are not being met in a comprehensive 
manner11,17.

As a result of the analysis of our data, we de-
veloped a conceptual model of cfc that is more 
comprehensive than the fragmented care currently 
provided. Figure 1 depicts the model as a schematic, 
and Figure 2 describes in more detail the unique age-
specific cfc needs of this group. Some of the needs 
may be relevant to all cancer survivors regardless of 
age; others are unique to the young adult age group.

figure 1 Conceptual model of follow-up care in young adults with 
cancer.
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We are not advocating for new cfc infrastructure 
for young adult cancer survivors, but we do encourage 
existing centres to take into consideration the unique 
needs of this cancer population and to include age-
specific resources. In fact, the International Charter 
of Rights for Young People with Cancer declares that 
young people with cancer have a right to receive appro-
priate age-specific comprehensive care39. The delivery 
of health care in Canada is a matter of provincial juris-
diction, and it varies greatly from region to region10; 
however, the needs of this group of cancer survivors 
are similar no matter the health care jurisdiction. The 
participants in our study indicated that current cfc 
practices in Canada do not meet their needs and that 
a new approach is required to take their unique needs 
into consideration. Meeting more of the cfc needs of 
this population would help them transition more easily 
to the “normalcy” that they desire, would empower 
them to achieve independence, and would reduce 
psychological and social morbidity5.

4.1 Study Limitations

Our study is based on a theoretical sample and there-
fore the results cannot be generalized to all young 
adult cancer survivors. We acknowledge that our 
sample had a larger proportion of female participants 
and a larger representation of participants from 
Eastern Canada than from other parts of the country, 
which may have biased the results. Nonetheless, we 

are confident that, among young adult cancer survi-
vors, our participants represented enough diversity of 
cancer type, residence (urban, rural), and geographic 
area that our study results are transferable to this 
population across Canada. As in most research stud-
ies, particularly self-referral studies such as this one, 
participants who experienced significant challenges 
might have been more inclined to participate than 
young adults who did not. However, we feel that 
we have identified deficits in current cfc in Canada, 
and we are confident that our conceptual model of 
cfc will be beneficial to many, if not all, young adult 
cancer survivors.

5. CONCLUSIONS AND FUTURE DIRECTIONS

The provision of age-appropriate comprehensive cfc 
in Canada is inadequate. A comprehensive approach 
to cfc can reduce the physical, psychological, and 
social morbidity associated with cancer. Such an ap-
proach is important for young adult cancer survivors 
who potentially have many productive years ahead. 
Hence, we propose a conceptual model of cfc based 
on the needs and recommendations of the participants 
in the present study.
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