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ABSTRACT

Recognizing Heterogeneity: A Mixed Methods Approach to Language and Social Factors in
Psychosocial Support Access for Canadian AYA Cancer Survivors.

Anna Maria Buhin

This thesis examines support programs for Canadian adolescents and young adult (AYA)
cancer patients and survivors, using a mixed-method approach. Research suggests two
demographic trends over the past decade that are noteworthy for my study. First, cancer
diagnosis rates have increased yearly. Second, survival rates have improved exponentially.
Within these trends, we find a growing number of AYA cancer patients and survivors. While
growing, this population has been, unfortunately, insufficiently understood. AYA cancer patients
and survivors experience poorer psychological well-being, such as higher rates of anxiety and
mood disorders. Psychosocial support exists to improve the well-being of AYA cancer survivors
and has been shown to impact them positively. Current literature, however, confounds all cancer
survivors into a homogenous group and continues to compare them to the general population.
While existing research considers barriers and bufters, such as language, cultural background,
migrant status and income, not enough attention has been given to understand how within-

category differences factor in accessibility, not just to healthcare but also to support programs.

Accordingly, this study set out to investigate the role of language differences in access,
not only to healthcare, but also to psychosocial care for AYA cancer patients and survivors. The
initial goal was to test if a parallel exists in accessibility issues across primary healthcare settings
and tertiary psychosocial care settings, such as those exemplified by the social-recreational

services provided by charities and foundations.
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Quantitative analysis using data from Canadian Community Health Surveys establish that
Canadian AYA cancer survivors are a heterogeneous subpopulation. Logistic regression analyses
show that language spoken at home has statistically significant results in its impact of healthcare
access. Other social demographic characteristics, such as income and visible minority status
appear to have a stronger significant impact on healthcare access than the variables pertaining to

language.

Interviews with six survivors/entourage and three foundation representatives suggest that
language does not inherently cause accessibility barriers. For instance, ease of access also stems
from successful communication with trusted medical professionals, which can be achieved with
trust in the medical providers and ease in communication. When a provider and patient do not
struggle with language barriers, communication comes more easily. In this way, language can
impact access as catalyst for trusting relationships with providers rather than a direct barrier to
understanding that there is support. Age, gender, and cancer status all impact access to care and
its efficacy, which is closely related to social comparison among peers. The ability to relate to
other survivors seems to be dependent on their social similarities. Further studies must continue
to view AYA Cancer survivors as a heterogenous subgroup and avoid limiting research to the

comparison of those who have had a cancer diagnosis and those who have not.
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Chapter 1: Introduction:

Personal Perspective:

Up to this point in my life, nothing has been quite as distressing, yet impactful, as my
cancer diagnosis. At the age of fifteen, I had to face my mortality but still consider my future,
think of the worst-case scenario while doing my best to move ahead with school, and go through
chemotherapy as I tried to prepare myself for the upcoming years of late adolescence and early

adulthood.

While my treatments were efficient and led me to a full recovery, remission did not offer
the definitive cut from the difficulties of cancer. It certainly was an improvement in the physical
aspect of cancer with the end of treatments. In terms of social and emotional difficulties, such as
issues returning to a regular school setting with my peers and the resurgence of mental health

difficulties, they persisted.

I feel lucky to have had support from foundations and charities such as Leucan and the
Tip of the Toes Foundation. Their programs and activities allowed me the space and tools
necessary to improve my well-being once treatments had ended. While hospital stays and
treatments gave me back my body and life, the programs of these organizations gave me back my
independence and confidence. Attending camps organized by Leucan allowed me to be
surrounded by other young survivors and not feel so alone in this process, despite being
supported by my family. I also participated in a sailing expedition in the maritime provinces,
thanks to the Tip of the Toes Foundation. The expedition literally and figuratively expanded my

horizons and showed me that I could do so. In essence, when speaking for myself, I can



confidently say that having had this kind of support has improved my emotional well-being and

provided me with the confidence to improve my position despite the diagnosis.

With a renewed perspective and recurring support for close to five years following my
diagnosis, I was able to move ahead in my young adult life. Having started my education in
social sciences while I was still participating in activities with Leucan and the Tip of the Toes
Foundation, I was able to make some initial observations that led to the development of this
project. The observation that motivated this work was that most of the other participants in these

activities spoke one of our two official languages.

As the daughter of immigrants, born in Canada, I was able to find common ground with
most of my cancer survivor peers, whether they were Canadian born or not. Though there were
other survivors like me that did not have the same cultural background as a French Canadian “de
souche,” I had noticed that nearly every person surrounding me was primarily French-speaking.
In addition, the groups I was in during the activities were formed primarily of Quebec or Ontario

participants.

At that point in time, I was not aware of the social determinants of health as I am now;
nevertheless it made me wonder where the cancer patients and survivors who do not speak the
official languages fluently were. Did they struggle with finding the programs? Were they not

interested in the activities? Or is there a larger issue with accessibility and language?

I understand my experience is circumstantial, although it was an observation that was
seen throughout the multiple years I was involved with the foundations, either as a participant or
a volunteer. As a survivor, I understand that cancer diagnosis and treatments impact everyone

differently. The timing of the diagnosis, as well as the type of cancer, could influence outcomes



of a patient. As a sociology graduate, I am aware that social positions absolutely can have an
impact on social outcomes following diagnosis. In my case, it had a direct impact on my
education and my psychosocial development. Having to make up for lost time was not an easy

task, especially with the weight of a cancer diagnosis on my mind.

Studyv goal and structure:

Though cancer is far from being the leading cause of death in Canada, it is far from
uncommon. Roughly two Canadians out of five will experience a cancer diagnosis in their
lifetime (Canadian Cancer Society, 2023, pp. 6). Concurrently, the five-year survival rate has
gone up a significant amount since the 1990s, from 55% to 64% when encompassing all ages and
types of cancers (2023, pp. 7). In sum, the Canadian cancer survivors’ population is growing
quickly. The same tendencies are visible in younger groups. There are more cancer survivors, but
young cancer survivors have their entire lives ahead of them as survivors, and any issues and
characteristics that come along with the title. In fact, in an article studying the potential
plateauing of pediatric cancer survival rates in the United States, ranging from the 1970s to the
early 2010s, the authors find that the survival rates of pediatric cancer patients specifically have
vastly improved (Smith et al. 2014, pp. 2492). However, the article states that while the rates
have improved, there are still issues to consider: “Despite the successes in identifying effective
treatments for some cancers, at the end of the 20th century, >20% of children diagnosed with
cancer still died from their disease, and many survivors experienced long-term effects that
negatively affected their quality of life” (2014, pp. 2492). This study also states that diagnosis
rates are slowly but steadily increasing, while survival has increased exponentially (2014,
pp- 2501). The study by Smith and colleagues, thus, adds more weight to the importance of

understanding the distinct needs of a growing and impressionable group of young survivors. This



shows that there are more cancer survivors overall, and that number continues to grow as
survival rates and diagnostics improve. However, it also demonstrates that there is a need for

support to survivors following remission and the end of treatment.

I move forward in this project with the assumption that adolescents and young adult
(AYA) Canadian cancer survivors are the group that would most benefit from support given by
foundations in the long term. This is mainly due to their young age, and adolescence and young
adulthood being such a formative period early in their lives, which is when their social
positioning and decisions on potential life direction could impact their growth into adulthood.
This, in essence, is why AYA cancer survivors in Canada are the population of interest in the

context of this thesis.

Theoretical Framework

This thesis functions within the framework of social determinants of health. In the study
of population health, social determinants of health show that health is not only contingent on the
biological characteristics of a person or a population, but also on their social characteristics.
Inequalities within a society can have an impact on people’s health Characteristics such as
income can be an important factor in relation to health. In 1986, Wilkinson and Pickett’s health
index demonstrated the effect of income inequality on health outcomes when observing the
scores of multiple rich nations: “The index comprised life expectancy, infant mortality rates,
teenage births, obesity, mental illness, homicides, imprisonment rates, mistrust, social mobility
and education” (As cited in Raphael et. al. 2019, pp. 15). The index clearly demonstrated the gap
in income and education in the United States, and the parallel in health outcomes, so much so
that causality could be inferred according to epidemiologic criteria at the time. In essence, the

overall health of a society or an individual is linked to the social living and working conditions



of the person, which impacts the delivery of health-related care and the formation of health

habits that can affect wellness down the line (Raphael et al. 2019, pp. 138).

In the context of this thesis, the notions of social determinants of health are used to
understand accessibility to care outside of the hospital setting for adolescents and young adult
Canadian cancer survivors. Though there is literature on youth cancer survivorship, many studies
glaze over the differences among adolescents and young adults (AYA) and older adults and
conflate them into one large group, despite their different needs. Focusing on adolescents and
young adults will allow us to view the impact of cancer at a young age, which could be much
more poignant to the upcoming changes they will soon face in the next formative chapter of their
lives. To put it more precisely, social determinants of health, which are used in the study of a

population, are useful in this project to show that AYA cancer survivors are a subpopulation.

To help AYA survivors overcome the difficulties that arise from their diagnosis, there
exist programs that are created to help bridge the social and emotional gaps that survivors face,
some of which cater specifically to the AYA cancer population, such as oncology camps and
support groups. This thesis works with the theory of support as a stress buffer, where support is
used to intervene in the probable event of a stressor, such as a cancer diagnosis, or as a remedy
for the issues that arise from the stressor (Cohen & Wills, 1985, pp. 312). Cohen and Wills
describe social support as being rooted in the relationships that a person may have: “It is likely
that people who have more social companionship have more access to instrumental assistance
and esteem support” (1985, pp. 313). In the case of Canadian AYA cancer survivors, support

comes in the form of the programs and activities briefly mentioned in this chapter.

Part of this study is dedicated to adding to the already existing literature stating the

positive impact of such programs. It also aims to understand the AYA cancer subpopulations’



characteristics and social determinants and how they may interfere with accessibility to this care.
In this case, social determinants of health are not only useful for providing evidence that
Canadian AYA cancer survivors are a subpopulation with distinct needs, but they are also a
guideline for examining the issues in accessibility to formal support offered by charities and
foundations. Understanding how social characteristics intersect is imperative in improving access
to help that can alleviate the social and emotional rifts caused by a cancer diagnosis at such a
young age. Being aware of the interactions can reduce the impact of a disruptive diagnosis on
them at this important time. Focusing on teenage cancer survivors as young adults will allow a
closer look into the next generation of survivors’ needs and characteristics and may help lighten
the immediate and long-term need for drastic mental and physical health interventions later in

life.

Primary Argument:

I posited that language is an important buffer that can affect how easily someone can be
involved in community support. As this project aimed to understand the impact of linguistic
abilities, the assumption that immigration status could have an indirect impact on their well-
being, due to a potential language barrier, was explored. I found that language barriers did cause
some issues in finding and asking for help. I argued that those who do not have difficulties with
the French and English languages have a much easier time finding the programs catering to them
but also struggle less with the sign-up process. The idea is that easier access to programs can
entail an easier time improving one’s mental health and well-being following a devastating
diagnosis. In short, the primary goal of this thesis is to point out and understand how certain
characteristics that can be closely related to language, such as immigration status and ethnicity,

can affect ease of access to care and support that is known to improve the well-being of pediatric,



adolescent, and young adult cancer survivors. These social characteristics have a similar impact

on access to social care as they have on access to healthcare.

Research Questions:

In short, the goal of this project is to answer the following questions:

With a focus on those who have experienced healthcare in Canada from 2015 onwards,
how do language barriers (among other barriers) affect an individual’s access to formal support

for AYA cancer survivors?

Is there a parallel that can be inferred between healthcare access and access to formal

support for adolescents and young adult (AYA) survivors?

What could be done to facilitate access to programs and support offered by charities,

non-profits, and foundations?

Key Concepts:

Some of the vocabulary used in this thesis project is simplified for ease of understanding

in the context of the study. The terms are defined below.
Formal Support:

This is an encompassing term that includes all types of support offered by an entity that
can be defined as a foundation or charity, with employees and/or volunteers that offer services
and support to a group, such as AYA cancer survivors. These services are aimed at improving
their situation caused by a life-altering experience, like a cancer diagnosis. The formality of this

support stems from the organizational aspect of a foundation or charity offering it. Conversely,



informal support would be defined as support offered by those who are in closer relation to the

person in need, such as friends and family members.
Survivor:

The use of the word survivor will often be used interchangeably with current cancer
patients and those who are in remission. However, some individuals have had cancer recurrence.
Others may be in active treatments as maintenance to keep an unchanging malignant mass from
getting worse. These individuals may not categorize themselves in either position. There is an
academic discussion about the use of the term as a blanket name for the group. Studies do
provide insight into the problematic nature of using the term “cancer survivor” for any person
who has had a diagnosis, regardless of the stage they are in. Those who are still in active
treatment often reject the term due to the highly emotional impact of the diagnosis and ongoing
treatments (Berry et al. 2019, pp. 422). There is also a debate about the factuality of the term
“Survivor,” given that it is often only used regarding cancer diagnosis and not other types of
diseases (2019, pp. 423). However, there is yet to be an appropriate term developed to describe a
group of people who have had a cancer diagnosis in their lifetime and are present to be defined
as a group. Even with the debate in mind and though it may be an early limitation in this study,
the use of “cancer Survivor” is meant to simplify the language and to consider the various cancer

statuses that a person may have.
Programs:

The charities and foundations that are touched upon in this project offer a large variety of
services to survivors and patients at varying stages of their lives following diagnosis. Certain

services may be better defined as one-day activities or a one-time service, while others take place



over time, such as oncology camps or therapy. Other support can also be offered in the form of
financial and/or social aid. In any case, it can be assumed that each service, or activity, is
considered as a program which needs to be formed internally at each charity or foundation office.
Therefore, the use of the word program can often encompass any service that is offered to help a

cancer survivor.

Thesis Structure & Methodology:

To answer my research questions, this project is organized into chapters as follows.

To start, Chapter 2 presents a foundational literature review on the current literature on
cancer survivorship in Canada and the overall impact of support offered by charities and
foundations. Following this are chapters recounting the methodology and results from the
research conducted for this thesis. Each of these substantive chapters also has its literature

review that is tailored to the subject of the chapter.

Chapter 3 explores the question of the comparison of healthcare accessibility and
accessibility to psychosocial care using quantitative analysis. It is used as the foundation upon
which the rest of the study stands. It begins by establishing cancer survivors in Canada as a
distinct subpopulation, where the focus is on young AYA Canadians who have either had cancer
in their lives or have been in active treatment from 2015 onwards. It then observes how buffers
interact for this specific group when accessing healthcare. To make a closer parallel between
healthcare and formal support accessibility with language capabilities, the quantitative method
chapter is presented to look at how certain social characteristics intertwined with language can

impact access to healthcare for Canadian cancer survivors aged 18 to 39 years.



Chapter 4 focuses on access to programs that offer support to AYA cancer survivors,
exploring language as a potential barrier. This chapter uses a qualitative methodology,
interviewing survivors and their entourage about their experience with the programs and how
they were able to be a part of it. Interviewing participants who have been involved in some type
of formal psychosocial care outside of the hospital setting sheds light on the importance of
understanding care not only within, but also beyond, hospital settings. It allows a view into how
language and other social barriers may affect accessibility to those programs to answer the first
research question. Speaking to this group is also useful in answering the second research
question by allowing a comparison of the data developed in the previous chapter and the

accounts of the participants spoken to.

Chapter 4 also has a section discussing the foundations’ plans and methods in achieving a
wider scope of survivors through improved access. Interviewing employees of the three main
foundations spoken of by participants allows insight into how they plan to move forward in
terms of ameliorating accessibility, and of the action they are already taking when speaking on
the language barriers of participants. These discussions have taken place in the hopes of

developing an answer to the third and final research question of this thesis.

Chapter 5 presents an analysis of both results chapters to further understand how
language may impact access to care overall, and if there is a significant parallel between medical

accessibility and access to support programs, as well as a focus on language as a potential barrier.

Chapter 6 concludes with final remarks on the results and speaks to the limitations of the
project. This section describes future projects that could develop from the results of this thesis as

well.
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It is important to have an idea of what cancer survivorship in Canada looks like. This
project takes the idea of changing survivorship within the scope of the social and societal
implications of care for cancer survivors and patients outside of the hospital setting. It considers
the social characteristics of a subpopulation, whose heterogeneity is often overlooked in
literature, and contextualises characteristics such as income, minority & immigration status, and
language in the scope of accessibility. In other words, the psychosocial support a person receives
during and after treatment can have as much of an impact on positive outcomes following a

cancer diagnosis as a successful medical intervention.
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Chapter 2: Literature Review:

Current literature covers many aspects of this thesis’s topics in depth, especially
considering the topics of social support, diagnosis, survivorship, and accessibility. However,
some knowledge gaps ought to be addressed. The following chapter will look at how prior
research frames my study. I will first look at the literature on social support and state the
theoretical perspectives of my project. Then I will reflect on diagnosis and survival rates in
Canada. Following this, a report on literature focusing on cancer survivors’ mental health and the
impact of social support will be compiled before looking at literature on accessibility issues in
healthcare and social services. Lastly, a conclusion will reiterate the poignant findings in the

knowledge and show where this study can fit in the literature.

Defining Social Support and Theoretical Perspectives:

In its simplest definition, social support can be described as a helpful service given to a
person in need, with which there is a positive outcome. Theorists have developed different
models and definitions of social support that take into consideration more categories: “Type of
support provided,” “Recipients’ perceptions,” “Intentions of behaviours of the provider of
support,” “Reciprocity/exchange of resources,” and “social networks” (Hupcey, 1998, pp. 1232).
This focuses the definition more on the results and the needs addressed, rather than only on the

intent of the provider.

This article also brings forward multiple models of social support, where it is not simply
a direct relationship of providers and recipients, but can also be varied by the number of
providers and recipients interacting, the directness of the support, and the reciprocity of positive

outcomes. It can be a combination of a variety of factors that influence the trajectory and impact
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of the positive interaction among all players involved: “Social support is a complex, dynamic,

and fluid concept that involves interactions between recipients and providers.” (1998, pp. 1237).

Hupcey also critiques past studies on the concept of social support, claiming that one of
the limitations is that there was an assumption that all recipients have the same or similar needs
in terms of the type and number of services offered. They mention that the level of satisfaction
with the support received is influenced by a person’s social characteristics and interacts with the
norm of reciprocity demonstrated by providers (1998, pp. 1238). The theoretical perspective of
reciprocity in social support systems is observable later in this thesis, as the perspective of the
foundations themselves will be considered in understanding not only the impact of support, but

also their accessibility.

Another theoretical perspective of social support that is apparent as this project moves
forward is the social comparison theory, in which “a person develops their self-concept by
comparing themselves to others in their chosen reference groups” (Langford et al. 1997, pp. 96).
Appraisal support and informational support both offer the recipient the knowledge needed to
alleviate any stress or issues following a difficult event, and the confidence that they are acting
accordingly and appropriately given their circumstances: “Informational support assists one to
problem solve [...] Appraisal support involves the communication of information which is
relevant to self-evaluation rather than problem-solving. [...] [It] encompasses expressions that
affirm the appropriateness of acts or statements made by another.” (1997, pp. 97). In other words,
it improves one’s knowledge of their circumstances and their confidence, which in this context
could be observed in situations where the survivor is being informed of their cancer outcomes or

better courses of treatment and care.
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Another article states that social support, despite having a fluid and somewhat open
definition, impacts health and morbidity in many ways. One is by “regulating thoughts, feelings
and behaviours,” another is by offering a context in which a person can create a “sense of
meaning in life,” and yet another is by giving the recipient the tools, whether tangible or not, to
develop and maintain healthier habits and behaviours (Callaghan & Morrissey, 1993, pp. 204).
However, the authors do mention that the perception of support may be more impactful than the
amount of support given. In other words, one may have received a lot of support in the eyes of
the provider, but, if the beneficiary feels they do not gain from it, no amount of support will
compensate. Conversely, a recipient may have much more positive outcomes despite not

receiving as much support as the next person (1993, pp. 208).

All three articles reviewed above follow a general guideline when discussing the meaning
of “social support.” It is defined as “help” when help is needed, whether it is informational,
emotional, financial or other modes of support. While the theoretical definition of social support

has not been pinned down definitively, it will be defined as such for this project:

Social support is understood to be a positive interaction between provider and recipient,
in which the recipient is being helped in their predicament or situation that inhibits the
progression and flow of their lives, as it would, had there not been a negative event such as a
cancer diagnosis. The support offered would be in the form of information, resources, emotional
and physical assistance or guidance. In this context, social comparison is often an indispensable
tool in both the administration of support and in the measurement of positive perception and
acceptance of the support offered. If a recipient cannot view themselves within the group, the
providers are offering support to, then they are more likely not to view the support as adequate or

necessary. In short, support is the result of aid given to a recipient by a provider, which was
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received positively and has resulted in a positive outcome that otherwise would likely not have

happened without the intervention of the provider.

Diagnosis and Survival Rates in Canada:

As the science behind diagnoses and treatments evolves, survivorship changes along with
it. A widespread belief is that reductions in cancer-related morbidity and mortality are based
primarily on biological interventions, effected through improvements in treatment. However,
assuming that quicker diagnosis, a streamlined treatment protocol and robust biological research
would be the sole cause of a survivor’s well-being post treatment diminishes the psychosocial

needs of survivors.

The Canadian Cancer Society explains that survival statistics for the individual must also
take into consideration other characteristics to make a more educated guess on prognosis
outcomes for the patient. The first thing to consider in prognosis estimates is cancer staging'.
Age is also a strong indicator of survival rates, as well as the patient’s coping abilities following

diagnosis and treatment (Canadian Cancer Society, 2025).

Net survival decreases with age, despite the type of diagnosis and staging. Adolescents
and young adults (defined in the reference study as being aged 15 to 44) have a significantly
better net survival percentage across the board, even when considering the staging and the type
of diagnosed cancer (Ellison & Saint-Jacques, 2023, table 1). In other words, as the diagnosis

rate tends to increase, so does survival. Young Canadians have better survival rates across the

! Staging is used to provide information about a cancer diagnosis based on the location it was first found and how
much cancer is in the body. It can also consider the spread of the illness across the body (Canadian Cancer Society,
2025).
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board, and so the group of adolescents and young adult (AYA) cancer survivors is an ever-

growing population with distinct needs, which should be addressed.

Survivorship & Mental Health:

As young cancer survivors and long-term survivorship continue to accrue, they begin to
make up a much more important portion of the general population. Due to its growing nature,
there is value in the assumption that it is also becoming an increasingly heterogeneous group.
The following section will explore the notion of cancer survivors as a subpopulation through
literature, demonstrating that there are distinctions to be made among the group, and not only

between them and those who have never had a diagnosis.

The following section also aims to establish that, although it is a diverse group, cancer
survivors may present more mental health disparities than the rest of the population, but also

among themselves.

Cancer Survivors as Subpopulation:

A previous study focused on the AYA cancer survivor age group stated that they are at a
higher risk of developing mood and anxiety disorders, but not necessarily a substance abuse
issue, following their diagnosis. They have also pointed out that previous studies often lump
adolescents with pediatric oncology and young adults with the older age group, when in fact they
tend to have needs of their own, given that they are in the age range where the onset of mood
disorders is much more prevalent, regardless of a diagnosis (De et al., 2020, pp. 15). The study
also points out some variance within the cancer population, but mostly in terms of gender, stating
that women more often report mental health issues than men. They also report it in terms of the

type of cancer at diagnosis: “The risk of PTSD was higher in individuals with bone cancer, CNS
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cancers, HL/NHL, leukemia, soft tissue sarcoma and neuroblastomas compared to sibling
controls. The highest-risk groups were those with [Hodgkin’s lymphoma], [non-Hodgkin’s
Lymphoma, or acute leukemia” (2020, pp. 17). While this article does provide a look into the
group of AYA cancer survivors as a distinct population with varying needs, it continues to
generalize their mental health outcomes on a few characteristics, rather than having a multi-

sectional perspective on mental health outcomes and what may impact them.

A report on previous studies does show that there is some literature on the impact that
psychosocial status may have on mental health. The authors point out that cancer survivors tend
to report poorer mental health than their healthier counterparts, despite most survivors not
reporting mental and emotional distress (Mertens & Marchak, 2015, pp. 93). This report
compiled a list of risk factors associated with higher levels of distress: “Female sex, annual
household income less than $20,000, lack of health insurance, presence of major medical
conditions, and treatment with cranial radiation and/or surgery” (2015, pp. 94). This shows that
there are many other factors at play when observing mental health outcomes in this age group.
However, researchers also attach a biological aspect to mental health issues by pointing out that
those who have received cranial treatment are at a higher risk. Mertens and Marchak continue to
imply that a specific type of cancer could have an impact on emotional well-being (2015,
pp- 94). In other words, once again, cancer survivors tend to report worse emotional well-being

than their counterparts, but studies do not seem to delve deeper into social characteristics.

Another systematic review of literature that is focused on the mental health outcomes of
AYA cancer survivors also reiterated similar results. AYA cancer survivors tend to have worse
mental health than those who have never had cancer in their lives (Tanner et al., 2023, pp.18385).

However, nearly half of the studies they have observed stated that there is no significant
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correlation between having worse mental health and being an AYA cancer patient and survivor:
“In one of these studies, the AYA cohort included patients and survivors, covering from 0 to 60
months post-treatment. A second of these studies focused on patients, with the remaining three
studies looking at survivors only” (2023, pp.18384). The studies that had reported no correlation
between mental health status and cancer status had focused on either those who are still in active
treatment or those who have been in remission long term. This could suggest that 0 to 60 months
post-treatment is the period where a survivor is most at risk of reported low mental health and
well-being. However, Tanner and colleagues state that there is a need for more in-depth
longitudinal studies. The few that have been identified have not compared the participants to a
control population. They were also published before 2010: “Ultimately, there is a distinct lack of
longer-term follow-up and comparison to show the evolution of mental health in this population

over time—especially longer periods—compared with healthy peers” (2023, pp.18389).

In other words, the literature generally agrees that AYA cancer survivors and patients tend
to report more instances of having mental health issues such as anxiety or a mood disorder. Post-
traumatic stress disorder is also touched upon multiple times in these articles. It is also stated that
often the type of cancer can impact the degree to which a survivor may present symptoms. In
most cases, there is still a need to further research into the group as a subpopulation that is

distinct from the general population.

The Impact of Social Support on Cancer Patients and Survivors:

The use of programs and services that are meant for this population can significantly
improve the social outcomes of survivors and patients. Prior research demonstrates that
interventions such as care plans for survivors were reported to have meaningful positive impacts

on physical, emotional, and psychosocial wellness (Howell et al. 2011). It goes so far as to

18



question the optimal level of involvement of psychosocial care programs to the survivor, all
while prescribing extended support past the hospital setting and into the remission phase of the
survivors’ life: “Survivors should have access to coordinated, interdisciplinary, multi-component
psychosocial and supportive care services during the transition from active treatment to extended
survival.” (2011, pp. 271). This substantiates the claims of this thesis that the formal support
catering to a specific type of person, in this case, AYA cancer survivors, is beneficial and should

be further understood.

At the same time, reviews on pediatric oncology camps report the therapeutic impacts of
such activities on young survivors and patients, as well as their families. Earlier studies highlight
positive outcomes in terms of self-perception and self-actualization. These studies cite an
improvement of growth and evolution in terms of “cancer knowledge, mood, self-concept,
empathy, and friendships” (Martiniuk et al. 2014, pp. 786). Later studies often echo these
sentiments and bring forward notions of renewed independence for the overprotected sick child,
which in turn improves their quality of life down the road by offering a perspective of near-
limitless possibilities, in comparison to the previous sheltered state of mind of the young patients

and survivors and their well-meaning families (2014, pp. 786).

Other studies on adolescent and childhood cancer survivors look at the impact of social
support on their adaptability and adjustment following a diagnosis and even after the end of
treatments. At first glance, increasing the amount of social support appears to directly and
positively impact the adjustment levels of young patients and survivors. However, such support
is not the only influence on general positive outcomes, whether social or biological. Family
functioning, meaning the degree to which families remain cohesive and open in expressing needs

and feelings, had as much, if not more, influence on lowering the child or adolescent’s level of
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psychological distress and increasing social competence following a devastating diagnosis

(Woodgate, 1999, pp. 206).

A recent study focusing on the impact of social support on cancer survivors points out
that social support has a general positive impact on the well-being of survivors, apart from
physical health. Poorer physical health is reported, possibly because they are more likely to seek
out social support more often (Schulte et al., 2021, pp. 1330). They reiterate what is mentioned in
previous studies that ongoing social support is extremely valuable to all cancer survivors, but
most critically to AYA survivors: “Survivors of AYA cancer often cite a sense of isolation, both
among their healthy peers, who are not able to relate to the experience of cancer, but also among
fellow patients with cancer, feeling too old compared with pediatric patients or too young
compared with adult patients” (2021, pp. 1330). Essentially, this study finds that social support is

likely to result in a somewhat better quality of life for the survivors receiving the support.

These results bring up an interesting perspective where there is a need to consider the
social differences between the group of cancer survivors in Canada, especially when we are
discussing the role of social support on survivorship. However, in this literature, it is established
that social support has a positive impact on the survivor, which allows us to continue in this

project with this assumption.

Accessibility Issues:

Issues in accessibility will be defined by the following themes: Social health disparities

and language issues in accessibility.
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Social Health Disparities:

Access to healthcare is often affected by the patient’s social positioning. A person with
fewer resources could struggle to reach adequate care that is needed, notwithstanding the social
implications that can affect one’s overall health and health habits. For example, a study
comparing rural and urban areas ease of access to medical services and care found that rural
areas tend to have less difficulty accessing their preferred provider promptly and having services
offered to them in a more informal way, which is not commonplace in urban areas. Rural areas,
despite having less specialized providers nearby, score much better in accessibility than urban
areas, which report having difficulties on all fronts related to accessing a preferred provider, the
time frame until consultation, and in terms of geographic location (Haggerty et al., 2014, pp.

97).

As mentioned, access to resources can impact how one seeks care, but also their overall
health. A 2017 article focusing on children’s health care access in the United States argues that
“access and interaction with the healthcare system are shaped by family socioeconomic position”
(Kramer et al., 2017, pp. 7). This, in turn, directly influences the health status of the person in
question, which in this literature is the children in the families. The researchers measure
healthcare access to insurance, a usual and stable healthcare provider, and the health habits
within the medical system, all of which are likely influenced by income and educational levels.
Those with a lower income or a lower level of education tend to have more difficulties in all

three accessibility categories mentioned (2017, pp. 7).

Another article defined access to healthcare as the “interaction of determinants pertaining
to characteristics from individuals (e.g., the place where they live, their economic resources, and

their social status), and of services (e.g., quantity, location of facilities, costs).” (Levesque et al.,
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2013, pp. 6). It demonstrates that factors outside of the medical system can and do have an
influence on accessibility to crucial healthcare, which, in turn, can impact the health outcomes of

people seeking services, regardless of whether they have ease of access or not.

Another study based in the United States identified other barriers in healthcare
accessibility that are connected to immigration status. The authors of this study state that, despite
many immigrant families being eligible for services in health care, they tend not to apply. Citing
language barriers, trust issues, and “the complexity of the application process” (Perreira et al.,
2012, pp. 6), this study also mentions logistical barriers such as transportation issues and work
obligations that create both physical and often financial barriers to accessing healthcare and
social care. The report also states that there is an issue of readily available information on the
services, pointing out that most immigrants are made aware of services through “word of mouth”
(2012, pp. 10). The most direct barrier mentioned is the language barrier, creating a difficulty in
both finding the appropriate forms and filling out the sign-up process for both the services
needed and the programs offered to them (2012, pp. 10). This type of issue is what may be
observable in the sign-up process for support programs offered to Canadian AYA cancer
survivors. Language barriers could directly impact accessibility to social care and formal

support.

Language Issues in Access:

Literature suggests that language issues are present in Canada when focusing on
accessibility to healthcare. Having to navigate the Canadian healthcare system that functions
primarily in English or French, depending on the province of residence, can cause feelings of
frustration and lack of trust for the families seeking support for their sick child, according to

Gulati and colleagues (2012, pp. 576). These results are often linked to the cultural implications
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of being an immigrant family. The authors state that difficulties speaking official languages in
Canada have led to frustrations and misunderstandings by parents when having to care for their
sick child, which, in turn, could result in less successful medical interventions. They also
mention culture as a barrier to healthcare access and positive health behaviours, stating that
immigrants of a visible minority more often “tend to be less active participants in making
decisions about their healthcare” (2012, pp. 576), implying that they more often have a passive
role in seeking healthcare, and thus not receiving the care needed. This may also reflect the
cultural practices that are more common in Canada, where certain immigrants may have

discomfort in the way healthcare is provided.

Conversely, many immigrant parents still express having adequate or good healthcare by
their providers, and feel their child is supported by the medical staff in hospitals. However, there
is a lack of community in that environment with whom they would be more comfortable. The
article states that “immigrant parents’ sense of loneliness and lack of belonging indicate that
there is limited awareness about how to effectively socially integrate immigrant families with

language barriers in the healthcare process” (2012, pp. 577).

Experiencing a language barrier while seeking healthcare is not an issue that is unique to
immigrants arriving in Canada. A study on language minority francophones in Canada points out
that the experience of “increased stress and decreased confidence [led the patient to feel] that
care received was inappropriate” (De Moissac & Bowen, 2019, pp. 29). Similarly, they report
that francophone Canadians living outside of Quebec have difficulties receiving the right
diagnosis and receiving the necessary treatment within a reasonable delay. These issues are
linked to poor communication among patients and providers, despite speaking French, which is

one of the country’s official languages (2019, pp. 29). The study did not look at the situation of
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anglophone patients within the province of Quebec, but the issues experienced by francophone
Canadians in the rest of Canada appear to parallel the reports provided by the literature on

language barriers that are experienced by immigrants in any country in North America.

Conclusion

In short, the literature states that social support is a tool that is generally viewed as a
positive aspect in both healthcare and long-term survivorship for AYA Canadian cancer
survivors. Reports also state that the impact is significant when taking into consideration the
mental and emotional well-being of the survivor, which is often found to be less than ideal when

compared to their age group that has never had a cancer diagnosis.

The literature also states that healthcare access is often affected by social positioning.
Many studies point to income and immigrant status as having a stronger influence on one’s

ability to successfully navigate the healthcare system.

Lastly, language also appears to have an influence on access to and quality of care one is

provided, regardless of their immigrant status.

Considering that language has such implications for access to healthcare, it is plausible
that it may have a similar impact on access to support programs. Literature based in the United
States suggests that language barriers prohibit patients from easily using forms that are required
to navigate the American healthcare system. Forms, in the context of programs and services
offered by charities and organizations meant to aid AYA cancer survivors in Canada, thus
represent an important consideration for scholarship. A more detailed account of accessibility to
healthcare for Canadian AYA cancer survivors will be developed in the next chapter. The

correlation between language and access to programs will be explored in the following chapter to
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see if a significant parallel can be made between the two, and whether we can continue to study

potential barriers to psychosocial care in the same fashion as the barriers we see in healthcare.
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Chapter 3: Healthcare Accessibility in Canada— Laving a Foundation to

Understand Access Barriers for Canadian AYA Cancer Survivors as a Subpopulation.

Introduction

In this chapter, the concept of accessibility will be explored in the context of the
Canadian healthcare. Attention will be paid to the social characteristics and demographics that
may interfere with the ability of adolescent and young adult (AYA) cancer survivors and patients
to receive adequate healthcare. The main goal in studying healthcare access (when the project’s
theme is accessibility to formal support such as programs and psychosocial care outside of the
hospital setting) is to first understand adolescent and young adult Canadian cancer survivors and
patients as a subgroup with mental health disparities and potential barriers resulting from their
social positioning, but also their cancer diagnosis. In the quantitative analysis to follow a general
comparison be made between survivors and those who have not had a cancer diagnosis. This
chapter argues and demonstrates that there are differences within the cancer survivor
subpopulation that affect access to care, and impact accessibility to programs in a similar
manner. Treating cancer survivors as a distinct heterogeneous subpopulation, with needs specific
to them, allows a better view on accessibility to care. It also adds to the literature that often only

focuses on the comparison between cancer patients and survivors and the rest of the population.
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I arrived at the argument made in this chapter by beginning with the following questions:

o After establishing a clear difference between cancer survivors and patients and those
who have never had cancer, should future studies observe cancer survivors as a
heterogeneous subpopulation, rather than a homogenous group within the Canadian

population?

e Do cancer survivors in different economic and social positions experience unmet

healthcare needs and/or lower well-being?

e Do language and immigration status correlate with the unmet healthcare needs of AYA

cancer survivors (i.e., those who currently have or have had cancer in their lifetime)?

The first section of this chapter will show some key concepts through a brief literature
review, before moving on to the quantitative analysis methodology. The literature review will
elaborate on the social determinants of health and examine how prior literature recounts AYA
Canadian cancer survivors as a subpopulation, before exploring what has been said on language
barriers and healthcare. Afterwards, the results will be presented and discussed; and a link will be
drawn between accessibility to medical care, on the one hand, and accessibility to formal

support, on the other hand. This focus will provide a segue into the following chapter.

Literature:

The following subsection focuses on the current literature speaking on the social health

demographics of Canadian cancer survivors. It also delves into literature that explores how
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language can affect accessibility to healthcare®. To contextualize health demographics and
language barriers, a brief look into the social determinants of health notions will be brought
forward before delving into this section’s secondary subject matter, which is the impact of a

language barrier to care.

Since much of the literature continues to analyze cancer survivors as a homogenous
group, I see a need to shift the focus and to assess their needs as a heterogeneous subpopulation.
Studies on a societal scale demonstrate just how social characteristics can impact one’s health
(Levesque et al. 2013). Studying AYA cancer survivors as a subpopulation should also be applied

in research on populations of cancer patients and survivors.

Social Determinants of Health:

As discussed in Chapter 2, social determinants of health involve the interaction of social
positioning within the medical system that a patient can act in, which in turn can affect their
health outcomes. Access to resources such as income and education can affect the way a person
can access care. Having easier access to resources often tends to result in better health and well-
being, as there is less difficulty receiving the care needed when there is a health issue to address.
An article by Kramer and colleagues argues that those interactions with the healthcare system are
shaped by the family’s socioeconomic position (2017, pp. 7). Literature also argues that the
combination of various social characteristics and how those characteristics interact with the
present medical system can influence healthcare accessibility and, in turn, impact their physical

health and health outcomes (Levesque et al. 2013, pp. 6). Health status is not solely biological

2 My research focusses on access to psychosocial care for AYA cancer survivors. Understanding how language
barriers can affect access to healthcare to the general population offers a starting point to studying a potential
parallel between healthcare and psychosocial care accessibility, and the general population and AYA survivor
population.
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but also influenced by sociodemographic characteristics, such as income, age, education,
ethnicity, and immigration status (Levesque et al. 2013, pp. 6), and potentially by the presence of

language barriers, which I explore in this thesis.

Social and Health Demographics of Canadian Cancer Survivors—A Subpopulation:

A prior study on the social determinants of health on general populations questioned
whether health could be impacted by social or economic capital, or rather by an interaction of
both factors (Ahnquist et al. 2012). This study shows that each characteristic has an independent
impact on health outcomes. Low capital, whether social or economic, has a negative impact on

health. In addition, their interaction often increases the scope of their impact (2012, pp. 935).

Other studies emphasize the importance of a subgroup categorization to a limited extent.
For example, a study on social outcomes among pediatric cancer survivors focuses on their
social position in conjunction with their diagnosis and examines how these may affect their
lifetime progress in attaining social and professional milestones (Gurney et al. 2009). The study
reports that pediatric leukemia survivors tend to have a larger marital status disparity compared
to those who have never had cancer, even when considering societal shifts in marital status
(2009, pp. 2393). The study goes as far as pointing out that marital discrepancies can vary
according to the type of diagnosis: “Greater disparities in marital status have been observed in
survivors of leukemia. [...] Females treated with cranial radiation therapy were at an increased
risk of never having been married.” (2009, pp. 2393). While this study has a greater focus on
pediatric cancer survivors as a population of its own, it focuses on diagnosis as the defining
characteristic that impacts their social standing, rather than just a characteristic that is intertwined
with other social traits. The argument here is that the cancer diagnosis has more to do with social

outcomes than with any other social characteristic of the survivors.
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In the same vein, a previous study on the Canadian cancer survivor and patient
population was conducted to report sociodemographic characteristics. This study ranged from
2015 and 2018 and analyzed data collected in a population-based survey of cancer survivors in

all life stages beginning from adolescence (Zakaria, 2020, pp. 849).

The study by Zakaria (2020) found that there is a larger financial disadvantage among
AYA cancer survivors due to more work and education disruption caused by a current diagnosis
and treatments. They also point out that health behaviours among “post cancer” survivors, such
as smoking and drinking, may create an increased risk when compared to those who have not
had a cancer diagnosis in their lives, suggesting a need to address “modifiable health behaviours
in young cancer survivors” (2020, pp. 865). This research also points out that those in older age
categories with a current cancer diagnosis report lower life satisfaction and mental health status,
as well as other chronic conditions, when compared with their non-diagnosed counterparts (2020,
pp- 865). It also investigates the differences among age groups, notably adolescents and young
adults (15 to 39 years of age), to older adults (above the age of 40)>. However, the AYA age
group was not able to be properly represented in their analysis of the statistical data available to
them at the time, and has not been able to draw any significant claims to their mental health as a
population and an age group within the cancer survivor population: “after adjusting for
sociodemographic and comorbidities, however, only the likelihood of fair to poor health
remained significantly elevated” (2020, pp. 853). The lack of insight among both age groups
demonstrates a gap in the literature on mental health characteristics of AYA cancer survivors in

Canada.

8 While I am interested in how this study treats heterogeneity among age groups, I should note that it engages with a
broader age range than my study did. For feasibility, I focused on participants aged 18 and up, though I did ask them
about their adolescent and young adult experiences.
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This report also states that those who have had a cancer diagnosis report a significantly
higher instance of having a regular healthcare provider than those who have never had a cancer
diagnosis. It is also pointing out that this disparity is still observable even as the survivors move
onto long-term remission, albeit to a lesser degree than when they were in active treatment
(2020, pp. 865—-866). This notion suggests improved access for cancer survivors in comparison to
Canadians who have never had a cancer diagnosis. It may be important to point out that this
might also be cyclical. In other words, if someone is getting a cancer diagnosis, it is a clear sign
that they have already been navigating the medical system and have had access to specialists
who were able to offer the diagnosis in the first place. However, this article suggests that a
cancer diagnosis opens more doors to accessibility to healthcare providers such as specialists and
oncologists. It also states that there are still improvements to be made and many AYA survivors
“report unmet physical, emotional and practical concerns” (2020, pp. 866), which demonstrates a

lack of knowledge on the needs of this group.

Although this report is a valuable view of healthcare access for the Canadian cancer
survivor’s population, it is important to note that this literature has focused on comparing those
who have had a cancer diagnosis in their lifetime to those to have never had one. While the
comparison among those in active treatment and those in long-term remission is extremely
valuable, it is also of note that ther