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Introduction

The purpose of this book is to explore the relationships between a variety of ther-
apeutic interventions and strategies as they impact the social and health issues
among vulnerable populations of cancer survivors. Age and cultural behaviors are
also examined as they relate to cancer survivors seeking community and hospital
services. While research has been conducted on age and race, as it relates to mental
and physical health outcomes among different ethnic groups, scant research has
been directed towards appropriate interventions among vulnerable populations of
cancer survivors.

The possibility of surviving cancer for longer periods of time is increasing with
the likelihood of living with a challenging and chronic disease. Although cancer is
primarily a disease of older adults, young adults and children from minority and
ethnic groups experience different survival rates as compared to non-Hispanic
Whites (Chao et al. 2014). Yet many ethnic populations continue to underutilize
health and social services in spite of their higher level of need (Alemán et al. 2000).
Ethnic minorities, especially the very young and elderly cancer survivors, are the
underserved population creating a complex burden for oncology professionals and
other health care workers—hence the need for this book. The necessity to under-
stand survivorship issues from the onset of diagnosis is critical.

This book will provide further understanding for oncology professional and
practitioners who must negotiate and provide optimum care for different ages and
ethnic groups of cancer survivors during illness and recovery. Health care practi-
tioners will need expertise in culturally competent practice to meet the needs and
barriers that face cancer survivors and their family members.

The chapters in this book attempt to demonstrate the various challenges facing
minority and different age groups with the goal of providing information on
culturally appropriate strategies and interventions. Initially, though not exhaustive,
theoretical and conceptual models are presented to help clarify the relationship
between the different approaches and interventions and the quality of life among
these populations.

Following this, Dr. Edgar begins by describing a pilot program that examines
psychosocial outcomes such as distress, coping, and physical limitations, which are
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related to the delivery of psychosocial care to older cancer survivors living in a rural
setting in Ontario, Canada. Many hospitals and clinics still struggle to find the best
way to implement current interventions among the growing populations of older
adults, and many oncology centers in Canada find it difficult to “buy-in” to the
importance of psychosocial care. Detailed information on the demographics and
history of psycho-oncology and the concept of cancer survivorship is also presented.

The next three chapters focus on the burden of cancer among ethnic minorities
and how the use of various supportive resources and programs can make a more
meaningful difference in their quality of life. For example, Dr. Fitzpatrick’s chapter
focuses on older and younger Latino cancer survivors and the use of various
interventions such as leisure, household, and physical activities along with sug-
gestions for the development of more appropriate community and supportive
services. Development of therapeutic interventions has been problematic for
Hispanic victims of cancer due to cultural barriers and demographic factors in
determining health practices (Fitzpatrick and Farone 2011). Following this,
Dr. Leimanis presents findings from her study investigating the effectiveness of
family and community support among a group of Latvian cancer survivors residing
in Montreal, Quebec. Her findings help to personalize the cancer experience of
Latvians and the difficulties they face as immigrants and cancer survivors in a
closed community such as privacy, isolation, language difficulties, and traditional
norms. The next chapter by Dr. Bushfield attempts to address a neglected area in
cancer research. Her study examines cancer survivorship issues among Muslim
women living in America. Bushfield explores families that include a woman with
cancer and how cultural beliefs, negative attention, and considerable discrimination
have limited their access to timely health and social services.

Each of the following chapters highlights the special issues of both younger and
older cancer survivors. Kate Laux’s chapter explores how art therapy can benefit the
quality of life among young breast cancer survivors. Younger women face fears of
disfigurement and infertility, job- and family-related pressures along with changes
associated with social relationships. Mititelu, Aruljothy, and Fitzpatrick examine
the relationship between physical activities, locus of control, and the fear of cancer
recurrence. Fear of cancer recurrence is a main concern negatively affecting the
quality of life among cancer survivors despite psychosocial advances in treatment.

Following this, a chapter by Crystal Noronha and Mary Ellen MacDonald
explores the impact on quality of life and therapy-related oral complications among
pediatric cancer survivors. To date, dental care of pediatric cancer survivors is a
neglected area. Her intention was to better understand the late effects of various
cancer treatments and complications due to the interruption of therapy until tooth
infections, caries, and abnormalities of the jaw can be resolved. Oral side effects of
cancer therapy and related dental health problems impede social interaction and
communication and are associated with pain, discomfort and problems with eating
and sleeping.

Next, Petrangelo, Leimanis, Ferri and Fitzpatrick describe a study by providing
the literature addressing psychosocial and medical issues among esophageal–gastric
cancer survivors. Esophageal and gastric cancers are two of the most prevalent and
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devastating cancer diseases, especially for the elderly. Survivors face physical,
psychological, social, and emotional distress due to the negative impact on clinical
outcomes and survival. Little research to date has been undertaken to assess ther-
apeutic interventions and the long-term effects of treatment on quality of life.
Supportive programs in the community are scarce, however, the authors attempt to
provide information on what is now available and offer suggestions for future
programming and community services.

In conclusion, the final chapter by Dr. Holtslander captures the concept of the
caregiver as “survivor” when caring for family members who have cancer.
Although we have mainly focused on cancer survivors, family caregivers have
suffered greatly and face many barriers during the process of attending to a loved
one with cancer. The author provides new evidence for caregiver support initiatives
that include comprehensive assessment and person-centered approaches to address
the specific needs and burdens of the caregiver survivor, also focusing on the
interaction between the needs of the caregiver and the family member with cancer.

Although cancer survivors from all walks of life are confronted with emotional
and physical challenges on a daily basis, each of the chapters in this book highlight
the added barriers that survivors from several different ethnic and age groups
experience. In summary, this book will illustrate the most current thinking into the
design and delivery of therapeutic interventions addressing the needs of several
vulnerable groups of cancer survivors and how oncology professionals and prac-
titioners may be better informed to practice more effectively.

Demographics

Despite scientific gains over the last 10 years, many ethnic minorities and other
underserved populations experience higher cancer incidence and mortality rates
than the general population (U.S. Cancer Statistics 2014). The diagnosis of cancer
is clearly a health-related problem for everyone, regardless of age or ethnicity
(Fitzpatrick and Farone 2011).

Pediatric Cancer Survivors
In Canada alone, childhood cancer is the second leading case of death in children
under the age of 14 (Noronha 2012, Masters Thesis in Dental Sciences). However,
survival rates have increased (83 %) due to aggressive cancer treatments (Canadian
Cancer Society 2014; Erickson and Steiner 2001). The main types of childhood
cancers are leukemia, brain and central nervous system tumors, lymphomas, sar-
comas, and liver and kidney cancers, with leukemia being the most common type
(Noronha 2012). Leukemia accounts for 33 % of childhood cancers in Canada.
Noronha explains that childhood cancers quite often occur as a result of changes in
cells before birth, yet are said to have a better survival rate than many adults cancer;
however, the side effects may be greater. Many of the treatments for these types of
cancers affect the oral cavity of the child and oral side effects may occur during or
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soon after treatment and can also exist months after remission. The impact on the
quality of life and survivorship can be both traumatic and challenging for the child
and their family members.

Adolescents and Young Adult Survivors (AYAs)
Adolescents and young adults, from age 15 to 39 years, have fared less well and
have not experienced the same degree of survival rates as younger and older adults
(Bleyer et al. 2006; Chao et al. 2014). This is the result of lack of attention from
cancer professionals, few national clinical trials, and or limited access to optimal
cancer services. This group has been “caught between two worlds” and should now
be seen as a distinct age group (Bleyer et al. 2006, p. 1645). In the U.S. cancer is the
leading cause of death (non-accidental) among adolescents and young adults.
Bleyer et al. (2006) describe two age groups of survivors: older adolescents aged
15–19 years and young adults aged 20–39 years. The impact on the 15–19 year olds
is far greater as their health care needs are adversely affected. There are fewer
young adults able to enter the job market due to health-related treatment, plus they
experience the social implications of cancer during early adulthood. Adolescents in
this group also have unique medical and psychosocial needs as the biology of their
malignancies are unique.

The Elderly Cancer Survivor
By 2050, 21 % of older adults will be 80 years and older. Cancer is the leading
cause of death among both men and women over the age of 60. “Cancer is primarily
a disease of older adults “ (Surbone et al. 2007, p. 633). Alemán et al. (2000) report
that ethnic elders who have been disenfranchised will be in greater need to receive
services because of the increased number of elders, especially those with cancer.
Although the survival rates for cancer are increasing due to early detection and
advanced treatment interventions, the quality of one’s health becomes an ongoing
challenge for health care professionals, family members, and cancer survivors.
Older cancer survivors in particular may experience “the detrimental effects of a
cancer diagnosis in addition to age-related chronic diseases and chronic limitations”
(Fitzpatrick et al. 2012, p. 567). However, the diagnosis of cancer is clearly a health
problem regardless of age or ethnicity (Fitzpatrick and Farone 2011).

Tanya R. Fitzpatrick
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Chapter 1
Theoretical and Conceptual Models
of Age and Ethnicity

Tanya R. Fitzpatrick

This chapter will provide an overview of various theoretical and conceptual models
in an attempt to clarify the relationships between a variety of therapeutic inter-
ventions that address social and health issues among vulnerable populations of
cancer survivors. These theories also assist in understanding the challenges different
age and ethnic groups face when living with a life threatening disease such as
cancer. Although some theories have addressed older adults from different ethnic
age groups, few theories have addressed the barriers and challenges that young
children and young adult cancer survivors face in society today.

Cancer-Related Quality of Life

Quality of life (QOL) is defined as a broad multidimensional construct that includes
emotional, social, sexual, cognitive, and physical functioning as perceived by the
individual (Yanez et al. 2011). The concept of cancer-related QOL is discussed in
more detail in many of the following chapters. It is associated with all aspects of
cancer survival and interventions that address physical and mental health outcomes.

Stress and Coping Mechanism

The suffering that has been attributed to a diagnosis of cancer and survival can be
examined through the conceptual framework of the stress and coping mechanism and
the process and ability of the individual to adapt to a usually fatal disease such as

T.R. Fitzpatrick (&)
Department of Social Work, Arizona State University, 449 Mount Pleasant Ave.,
Westmount, QC H3Y3G9, Canada
e-mail: tanya.fitzpatrick@asu.edu

© Springer International Publishing Switzerland 2016
T.R. Fitzpatrick (ed.), Treating Vulnerable Populations of Cancer Survivors:
A Biopsychosocial Approach, DOI 10.1007/978-3-319-32364-0_1
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cancer (Barroilhet Diez et al. 2005). This model explains the influence of adaptation
to cancer including sociocultural, psychological, and medical factors. The stress
process begins when the individual realizes that there is no escape from the diagnosis
of cancer. Fear and confusion may result from the uncertainty of the present and
future health status. Coping is defined as “the specific thoughts and behaviors that a
person uses in his/her efforts to adapt to the cancer” (Folkman and Greer 2000, p. 11).
However, coping strategies are not always effective in controlling the distress
associated with the changes that occur emotionally, socially, and with medical
treatment during the individual’s life circumstances. (See Barroilhet Diez et al. 2005,
for a detailed description of the stress and coping process as it relates to cancer.)

Ethnicity and Aging

Although, a number of theories of aging have attempted to address ethnic elders and
various mental and physical health outcomes, limited investigations have focused on
ethnic elders with cancer (Alemán et al. 2000). There are several popular models and
theories that focus on ethnicity and aging such as the double jeopardy hypothesis
(Butler et al. 1991; Dowd and Bengston 1978), modernization theory (Cowgill and
Holmes 1972; Markides and Mindel 1987), assimilation theory (Markides and
Mindel 1987), and acculturation and cultural pluralism (Healey 1996; Fitzpatrick
2000; Tran et al. 1996). There are also more recent investigations such as ethnic
“homogeneity and otherness,” (Zubair and Victor 2014). They state that these
frameworks perceive and position older people in essentialist terms by focusing
upon and over-empathizing their ethnic and older age “difference” and vulnerability.
(See Zubair and Norris 2015, for a complete review of perspectives and theories of
aging and ethnicity.) Yet these current models do not address ethnic elders with
cancer. Regardless, this body of literature provides a basic understanding of how
culture and ethnicity is particularly important when providing services to elders of
color and the diversity of experiences between and within the various groups.

Perspectives on Aging, Culture, and Cancer

The concept of “mastery”, which is described as one’s “perceived control over
circumstances,” (Surbone et al. 2007, p. 636) and “self-efficacy,” defined as one’s
ability to accomplish tasks and address age appropriate responsibilities and goals,
represent two important themes that address an older adult’s ability to adjust and
cope with a diagnosis of cancer. Factors such as age, gender, culture, living
arrangements, available family, and community supports will also influence the
manner in which an older person adjusts and copes with cancer. Surbone et al.
(2007) report that culture and the individual’s response to a life threatening illness
in particular are shaped by his or her view of the world.
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The “strength-based perspective”, which is rooted in empowerment theory
(Blondo 2001; Graybeal 2001), is based on the concept of self-determination, and
can in turn lead to successful and positive mental health outcomes among those
with life threatening illnesses such as cancer (Farone et al. 2008). The concept of
hope and locus of control as described by Farone et al. (2008), suggests that
“cognitive structural expectations affect behavior and emotional states,” (Farone
et al. 2008, p. 54; Wallston et al. 1994). Specifically related to elderly individuals
with cancer, a strong internal locus of control is associated with better adjustment to
cancer (Watson et al. 1990), yet some studies of locus of control and psychological
outcomes have mixed results, in that no or little association was found between
locus of control and prognosis for cancer (Garssen 2004). Some studies also lend
support to the positive influence from having a strong internal locus of control as
experienced with some health and well-being outcomes. Therefore, the findings of
associations between the concept of internal locus of control and quality of health
especially for elderly Latino cancer survivors (Farone et al. 2008) suggest that
interventions should address and attempt to strengthen personal and individual
coping resources. Interventions that are designed to foster hope may produce
positive changes on quality of live among cancer survivors regardless of age or
ethnicity (Baker et al. 1994; Farone et al. 2008).

Theoretical Perspectives as a Guide to Interventions
with Pediatric and Adolescent Cancer Survivors

As well as other severe traumatic changes and losses, posttraumatic stress disorder
(PTSD) has been applied to the understanding of cancer-related responses among
childhood cancer survivors (Bruce 2006; Erickson and Steiner 2001; Stuber et al.
1997). Over time, the child can be exposed to extreme stress during the diagnosis,
treatment, and remission phase of the disease resulting in dissociation, somatiza-
tion, and dysregulation. The symptoms of posttraumatic stress are described by
Erickson and Steiner (2001) as: (1) reexperiencing the traumatic event, (2) persis-
tent avoidance of circumstances and reminders of the traumatic event, and
(3) anxiety, avoidance, and concentration difficulties along with intrusive memories
(Stuber et al. 1997). These authors report that the predictors of PSTD symptoms in
children and adolescence are factors related to anxiety and subjective appraisal
rather than from the actual treatment of the disease. In some cases symptoms may
decrease over time, yet for others, even after five years of posttreatment, high levels
of PTSD reflect the long-term negative effects of childhood cancer for both the
survivors and their family members.

Other theories have attempted to focus on positive health rather than pathology
models in psychosocial adjustment among adolescent cancer survivors. Haase
(2004) emphasizes the fact that the concept of “resilience” or the adolescent resi-
lience model (ARM) is a guide to effective interventions as the notion of hope,
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positive coping, and social support contribute to a positive outcome and the
improvement of QOL for this age group (Haase 2004). The resilience model has
recently been applied to veterans and their informal caregivers (Smith-Osbourne and
Felderhoff 2014) as an intervention model for oncologists and social work practi-
tioners specifically focusing on active-duty service members and for military fam-
ilies in pre- and post-deployment stages. Resilience is defined as “relative resistance
to adversity or risk” (p. 557). As adolescent cancer survivors are a neglected group in
the area of receiving psychosocial services and interventions, the resilience model
offers some understanding and hope that supports can address the specific physical
and emotional needs leading to a more positive adjustment to their cancer experience
(Haase 2004). Resilience-based strategies not only target the child or adolescent but
the family as a unit, which might include the need for leisure, recreation, spirituality,
peer relationships, identity formation along with continued support, and community
referrals from health care professionals (Haase 2004).

Finally, the culture and social class model as described by Marshall et al. (2011)
attempts to bring together the experience of cancer for the individual and their
family members by advancing a model of health promotion and psychosocial
interventions that acknowledges the understanding of social class. The social class
of an individual can present barriers to available interventions, as culture and social
class are thus essential for our understanding of the family members’ response to
cancer. Existing theories and frameworks have primarily focused on white and
middle class families and have neglected to include those from low income and
ethnically diverse populations. Family systems and sociocultural frameworks pro-
pose that social class, culture, values, beliefs, language, and family customs are
important factors for health care professionals to address. How the individual and
their family members, especially underserved populations, respond to the chal-
lenging diagnosis of cancer leading to successful therapeutic interventions is needed
more now than ever. The health and well-being of the individual with cancer and
their family depends on community-based supports that address not only their
medical needs but psychosocial and social class issues as well (Marshall et al. 2011;
Smith-Osbourne and Felderhoff 2014).

References

Alemán, S., Fitzpatrick, T. R., Tran, T. V., & Gonzalus, E. (Eds.). (2000). Therapeutic interventions
with ethnic elders: Health and social issues. New York, London: The Hayworth Press.

Baker, L. A., Cesa, I. L., Gatz, M., & Mellins, C. (1994). Genetic and environmental influences on
positive and negative affect. Psychology and Aging, 7, 158–163.

Barroilhet Diez, S., Foriaz, M. J., & Garrido Landivar, E. (2005). Concepts, theories and
psychosocial factors in cancer adaption. Actas Esp Psiquiatr, 33, 390–397.

Blondo, R. (2001). Learning strength-based practice: Challenging our personal and Professional
frames. Families in Society, 82, 296–304.

Bruce, M. (2006). A systematic and conceptual review of posttraumatic stress in childhood cancer
survivors and their parents. Clinical Psychology Review, 26, 233–256.

4 T.R. Fitzpatrick



Butler, R. N., Lewis, M., & Sunderland, T. (1991). Aging and mental health: Positive psychosocial
and biomedical approaches. New York: Macmillan Publishing Company.

Cowgill, D. O., & Holmes, L. (1972). Aging and modernization. New York: Appleton-Century-
Crofts.

Dowd, J. J., & Bengston, V. (1978). Aging in minority populations: An examination of the double
jeopardy hypothesis. Journal of Gerontology, 33, 427–436.

Erickson, S., & Steiner, H. (2001). Trauma and personality correlates in long-term pediatric cancer
survivors. Child Psychiatry and Human Development, 31, 195–213.

Farone, D. W., Fitzpatrick, T. R., & Bushfield, S. Y. (2008). Hope, locus of control, and quality of
health among elder Latina cancer survivors. Social Work in Health Care, 46, 51–70.

Fitzpatrick, T. R. (2000). Elderly Russian Jewish immigrants. In S. Alemán, T. R. Fitzpatrick,
T. V. Tran, & E. Gonzalus (Eds.), Therapeutic interventions with ethnic elders: Health and
social issues. New York, London: The Hayworth Press.

Folkman, S., & Greer, S. (2000). Promoting psychosocial well-being in the face of serious Illness:
When theory, research and practice inform each other. Psycho-Oncology, 9, 11–19.

Garssen, B. (2004). Psychological factors and cancer development: Evidence after 30 years of
research. Clinical Psychology Review, 24, 315–338.

Graybeal, C. (2001). Strengths-based social work assessment: Transforming the dominant
Paradigm. Families in Society, 82, 233–242.

Haase, J. E. (2004). The adolescent resilience model as a guide to interventions. Journal of
Pediatric Nursing, 21, 289–299.

Healey, J. F. (1996). Race, ethnicity and gender in the U.S. Thousand Oaks, CA: Pine Forge Press.
Markides, K. S., & Mindel, C. H. (1987). Aging and ethnicity. Newbury Park, CA: Sage

Publications.
Marshall, C. A., Larkey, L. K., Curran, M. A., Weihs, K. L., Badger, T. A., Armin, J., et al. (2011).

Considerations of culture and social class for families facing cancer: The need for a new model
fro health promotion and psychosocial intervention. Family Systems Health, 29, 81–94.

Smith-Osbourne, A., & Felderhoff, B. (2014). Veterans’ informal caregivers in the “sandwich
generation”: A systematic review toward a resilience model. Journal of Gerontological Social
Work, 57, 556–573.

Stuber, M. L., Kazek, A. E., Meeske, K., Baraket, L., Guthrie, D., Garnier, H., et al. (1997).
Predictors of posttraumatic stress symptoms in childhood cancer survivors. Pediatrics, 100,
958–964.

Surbone, A., Kagawa-Singer, M., Terret, C., & Baider, L. (2007). The illness trajectory of elderly
cancer patients across cultures: SIOG position paper. Annuals of Oncology, 18, 633–638.

Tran, T. V., Fitzpatrick, T. R., Berg, W. R., & Wright, R, Jr. (1996). Acculturation, health, stress
and psychological distress among elderly Hispanics. Journal of Cross-Cultural Gerontology,
11, 149–165.

Wallston, K. A., Stein, M. J., & Smith, C. A. (1994). Form C of the MHLC scales: A condition-
specific measure of locus of control. Journal of Personality Assessment, 38, 534–553.

Watson, M., Pruyn, J., Greer, S., & Van den Borne, B. (1990). Locus of control and adjustment to
cancer. Psychological Reports, 66, 39–48.

Yanez, B., Thompson, E. H., & Stanton, A. L. (2011). Quality of life among Latina breast cancer
patients: A systematic review of the literature. Journal of Cancer Survivorship, 5(2), 191–207.
doi:10.1007/s11764-011-0171-0. Epub 2011 Jan 28.

Zubair, M., & Norris, M. (2015). Perspectives on aging, later life, and ethnicity: Aging research in
ethnic minority contexts. Aging Society, 35(5), 897–916. doi:10.1017/S0144

Zubair, M., & Victor, C. (2014). Marginalizing research “ethics”: Issues of “othering:” Resistance
and (dis) empowerment in research involving other ethnic minority people. Paper presented at
the British Society of Gerontology, Scotland seminar Marginalization in later life, November
5, University of the West of Scotland, UK.

1 Theoretical and Conceptual Models of Age and Ethnicity 5

http://dx.doi.org/10.1007/s11764-011-0171-0
http://dx.doi.org/10.1017/S0144


Chapter 2
Providing Psychosocial Distress Screening,
Coping Resources, and Self-care to Newly
Diagnosed Cancer Survivors
in a Canadian Small Town Setting

Linda J. Edgar

Introduction and Background

Over 12 million new cases of cancer are diagnosed worldwide every year. This
number is projected to increase to about 19 million by 2024 and double by 2050. As
a result of improved treatments and knowledge there are now over 28 million
survivors living with a personal history of cancer. While most survivors adjust well
over the long term, others do not and few receive comprehensive care that meets
their needs. In many ways, the race to find more effective bio-medical treatments
appears to have outpaced the search for ways to aid patients’ psychosocial
well-being.

Psycho-oncology is the specialty that studies the psychological, social, and
spiritual factors that affect the quality of life of cancer patients and their loved ones.
Psycho-oncology contributes to the multidisciplinary approach to cancer through its
role in clinical care, education, and research. Because of the formation of
psycho-oncology as a discipline, guidelines and standards for psychosocial care
have been developed and endorsed by several national and international scientific
societies.

Cancer rehabilitation and survivorship care focus on rebuilding the lives of those
with cancer and maximizing functioning and quality of life. Many care plans begin
as treatment ends to prepare patients for their return to a new normal phase of life.
These plans are meant to empower and inform both the survivor and the health-care
team. There are fewer care plans for newly diagnosed patients, although research
has shown that early intervention for distress can enhance compliance and efficacy
of treatment, reduce side effects, and improve quality of life and satisfaction. As the
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Institutes of Medicine (IOM, US) stated, “some elements of care simply make sense
to improve patients’ experience of living with cancer” (Vos et al. 2015).

Thus, the statement, “no health without mental health” has become the basis of
standards and clinical guidelines for cancer care in many countries around the world
including Canada. According to the National Cancer Institute’s Dictionary of
Cancer Terms (2012), the concept of cancer survivorship encompasses:

The physical, psychosocial, and economic issues of cancer exist from diagnosis
until the end of life. These issues focus on the health and life of a person with
cancer beyond the diagnosis and treatment phases [and] include issues related to the
ability to get health care and follow-up treatment, late effects of treatment, second
cancers, and quality of life. Over the last 25 years, many studies in psychosocial
oncology have found that 30–40 % of cancer patients have difficulty in adapting,
and have emotional disorders, such as depression, anxiety, irritable mood, and
feelings of demoralization (Meyer and Mark 1995). Clinically significant distress is
linked to reduction in well-being, quality of life, poor adherence to treatment, and a
longer time to recover. Caregivers are also not immune to such distress, which is
linked to their own psychosocial morbidity (Sundar et al. 2013).

Prevention of distress is a proactive position that provides patients with coping
skills and resource tools, thus making them able to successfully handle their cancer
journey. Patients, survivors, caregivers, and health-care personnel in Canada have
long been advocating for a total care person-centered cancer system—one that
intentionally focuses on what is of importance to the patient and attends to the range
of his or her needs (not just the tumor). They require quality care that is compre-
hensive, coordinated, and continuous. They want future patients to have a better
experience during the cancer journey than the current system provides. In such an
improved scenario, the inter-professional team works in partnership with the cancer
patient and his or her family to ensure that care is responsive, person-centered, and
tailored to their specific needs. In recent years, three significant events have
occurred in Canada to spearhead the move to person-centered oncology care: First,
The Cancer Control Strategy for Canada has mandated that all patients be screened
for distress starting at diagnosis, using standardized recommended measures, and
referring those with distress to community or hospital resources. A recent set of
guidelines for screening and assessment and care of psychosocial distress in Canada
has advocated specific actions for all adult cancer patients. Second, providing
psychosocial care to cancer patients is now an accreditation standard with the
Canadian Hospital Accreditation Board for Regional Cancer Centers. Third, distress
is now considered to be the sixth vital sign in caring for hospitalized and
community-based patients, (following the five vital signs of temperature, pulse,
respirations, blood pressure, and level of pain (Bultz and Johansen 2011).

A substantial number of peer-reviewed meta analytic research studies have tested
various psychosocial educational interventions delivered by professionals or vol-
unteers, and concluded that patients benefited from positive outcomes. Research has
shown that early intervention for distress enhances compliance and efficacy of
treatment, reduces side effects, and improves quality of life and satisfaction.
A systematic review involving breast cancer patients found that positive coping
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strategies and a confident self-appraisal of the threat of the disease were among the
most frequently reported factors linked to post-traumatic growth (Andersen et al.
2008). In another study, coping well during treatment and feeling a sense of per-
sonal control were found to mediate the relationship between physical symptoms
and depression when treatment is over (Jacobsen 2009). Patients receiving radio-
therapy who had a sense of self-efficacy before treatment had less symptom severity
and anxiety post-treatment (Jacobsen et al. 2011). Lowering stress mediated the
relationship between stress management skills and both physical functioning and
emotional well-being for advanced prostate cancer survivors (Giesler et al. 2005).

Fostering patients’ self-management has frequently been an area of relative
weakness (Coleman and Newton 2005; Fitch 2009; Whitney et al. 2015). Most
cancer patients are not currently adopting healthy behaviors, such as exercise and
good nutrition, a fact which ultimately results in greater disease risks and
health-care costs (Grant et al. 2012). Self-care strategies are not only useful in the
transition to post-treatment care, but they are also useful in the diagnostic and early
treatment phase to manage the ongoing effects of treatment. Active patient
engagement plans empower and help return a sense of personal control, as their role
in recovery becomes evident. Such plans are considered components of
person-centered care where the needs of each individual are taken into account
(Stanton 2012).

Many programs continue to rely on a group counseling model with supplemental
written or internet-based information (Spiegel et al. 2007). We know that patients’
preferences for the type of support they receive is the strongest predictor of a
programs’ success (Whitney et al. 2015). Several models have been proposed to
meet the needs of cancer patients; however the shared-care approach has generally
been accepted as the optimal way to meet those needs (Carlson et al. 2004). An
essential component of any model is to share relevant patient information among
the various health-care professionals involved in a timely manner.

In spite of the enormous work carried out by the founders of psych-oncology,
such as Dr. Jimmie Holland, many hospitals and clinics still struggle to find the best
way to implement current recommendations. There has been an increase in
person-centered care, but screening and intervening are costly in both time and
money. One step that has been somewhat neglected involves the development of an
action-oriented self-care patient and family introduction to screening with appro-
priate follow-up steps. While most cancer centers recognize the value of having a
program for newly diagnosed patients, they also want to design their own programs
to fit with their beliefs and resources. Busy oncology centers, even in Canada, find
it difficult to achieve a true “buy-in” to the importance of psychosocial care. We
were interested in developing a simple platform that could be easily adopted and
modified by individual centers into their own personalized programs. Pre-empting
problems that may arise is a form of prerehabilitation that has been advocated
(Silver and Baima 2013). We have noted that survivorship care plans can increase
patients’ feelings of confidence, satisfaction, and well-being; could a plan based on
engaging patients in self-care strategies presented at the start of treatment be fea-
sible and produce positive results? (Lauver et al. 2007; Silver and Baima 2013).
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This chapter presents a pilot program to address current issues of time, per-
sonnel, process, content, and outcomes related to the delivery of psychosocial care
to newly diagnosed middle aged or older adults living in a primarily rural setting in
Ontario, Canada. This project was not a research study but the pilot implementation
of a simple screening and patient education plan. Our goal was to develop a brief,
one-time session working with individual patients and a significant family member
using self-care strategies that would lower their levels of distress. The program was
designed to screen newly diagnosed patients for distress, educate them on how to
monitor themselves for distress, and seek out appropriate resources. To further
empower patients and their families, we presented a brief introduction to basic
coping strategies (Edgar 2010).

Intervention

We based the program on the constructs of coping appraisal and efficacy. When
confronted by a diagnosis of cancer, people typically engage in the cognitive
process of appraising the nature of the stressor (e.g., threat, actual harm, or loss) and
whether they have the means to cope with it. Coping appraisal of one’s cancer has
been related to anxiety and adjustment in that the higher the perceived threat, the
lower the level of well-being and the greater the level of distress (Lazarus and
Folkman 1984). Coping efficacy is a form of self-efficacy that refers to people’s
beliefs about their ability to negotiate particular stressors or obstacles. These beliefs
are assumed to affect how people perceive and react to adverse life events and
conditions. Favorable perceptions of coping efficacy are likely to help people
organize and deploy the coping methods at their disposal, draw effectively on
environmental supports, and persist at problem solving when faced with difficult
conditions. In the domain of cancer survivorship, coping efficacy includes beliefs
about one’s ability to deal with myriad challenges posed by the cancer experience,
such as coping with treatment-related side effects, seeking and understanding
medical information, and obtaining support to manage treatment and recovery.
Although the literature on cancer-specific coping efficacy is somewhat limited at
this point, available data suggest that stronger efficacy is related to positive out-
comes such as higher quality of life (QOL) and fewer negative emotions (Lauver
et al. 2007; Silver and Baima 2013).

The session was introduced to staff and patients as a step in the development of
total patient care with the emphasis on meeting the psychosocial and educational
needs of the person with cancer and his or her family. At the start of the session, for
evaluative purposes, the following screening and assessment tools were adminis-
tered as paper and pencil forms:

1. The Edmonton Symptom Assessment Scale (ESAS) (Bruera et al. 1991).
ESAS assesses nine symptoms that are common to most cancer patients: pain,
tiredness, nausea, depression, anxiety, drowsiness, appetite, well-being, and
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shortness of breath. The severity of each symptom on a rating scale of 0–10 is
measured by the patient at the time of the assessment. It is the patient’s per-
ception of the severity of the symptom that matters.

2. The Canadian Problem checklist (3).
This is a short list of problems in six domains; practical, emotional, physical,
spiritual, social, and informational. These items have been reported in
peer-reviewed literature to be correlates of distress.

3. The Distress Thermometer
On a scale of 1–10 where 0 means no distress at all and 10 refers to the worst
distress possible, patients recorded where they stood at a designated time period
such as the present moment or day (Bultz and Johansen 2011). Box 1 illustrates
the Distress Thermometer.

Box 1: The Distress Thermometer

Learning to measure and manage your stress can make a difference in your
life. In fact, in health care today distress (or stress) is now known as the sixth
vital sign (after temperature, pulse, respirations, blood pressure, and pain).
The best way to keep your distress in check and to know that you are still in
control of your life is to cope well.

The Distress Thermometer is a simple tool that lets you measure your
distress, take charge of it, and helps identify what is causing it. Continue to
measure your distress , and follow the recommendations for your score.

How to use the Distress Thermometer
Circle the number that best describes the distress you have felt in the past

week. Next, check the boxes on the Canadian Problem List that apply to you
to identify what has been contributing to your distress. Find resources as
needed to help deal with your concerns.

We followed the recommendations provided by the Pan Canadian Practice
Guidelines developed by expert panelists and a critical literature review carried out
by members of the Canadian Partnership against Cancer, and the Canadian
Association of Psychosocial Oncology (CAPO) for screening, assessment, and
appropriate referral to community or hospital resources. The distress algorithms
were guidelines to appropriate referrals according to the patient’s level of distress.
The facilitators for this pilot program were the author and an experienced social
worker/family counselor. We met individually with patients and a family member
of their choice within 6 weeks of their first appointment with the oncology team.
Each session lasted an average of 45 min. The format for the session has been
operationalized and standardized for teaching and implementation, primarily
through close adherence to the content and order of the booklet.
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The facilitators began by stressing the values of learning to cope well, regaining
a sense of personal control, and keeping track of distress levels that could interfere
with good health and well-being. We provided a booklet on coping, developed
initially by the West London Cancer Network, UK, and adapted and renamed,
Cancer Coping Resource Program, Coping with distress: Making a difference. The
contents included the distress thermometer with instructions, the Canadian Problem
list, resources specific to individual needs, and several coping strategies. The
booklet was divided into two sections, one which provided specific support ser-
vices, resources, and useful contacts in the local area, and other explained the
importance of screening for distress and ways of preventing its severity through
active participation in one’s health care and learning coping strategies that took
advantage of each patient’s individual strengths (Miaskowski 2004). Boxes 2 and 3
provide further excerpts from the booklet.

Box 2: Booklet Introduction

Having cancer is like taking a car trip over a hazardous road with oil spills,
accidents, bumps, and very hot weather. How do you prepare for such a
journey? You set some goals at the start. You intend to keep a helpful,
hopeful, and realistic attitude whether your journey goes smoothly or not.
You expect to have a good trip while being ready for any setbacks. For
example, you anticipate comfort and safety with air conditioning, seatbelts,
and air bags, and you also prepare for troubles by bringing extra oil, water,
and spare tires with you.

Your goal for your cancer journey is to travel your route with a sense of
personal control, having a healthy body and following your treatment plan.
Coping well with whatever happens means you will experience a more
successful journey.

Here are three “doable” objectives for us to work on today so that you can
continue with them at home:

1. Become an active participant in your own care and life.
2. Realize that you can handle whatever comes your way because you have

both inner strength and available resources.
3. Measure your distress level and keep it low through good coping.

When you are on your journey and when you look back on it, you want to
be able to say that you handled it well. We do not have control over what
happens to us, but we have total control over how we cope with it, and that
makes all the difference.
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What is good coping?
It is a active problem solving that is optimistic, flexible, realistic, and

practical, and lifts you beyond distress and despair. It is having a plan to look
after yourself to achieve a calm sense of personal control. Coping well is
linked to a better cancer journey.

A goal needs a plan or else it is merely a wish, so here is a simple,
workable plan to achieve good coping and lower distress.

– Complete the distress thermometer and the problem list on the following
pages.

– Practice some good ways of coping.
– Find and use resources that are helpful and meet your needs.

Box 3: Excerpt from booklet on tools for coping

Some Good Coping Tools
Exercise of some kind 5 days out of 7, and keeping active in general are

more than suggestions, they are essential to your well-being. Even small
amounts of exercise a few minutes at a time are better than nothing, so feel
good about starting small. Getting in better physical shape is a goal for you.
What are your plans for doing it?

Remember how you successfully coped with stressful times in the past.
Think about some of the things you are doing now to help you cope, for
example; talking to close friends and family, going out, exercising, listening
to music, and keeping a hopeful frame of mind. Identifying your strengths,
and patting yourself on the back for them, can help you understand and be
grateful for them.

List some of your strengths that have helped you cope well throughout
your life:

Learn to deal with a changed health-care system
The biggest change in today’s health-care system is a shift from the patient

being passive to being an active member of the team. You are the expert on
your own body and yourself. Take ownership for making your body as
healthy as possible—through eating well, having a good balance between
exercise, rest and sleep, and coping with stress. Exercise is especially
effective at reducing pain, fatigue, and improving mood and sleep.
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You are the center of your health-care team. It is up to you to express
yourself, say what is important to you and ask questions. Be as much a part of
decision-making about your care as you want. When patients participate in
their fight for recovery they move from feeling helpless to feeling in control.

Before your doctor’s appointment, write down any concerns and questions
so you do not forget to ask them, and ask for simple explanations to make
sure you understand. Take someone with you to be another pair of ears and
eyes. Having a friend or relative support you is important to your well-being.
Medical care today is complicated and needs lots of coordination among
many people who are doing the best they can. No news or information about
your care may mean that somehow something has been forgotten or slipped
through the cracks. If in doubt, ask!

Other tools included in the booklet
Learn how your thoughts affect your feelings.
Deep breathing
Mindful meditation
In summary, you now can measure your level of stress and have six

proven coping tools to practice. We know these will make your cancer
journey easier and healthier. You will have done your best, and will feel that
sense of personal control.

Patients were not asked to give a history of their treatments or illness, but simply
to recount their most pertinent issues using the ESAS and the problem list. The
facilitators did not have access to patients’ medical records, and the only infor-
mation required was the name of their oncologist and the patients’ birth date, for
purposes of identification and transfer of summary information. Our intentions were
to educate them about their role in managing their health and well-being and show
them how to measure and handle their distress at home through the use of resources
and coping strategies. In particular, the session emphasized the value of exercise,
the need to regain a sense of personal control, be aware of one’s own strengths, and
take an active role in health care. Mindful meditation, deep breathing, and a
schematic of how thoughts influence feelings were also presented.

A specific plan for future distress management was designed in collaboration
with each patient. After the session was over, the facilitators completed a brief
summary page on the patient’s status, which was forwarded to the treating team.
(Refer to Box 4).
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Box 4: Results from the Oncology Distress Management Program

We telephoned patients up to 2 months later to reassess their distress level and
provide resources as needed. Two university nursing students were hired to carry
out the final evaluation by phone between 3 and 4 months, using Likert scales and
open-ended questions.

2 Providing Psychosocial Distress Screening, Coping Resources … 15



Results

There were 612 newly diagnosed patients seen at the oncology outpatient clinic
during the 3 months we had set aside for the intervention; we received referrals for
105 patients and were able to interview 71. Only a small number, 7 of the 105 said
they felt they were coping well and were not in need of a session on managing
distress and learning about coping. At the final evaluation, the students were able to
reach 60 patients.

Over two-thirds of the patients attended with a significant other who participated
in the session by sharing both support and concerns related to family and disease
issues. Seventy percent of the patients were female, and their ages ranged between
40 and 80, with an average age of 60. There was a variety of cancer types and
stages.

Satisfaction and Distress Levels

The average distress level at the start of the program was 4.2. Forty-nine percent of
the patients scored 5 or higher on the distress scale at the start of the project. This
figure is at the high end of other screening results across Canada where the reported
scores for distress levels of 5 or more range from 18 to 38 % (Carlson et al. 2004).
Eight patients or 12 % scored above 7 at the program’s start. At the 3-month
follow-up, distress scores were significantly lower. The average distress level had
dropped to 2.6. Twenty percent scored between 5 and 7 but no one scored above 7.
At the evaluation, we asked if they had measured their distress since their meeting.
Measuring distress using the distress thermometer is a new concept that none of the
patients had been introduced to before, yet 38 % said they had continued to
measure their distress using the tool.

Canadian Problem List

The number of concerns expressed ranged from 0 to 20, with a mean of 6.2.
Physical problems were greater when the patient had started chemotherapy. Most
patients were well prepared for chemotherapy by previously attending a class for all
newly diagnosed patients that included chemo types, side effects, and delivery
methods. The major physical symptoms were fatigue, pain, sleep, breathing, eating,
tingling, and indigestion. The highest ranked concerns were emotional in nature:
63 % were worried, 57 % were anxious, and 53 % were afraid of the future (Refer
to Table 1 for a complete list).

Eighty-two percent of the patients said they were very satisfied and recom-
mended that the program be continued, while 18 % said they were not sure. No one
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was dissatisfied with the program. Using multiple choice questions, we found that
77 % learned that coping and lowering distress were part of their care and 12 %
said that they already knew that.

Only 8 % said that they did not receive useful information on handling their
distress.

When we questioned them whether as a result of the session they now felt more
able to cope and handle distress, only 4 % said they did not. Sixty-five percent
answered yes very much and 31 % said somewhat. Most patients responded that
they mostly or definitely felt a sense of control over the events in their lives, but we
did not question them about this prior to the session. The booklet was found to be
very useful by 65 % and somewhat by 18 %, while 17 % did not find it useful.

Thirty-six or over 50 % reported using one or more resources. About half of the
resources used by the patients were ones they sought themselves, such as friends
and family members. We asked three qualitative questions. One: what one thing
from the meeting stood out; two, what kind of a role do you feel patients need to
take in today’s health-care system, and three, are there any comments you would
like to add or any changes you would like to see made to the program. The
qualitative questionnaire comments were positive. Comments such as the following
were representative: “greatly reduced my anxiety, enjoyed the meeting, knowing
where to go for help, very helpful people to shoulder up with, answered all my
questions, someone has time for me, gives you reassurance that you can do
something yourself, helped by looking at my mindset, learning to be more

Table 1 Canadian problem list of concerns

Ranking Percent (%)

Worry 1 63

Nervousness 2 57

Fears 3 53

Fatigue
Sadness

4 30

Pain 5 24

Sleep 6 23

Depression 7 22

Changes in appearance 8 19

Breathing 9 17

Eating
Understanding my illness

10 15

Financial, insurance
Tingling
Dealing with children, friends

11 14

Intimacy
Indigestion
Knowing resources
Dealing

Each 12 10
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forthright.” The major insight for patients that emerged from the comments was the
importance of being active and asking questions. Comments stressed the impor-
tance of practicing to focus on the moment and not on the distress, learning to be
calm and to take care of themselves. They were pleased with how the session went
and appreciated the follow-up call because they had a sense of being listened to, of
being heard. Two patients suggested that the timing of the program could be earlier
after diagnosis, but others commented that they felt the timing to be about right.
Patients were surprised that today’s health- care settings require more active par-
ticipation than before, but they accepted this reality and seemed ready to take more
control over their health care. For example, if test results were not forthcoming,
they were prepared to call and inquire about them; if their oncologist’s explanations
for treatments were hard to understand, then patients would request clarification.

Discussion

It was remarkable that the mean distress level fell from 4.2 at the start of the
program to 2.6 two months later. The number of patients with distress levels over 7
fell to zero from 12 %. Such improvements cannot be credited to the program alone
but to a number of other contributing factors, such as patients starting
chemotherapy, returning to a more familiar routine, a lessening of side effects, more
time to adjust to the cancer experience, etc. Emotional problems were the most
frequently cited although physical problems were also ranked as distressing to
many. The nature of the problems presented by the patient and family member were
highly related to current events within their social milieu, and it was the impact of
having cancer on those events that concerned them. The significance of cancer
within the family circle reminded us that the family is itself a unit of care with its
own needs and boundaries.

We were impressed that 38 % continued to measure their distress and act on the
findings, given that this was a new concept to them and that they were only
introduced to it once.

We looked at time, personnel, process, content, and outcomes. The time
required for the session was brief, an average of 45 min per patient plus an additional
10 min to complete a summary sheet for the oncology team. The personnel were the
author and an experienced social worker. We envisage carrying out the same inter-
vention using an operationalized format with carefully selected and trained volunteers
who have themselves had a close experience with cancer. There is precedent for using
volunteers in other settings for similar responsibilities (Eisner et al. 2009).

The process involved introducing the program early in the cancer trajectory
before treatment started, as a part of standard care, focusing only on the patients’
needs, and engaging them in recognizing their own strengths and coping strategies
(Coleman and Newton 2005; Schofield et al. 2006). The content relied on active
patient involvement in learning how to measure and manage their own distress, and
followed the guidelines presented in the booklet. Overall, the patient-reported
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outcomes were highly positive. Patients were satisfied both with the program, and
their subsequent ability to cope. The satisfaction felt by the patients reflects their
desire to have their needs recognized. Patients felt more in control and realized their
role as assertive and active members in their health care.

Recommendations

We recommend that a form of distress measurement be included in routine
screening due to the relatively high levels of distress found at the start of the
program. There is strong evidence that communication affects cancer patient out-
comes, particularly satisfaction, psychological morbidity, and quality of life. Cancer
patients rated good communication as a critical aspect of their medical care (Hack
et al. 2005; Sharpley and Christie 2007). Perhaps one of the strengths of this project
is the active listening by the facilitators. Facilitators did not have access to patients’
charts so the patient was the only source of information. Since patients not only
provided the facilitator with their most pertinent problems but worked out solutions
together, the give and take of active listening took on a high level of importance. It
is essential that such programs be sustainable, and able to be delivered by others
than the front line oncology staff in busy, tertiary care settings. Community part-
nerships and resources, including volunteers, may be a realistic means to facilitate
the implementation of such a program in the era of financial short falls.

Implementation and Organizational Issues

We received only 105 referrals out of a population of 630. Generally, it was the
oncology nurses who decided who to refer. Most nurses explained to the patients
and their families that the program was optional, thus making it easy for the patient
to decline. When the oncologist recommended the program, patients willingly
agreed.

There are volumes of literature that speak to the difficulty of implementing new
programs into established cultures (Francke et al. 2008; Tuinman et al. 2008). How
did we do with four essential requirements for successful implementation of the
project? These requirements include consulting the organizational heads and front
line staff, having organizational support, using a variety of strategies to ensure
success, and continuous quality improvements. The chief oncologist and oncology
project manager were strong advocates of the project and its potential. We did offer
multifaceted targets of interventions including staff training, working with opinion
leaders, policy development, audits, and ongoing feedback. We believe that our
contact with the front line staff was not sufficient.
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We concur with the literature that finds that programs that routinely screen and
treat patients for distress are feasible, with some caveats. The introduction of the
program to the front line staff is especially important in every aspect; how, when,
where, how long, why, and how often (Loscalzo et al. 2011; Sollner et al. 2001).
Staff were naturally reticent to fully integrate outsiders into the clinic, and in
retrospect, we needed to have allocated much more time and many more resources
to the introduction to the program (Andersen and Dorfman 2015). The facilitators
were outsiders to the oncology clinic, and therefore were not part of the local
culture. Many staff expressed the need to have resources in place that are quickly
and easily accessed, and that are linked to the oncology center. This concern is
reminiscent of the introduction of the pain ladder many years ago where staff were
reluctant to use it, fearing they did not have the necessary resources to manage the
patient’s pain if it were measured.

We measured outcomes using the distress thermometer and open-ended ques-
tions, but comparisons across settings are frequently lacking. There are also many
different outcomes that can be measured; we focused on patient satisfaction and
levels of distress. Other outcomes of importance are the costs of running programs,
the number of referrals made, long-term follow-ups, and other patient-reported
outcomes. The outcomes themselves need to be assessed for their attention to
quality and quantity. One general outcome that seems to be consistent among
findings is that a screening process can improve communication between patients
and their physicians (Fitzpatrick and Remmer 2011).

Conclusions

A brief one-session intervention cannot address all the medical, individual, socio-
cultural, and developmental aspects and outcomes, but it can make it easier for
clinic staff to pick up on these issues and further explore them. We were pleased by
the patients’ responses and encouraged by their ability to learn new behaviors. With
today’s focus on using technology wherever possible to drive screening efforts, let
us not forget that active listening to the patient’s agenda, using their strengths, and
helping them be active participants in their health care remain essential (Hack et al.
2005). We hope that this simple program can inspire other centers to build on it,
replicate it, and assess it. Our future goal is to evaluate how well carefully selected
and trained volunteers can function, using the same booklet, and following a similar
protocol. Such a step is considered radical by some, yet we believe it holds the
potential to expand these services to more and more patients. The volunteers would
be included as members of the clinic or team, even with their limited role.
A professional member of the oncology team could act as coordinator, mentor, and
supervisor. These are plans for the future, and others will continue to find ways to
create better person-centered care in oncology for all.
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Chapter 3
Latino Cancer Survivors: The Old
and the Young

Tanya R. Fitzpatrick

Introduction

Latino survivors of cancer, especially the elderly and young children, have suffered
from numerous barriers to treatment as a result of economic oppression, physical
health, and psychological problems. This chapter explores quality of life issues
among children, adolescents and older Latinos and how culturally appropriate
interventions attempt to address the physical, social and psychological barriers
faced by this underserved population. Long after successful treatment, survivors are
often faced with the physical and mental toll of their diagnosis (Ceballos et al.
2015). For example, factors such as poverty, language barriers, lack of proper
health insurance and screening for cancer create a greater risk for the advanced
stages of the disease once diagnosed (Farone et al. 2008). Physical health-related
symptoms of cancer affecting quality of life outcomes are pain, fatigue and physical
limitations brought on by the short and long-term effects of chemotherapy, radiation
and surgery (Fitzpatrick and Farone 2011). It is not surprising that the survival rate
for Latinos is lower than for non-Hispanic whites as they wait longer for treatment
even after diagnosis due in part to limited information and access (Wu et al. 2001).
However, research has shown that targeted interventions have a beneficial effect on
psychological and physical health among Latino cancer survivors (Ceballos et al.
2015).

Although some previous studies have addressed social support and physical
activity interventions, they have mainly focused on Latina breast cancer survivors
(Ashing-Giwa et al. 2006; Sheppard et al. 2008; Welsh et al. 2005). This chapter
is unique because few studies have examined the relationship between various
therapeutic interventions as they relate to the quality of life among different age
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groups of Latino cancer survivors experiencing different types of cancer (Fitzpatrick
and Farone 2011). Quality of life (QOL) can be defined as the individual’s sub-
jective evaluations of physical and psychological health and also by their appraisal
and satisfaction with their present level of functioning. The ultimate goal is to shed
further light and understanding by exploring existing theoretical perspectives and
literature describing interventions such as physical activities, leisure and household
activities, church-related activities, social support groups and educational programs.
The aims of the chapter will be addressed by focusing on the following:

1. Demographic information
2. Theoretical perspectives specific to Latinos with cancer
3. Review of the literature on various therapeutic interventions
4. Implications for clinical practice and future research.

Basic Demographic Information

The terms “Hispanic” and “Latino/a” are used to refer to persons of Hispanic origin.
Much of the research on cancer statistics has been directed towards Latinos in the
U.S. and very little research has specifically focused on Latino survivors living in
Canada. However, more recent investigations do include both Canada and the U.S.
(Canadian Cancer Statistics Publication 2015; Singh and Miller 2004). According
to the American Cancer Society (2012–2014), 50.5 million Americans (16 % of the
U.S. population) are identified as Hispanics or Latino. By the year 2050, elderly
Hispanics/Latinos will total 12 million, eleven times as many as in 2009
(Intercultural Cancer Council 2011; US Census Bureau 2011). As described by Wu
et al. (2001), in Fitzpatrick and Farone (2011), the cancer survival rate is lower for
Hispanics than for non-Hispanic whites and elderly Hispanics have less information
about screening, health prevention and insurance and are diagnosed at later stages
of the disease.

Many of the studies focusing on Latinos with cancer have been directed to
women with breast cancer (Budhrani et al. 2014; Yanez et al. 2011; Shephard et al.
2007). Yet, older Hispanics are less likely to be screened for breast and cervical
cancer than their younger counterparts. Latina women aged 50 and older have the
lowest mammogram utilization rates and women 18 and older have the lowest Pap
test utilization than other racial and ethnic groups (Intercultural Cancer Council
2011). In addition, elderly Hispanics have a greater number of functional disabilities
than elderly non-Hispanics, especially from cancer-related outcomes. This points
out the need for continuing education directed toward oncology professionals to
enable them to practice more efficiently by addressing the specific challenges of this
population.
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Cancer in Latino Children and Adolescence

Cancer in children is rare but in 2014, it is estimated that 15,780 have been
diagnosed. Although the survival rate has increased for all types of cancer, nearly
2000 children die of cancer each year in the U.S. thus indicating the need for
effective treatments to further reduce mortality (Ward et al. 2014). However, Latino
and other minority groups of adolescents and young adults have not received the
same survival rates as in older adults and younger children. Of the 724 AYAs
studied, 36 % were Hispanics and although, being a male, increasing age, and
advanced cancer were associated with elevated mortality, the survival disparity for
race/ethnicity existed despite equal access to care.

Few studies are available on statistics among young children and adolescents of
Hispanic origin with cancer published in either the U.S. or Canada. However, one
study that was published in São Paulo, Brazil (2010), including 10 children and 8
adolescents between the ages of 8 and 18 years, sought to understand the physical
and psychological effects of chemotherapy from the perspective of children and
adolescents (Chico de Cicogna et al. 2010). Results indicated that chemotherapy is
the most employed treatment. The responses from the children interviewed
remembered the experience as that of suffering and pain but over time as recovery
and cure mainly as a result of the chemotherapy. Quality of life stands out as a
priority for the families and their children who have cancer. Several major themes
related to quality of life were discussed such as loneliness, isolation, loss of normal
childhood, decreased employment opportunities among adolescents, physical dis-
comfort, disability, and emotional responses (Chico de Cicogna et al. 2010).

Theoretical Perspectives

Many of the theories on ethnic and cultural perspectives that were mentioned earlier
may also apply to the elderly, young children, and adolescent Latino cancer sur-
vivors. Although, not specific to Latinos, there are several that relate to older adults
from minority populations. They are presented in more detail here to further clarify
and highlight the experience of cancer and quality of life among these groups. The
double jeopardy hypothesis (Butler et al. 1991; Dowd and Bengston 1978) was
developed to accommodate differences and disparities between Blacks and Whites
(Butler et al. 1991), yet it is applicable to other minority groups. This hypothesis is
characterized as a double burden resulting from “devaluation in status in society”
(Alemán et al. 2000, p. 6). A triple jeopardy scenario can also be applied to those
being elderly, being female, and being from a minority group plus having low
economic status. Modernization theory postulates that as each ethnic society
modernizes and becomes more industrialized, the less status the elders’ position in
the family carries (Cowgill and Holmes 1972; Markides and Mindel 1987), This
may be true in America today as Latinos are becoming a large part of society and
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changes in the traditional family structure are evident. For example, some elders are
now being placed in long-term care facilities when younger family members feel
that they can no longer take care of them at home similar to their American and
Canadian counterparts. Assimilation theory (Markides and Mindel 1987) is also
explained by Alemán et al. (2000) in that ethnic and minority status becomes
temporary, as when one moves up the socioeconomic ladder towards a middle-class
position, cultural distinctiveness becomes absent. This is contrary to the process of
acculturation and cultural pluralism (Healey 1996; Fitzpatrick 2000; Tran et al.
1996) as now many ethnic groups similar to the Hispanics who have been in
America for generations continue to follow their traditions and customs as well as
those of the mainstream. Acculturation is a process based on language and edu-
cation (Tran et al. 1996), which for many elderly Latinos can be a major issue and
barrier for seeking appropriate health screening and treatment for cancer.

Alemán (2000) in Alemán et al. (2000) explains the system of “compadrazco” as
a trait in which Mexican American families continue to rely heavily on extended
support that is intergenerational, which can include non-blood relatives. The family
usually assists in the elder’s health care decisions that value the group over the
individual. This in most cases can be beneficial for the elder; however, service
providers must understand this important family dynamic in order for assistance to
be helpful for the family. “Personalisma” is another important trait common to
most Latinos (Alemán 2000). It is customary and important for the elder to feel that
the provider is a trusting person and one who is willing to share his or her person
information. If this is not the case, the elder may not return for much needed
assistance. For example, the elder may ask the health-care professional personal
questions such as, “How old are you? Do you speak Spanish?” or “How many
children do you have?” This may seem too personal for the professional but it is
essential to “self-disclose” to a certain extent to foster a good working and trusting
relationship between the provider and the elder client. While these perspectives are
not exhaustive, they do provide further understanding as to how necessary it is for
healthcare providers to assess cultural values and make appropriate interventions to
older and younger Hispanics and their family members (Alemán 2000).

The Cancer Experience Among Latino Children
and Adolescents

Most of the literature on the experience of cancer among children and adolescents
addressing conceptual perspectives is directed toward the general population (Bruce
2006; Haase 2004; Simon et al. 2003; Stuber et al. 1997). Few researchers have
focused on Latino children and adolescents with the exception of a group of
researchers from São Paulo, Brazil. In a study examining motherhood among
Hispanic children with cancer, Moreira and Angelo (2008) introduce the perspective
of Symbolic Interactionism. The main ideas are based on the process of interaction

26 T.R. Fitzpatrick



among individuals in which meaning is found between human beings. Therefore, the
meaning of the cancer experience for mothers of children is found with interactions
between the mother, the disease, the child or adolescents, and the health care team.
This interaction includes interpretation of important life experiences, which will
enable further knowledge and understanding of the reality of the situation (Moreira
and Angelo 2008). This will bring a new direction to the lives of the mothers who are
caring for a child with an often fatal disease. Another study by Chico de Cicogna
et al. (2010) focusing on the experience of chemotherapy and quality of life found
revealed several major themes such as loneliness and isolation, loss of normal
childhood, decreased enjoyment of food, physical discomfort and disability and
emotional responses to cancer. These themes are useful for oncology professionals
to understand the experience of the disease in order to help Latino children and
adolescents with cancer “to find new ways of coping and living well.” (p. 2).

Finally, the development of interdisciplinary healthcare to Latino children and
adolescents with cancer in pain situations is examined from the perspective of the
Complexity Paradigm. This paradigm attempts to address the multidimensional
characteristics and the complexity of the reality of the experience without isolating
the biological, psychological and social dimensions (Menossi et al. 2008). For
example, the pain associated with cancer is seen as a complex phenomenon for
healthcare professionals who are attempting to understand the work involved in the
process of providing healthcare, and to transform the knowledge into collective
actions for children and their families of Hispanic origin.

Age and Culturally Appropriate Interventions

Interventions designed to improve health and quality of life for vulnerable popu-
lations of Latino cancer survivors will be explored along with implications for
appropriate clinical practice and future research.

Physical Activities: Regular physical activity is said to enhance health and
physical functioning in older populations (Satariano et al. 2002). Specific to cancer
survivors, different types of sports and physical activities were related to activity
levels before and after a diagnosis of breast cancer. For example, decreased activity
levels were associated with poorer quality of life after the diagnosis. The need to
increase physical activity may provide physical benefits to women with a higher
perceived risk of breast cancer (Audrain et al. 2001). A recent study by Fitzpatrick
and Farone (2011) indicated that leisure activity participation and especially,
household activities were significantly related to self-reported health, cutting down
on activities, and depressive symptoms among older Mexican Americans with
cancer living in the southwest USA. Household activities such as cleaning the
house, preparing meals (light household activities), carrying water and wood,
repairs, caring for others, and gardening (heavy household activities), were valued
as important activities among Mexican elders.
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Although not focusing on Latino elderly, Fitzpatrick et al. (2012) found that
physical fitness activities such as any body movement produced by skeletal muscles
that results in energy expenditure on a daily basis, is said to help reduce the
cognitive effects of chemotherapy among older cancer survivors over the short and
long term. Another study promoting the beneficial affects of physical activities by
Leimanis and Fitzpatrick (2014) revealed that physical activities preformed at a
cancer support center and others preformed at home had a significant effect on
distress, in that distress was reduced among the group of cancer survivors.

Support Groups

The family systems and sociocultural framework that integrates culture and social
class relates to family-focused interventions for families facing cancer (Marshall
et al. 2011). Family-focused interventions emphasizing social class (SES), espe-
cially among low income families, are necessary for health care professionals to
understand in order to provide guidance to cancer survivors and their families. For
example, intervention approaches would include the following suggestions;
(1) Flexibility is needed when working with culturally diverse and low income
populations in regards to scheduling of interventions such as health appointments,
school, work, and other family responsibilities, (2) Interventions should consider
language differences and the need to provide bilingual interpreters and providers,
(3) Travel and transportation may be costly for low income and immigrant fami-
lies, therefore bringing information into schools and community health centers may
be more convenient and assessable, (4) As financial concerns may be present,
information regarding financial resources should be made available as part of a
cancer education program, (5) To create a child and family-friendly environment,
allowing time for eating and food preparation should be included in the overall
program interventions, and finally, (6) Follow-up and referrals to community
agencies is needed. “Perhaps scheduling a Saturday morning using in-home cancer
education programs may result in a referral to a family support groups or even a
hospice program for example” (Marshall et al. 2011, p. 91).

In line with the recommendations presented from Marshall et al. (2011),
Munet-Vilaró (2004) discusses the delivery of culturally competent interventions
for Latino children with cancer and their families. There is a scarcity of research
that investigates the factors that can influence the responses to cancer. It is sug-
gested that in order to practice culturally competent care, clinicians (eg., nurses,
social workers, oncologists) collaboration between multidisciplinary teams should
provide increased awareness and knowledge to help serve the needs of this popu-
lation. Besides language and information dissemination, clinicians should acquaint
themselves with a comprehensive understanding of issues of childhood cancer such
as the etiology of specific types of cancer, different treatments, and community
resources, and how this knowledge may reflect differences in cultural values and
outcomes among Latino children and their families. For example, understanding
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cultural values such as fatalism, death and dying, suffering, along with differences
in coping strategies, can lead to culturally competent interventions that address
more adequately the needs of this underserved population (Munet-Vilaró 2004).

Senior Centers

Although not directly related to younger age groups with cancer, participation in
senior centers has been shown to moderate stress-related distress among Latino
elders (Farone et al. 2005). The results of these studies revealed that for those
Latinos who were experiencing stressful life situations, participation in senior
center activities lowered their psychological distress. Community Senior Centers
provide an array of social supports for older adults and have been “conceptualized
as a resource that provides a variety of services, including health, social, nutrition
and meal plans, education, and recreational activities, which provide ample
opportunities for social interaction” (Farone et al. 2005, p. 66). These centers also
serve immigrant populations with cancer. Senior Centers can be seen as an inter-
vention strategy to moderate the harmful impact of stressful life situations
(Fitzpatrick et al. 2005a, b). Therefore, the promotion of Senior Centers by pro-
fessionals can serve as a useful community support for Latino elders with cancer
and their families (Farone et al. 2005). Regardless, linguistic and cultural barriers
make the use and access to community supports such as senior centers a greater
challenge for Latino cancer survivors.

Focus Groups

Ceballos et al. (2015) conducted bilingual and bicultural focus groups by “pro-
motores” and face-to-face interviews to address a wide range of burdens that
Mexican American cancer survivors and their families experience such as depres-
sion, isolation, fear of recurrence, stress and changes in body image. This inter-
vention strategy proved to be beneficial to the cancer survivors who participated.
The support groups provided an opportunity for healing and the ability to better
understand and cope with their disease on a daily basis. A key role in the successful
intervention was played by the promotores, which should be taken into account by
oncology professionals when providing future supportive interventions for this
group of cancer survivors (Ceballos et al. 2015).

3 Latino Cancer Survivors: The Old and the Young 29



Educational and Church-Based Interventions

Between 1998 and 2001, two church-based interventions aimed at reducing the
cancer screening rates were introduced to Latinas with breast cancer living in
Colorado, U.S. The objectives of The Tepeyac Project attempted to compare two
Tepeyac interventions on the mammogram rates of Latinas and non-Latina whites
in the Medicaid fee-for-service program (Welsh et al. 2005). There were 209
churches included in the study that provided educational printed material in Spanish
and English. The second intervention involved peer counselors (The Promotora
Intervention) in which the subjects received personalized education. The effects of
the interventions on the rates of mammogram use were assessed between the two
groups aged 50–64 years already enrolled in the Medicaid program. The results
revealed that the personalized community-based education (Promotora
Intervention) was effective but only modestly for increasing breast cancer screening
rates among the two Latina groups. The authors point out that other services and
supports along with church-based education may be necessary (Welsh et al. 2005).

The Nueva Luz is an educational intervention developed to address quality of life
among Latina breast cancer survivors in the City of Hope, Duarte, CA. The main
goal of the program was to provide strategies to assist in the transition to sur-
vivorship (Jaurez et al. 2014). The English and Spanish educational intervention
was used to access psychosocial issues, which utilized a purposive sample of eight
Latina breast cancer survivors. The results indicate that the one-on-one approach,
which provides bilingual printed information plus verbal instruction from a bilin-
gual and culturally competent professional, can serve as an effective resource in
helping Latina women with breast cancer transition into survivorship and improve
quality of life.

Finally, using art therapy as a psychosocial intervention, six young women with
a recent diagnosis of breast cancer explored the multi-faceted artist’s fold book in
an art therapy group at a community cancer support center in Montreal (Laux
2015). The results revealed that young women with breast cancer benefited from
participation in weekly art groups allowing themselves to reveal their feelings and
concerns in a safe and supportive environment thus helping to improve their quality
of life. This would suggest that an innovative intervention such as art therapy would
also serve as an effective means for self-awareness among young children and
adolescent cancer survivors.

Summary and Discussion

This chapter has highlighted some of the important survivorship issues, which
present considerable challenges for Latinos with cancer, especially among the
young and older age groups. Demographic information, theoretical perspectives,
and innovative therapeutic interventions have been presented in an attempt to shed
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light on the cultural context in the delivery of appropriate educational programs and
services. Despite improvements in survival rates and more advanced treatments, the
cancer survival rate remains lower for Hispanics than for non-Hispanic whites.
Elderly Hispanics have less information about screening, health prevention and
insurance and are diagnosed at later stages of the disease (Fitzpatrick and Farone
2011; Wu et al. 2001). As described earlier in the chapter, many of the studies
focusing on Latinos with cancer have been directed to the delivery of psychosocial
services and programs for women with breast cancer (Budhrani et al. 2014; Yanez
et al. 2011; Shephard et al. 2007). Yet these educational and supportive interven-
tions are just as relevant for all ages of Latinos despite the fact the older Hispanics
as a group experience greater challenges and have less access to education, health
and screening services and face limitations due to language barriers and functional
disabilities. Young children and adolescents from Latino backgrounds are just as
likely as their older counterparts to experience the same barriers and difficulties
during survivorship. Furthermore, adolescents and young adults from all racial and
ethnic backgrounds (AYAs) continue to experience inferior survival rates compared
to older adults and younger children.

Leukemia is the most common cancer in all children. Hispanic children have the
highest rate of leukemia of any ethnic group, even higher than African American
children (American Cancer Society 2012–2014). The survival rate has improved
among Hispanic children, however, it remains lower compared to non-Hispanic
children for all types of leukemia. It is suggested that access to treatment may
account for some of the differences, yet these differences are also apparent in
clinical trials with those who have equal treatment. The disparity may also be “due
to high-risk leukemia types among Hispanic children” (American Cancer Society
2012–2014, p. 13). Symptoms affecting quality of life among all cancer survivors
and especially in Latino adolescents and children include post traumatic stress
syndrome (PSTD) (Bruce 2006; Stuber et al. 1997), pain, dyspnea, nose bleeds,
seizures and fatigue (Van Cleve et al. 2012; Menossi et al. 2008), fear, anxiety and
depression (Stuber et al. 1997).

The cancer screening rates for all Americans are relatively low; however, people
from racial and ethnic minorities have the lowest rates together with those with low
income, the elderly and the medically underserved (Centers for Disease Control and
Prevention 2001). Many older adults with cancer tend to be underserved and the
majority are women from different ethnic groups. Appropriate palliation is less
frequent and they receive less aggressive therapy. Current methods of care are often
based on assumptions and stereotypical thinking (Surbone et al. 2007).

Implications for Clinical Practice and Future Research

The development of culturally competent care for Latino children with cancer and
their families should be first and foremost in importance for oncology and health
care providers (Munet-Vilaró 2004). It is important for clinicians to respond
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appropriately to the specific needs and behaviors that are unique to their cultural
norms. For many Latino families facing a life-threatening disease, Fatalismo is a
way of coping, which many Latinos experience as a deep acceptance of the disease
and is therefore beyond their control (Farone et al. 2008). It is suggested that
clinicians communicate to family members with translators when necessary, and
that despite their resignation and beliefs, it is expected that the best oncology care
from professionals will be provided to their child. Many child and family visits take
place in the home following lengthy hospital stays, yet it can be threatening when
health care providers, seen as strangers, enter the home. Parents of children and
their elderly family members may not speak English, however if a translator is
available it can eliminate fears of mistrust (Alemán 2000). Alemán states that the
concept of trust and mutual respect between the healthcare provider and the family
is of utmost importance, especially when working with children, adolescents, and
elderly family members with cancer, however, this may take considerable patience
and time from the healthcare provider. All members of the family need to be
involved, and in most cases they insist, however, they remain in need of on-going
communication, education and understanding during the survivorship experience.
Although Latino adolescents have been learning English in schools and have
become acculturated sooner than their elder family members, they still require
information regarding their disease and an opportunity to express their concerns and
fears and to also have the opportunity to be involved in decisions regarding their
treatment plan.

The need to remain in control and assist in making decisions about treatment is
therefore an important aspect when working with adolescents. The Adolescent
Resilience Model (Haase 2004) is an example of interventions that address positive
health strategies such as hope and coping together with positive support from
family, friends and the healthcare team. Considering the challenges in under-
standing the complexity of working with Latino children, adolescents, the elderly
and family members, especially when fate, suffering, resignation and differences in
coping styles exist is essential for providers (Munet-Vilaró 2004). Establishing
effective interdisciplinary communication is necessary to address the multiple
dimensions that compose the healthcare for underserved groups of Latinos during
the entire survivorship process.

Future research and policy interventions should focus on enhancing community
supports by attempting to include bilingual and bicultural staff and clinicians and
targeting appropriate health services, social supports and acculturation needs.
Young children and adolescents should be directed toward peer support activities
and services that address academic and job-related issues, along with health and
disease education for their families. Future research should continue to address
issues of isolation, loneliness, and other psychological needs of elderly Latinos with
cancer including education and language acquisition plus ways to facilitate the
survivorship needs. This will contribute to a more optimistic sense of well-being
and quality of life thus reflecting on the individuals ability to remain independent
and continue to live in the community for as long as possible (Fitzpatrick 2000).
Additionally, and of equal importance, future investigations are needed to evaluate
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the education and training of oncology and healthcare professionals focusing not
only on the disease and medical treatment but on the psychosocial needs. This will
provide more culturally competent care for Latino cancer survivors. Oncology
practitioners and healthcare workers should remain open to new knowledge, dif-
fering beliefs and innovative ways to face the numerous challenges that cancer
survivors endure, which will do well to ensure the health and well-being of those
we serve (Damskey 2000).
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Chapter 4
An Exploration of Latvian Immigrants’
Cancer Experience and Implications
for Supportive Interventions

Mara L. Leimanis

Introduction

Psychological distress and coping in immigrant populations, as well as those whom
have suffered a particular stress is documented from a range of populations and
ethnic groups (Cwikel and Rozovski 1998; Aranda and Knight 1997). However, a
cancer diagnosis can aggravate preexisting psychological distress and the effects
can be trans-generational (Baider et al. 2006; Consedine et al. 2006; Baider et al.
1996b). Past research has addressed the subject of acculturation versus assimilation
among immigrant populations (Fitzpatrick 2000). Acculturation as defined by
Nasatir (1991) and Belozersky (1991) happens over a long period of time, and can
be a very diversified experience (Fitzpatrick 2000). Acculturation includes language
skills, familiarity with the host culture, education and generational factors
(Fitzpatrick 2000: Tran et al. 1996). Tran states that acculturation is also defined in
terms of language skills and education, which are distinct but related (p. 68),
“acculturation is a very different experience than assimilation” (Fitzpatrick 2000,
p. 67). Assimilation however, is a temporary situation and is defined as a group of
people that belong to a minority group but learn to adapt to the ways of the majority
culture and whom are able to retain their own culture. In the context of this chapter,
it would seem that Latvians are fairly well-acculturated.

The acculturation process has been associated with positive network structures,
which can lower depressive symptoms, and may contribute to better overall quality
of life (Lim et al. 2008). Research in this area has largely explored the subject of
immigrant populations of breast cancer survivors, and ethnic barriers to screening,
prevention, and treatments (Andreeva and Pokhrel 2013). The purpose of this
chapter was to explore the experience of Latvian-Canadians who are cancer
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survivors, from the perspective of medical, spiritual, and caregiving, and to explore
the topic of interventions and their effects on well-being and quality of life. This is
one of the first studies to explore this subject in a small Baltic ethnic group in
Canada. It is hoped that this chapter will also provide further information on coping
skills, methods of coping, and community supports as they relate to the experience
of Latvians with cancer.

Cancer and Emotional Health

A cancer diagnosis can bring an onset of emotions and reactions which can include
symptoms of depression and anxiety, intrusive thoughts, and thoughts of avoidance
(Jacobsen et al. 1998). Adjusting to a cancer diagnosis may be mediated by a host
of preexisting psychosocial factors including, family and community support, past
history, and various key factors such as education and marital status (Weisman
1980). Individuals may also experience a cancer diagnosis while having a preex-
isting level of distress (Zabora et al. 1997). Distress in patients has been associated
with poor treatment compliance, (Colleoni et al. 2000; Kennard et al. 2004;
DiMatteo et al. 2000), and treatment outcomes, and long-term survival outcomes
(Faller et al. 1999; Prieto et al. 2005).

Immigrants and Cancer

Acculturation is a process of cultural change and psychological change that results
following the exchange between cultures was described by Sam and Berry (2010,
p. 472). At the individual level, changes may occur in daily behaviors, as well as
changes in psychological and physical well-being. Cancer patients may experience
a certain degree of distress at the onset of a cancer diagnosis; however this can be
made less severe in immigrant groups with certain additional supports (Baider et al.
1996a, b). Even before a cancer diagnosis, ethnic groups exhibit various degrees of
fear when seeking certain types of screening such as for prostate cancer (Consedine
et al. 2006).

Cancer in Latvians

Cancer amongst Latvians living in Europe will fall into regional norms for the
disease in terms of incidence, quality of life issues, and access to healthcare
(Dzervite et al. 2012). In the immigrant population in Canada, however, additional
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stressors may affect their disease progression and treatment. This has been identified
as a vulnerable population in one report as compared to U.S.-born populations
(Deorose et al. 2007). In the results of a cohort study, immigrants from the former
Soviet Union revealed a higher overall mortality from non-natural causes (Becher
et al. 2007), and that orientation to a new country, change in self-perception and/or
family structure, can affect and disable coping strategies. This stress of immigration
can in turn exasperate psychiatric disorders while dealing with a disease such as
cancer (Baider et al. 1996a, b).

Family, Community Support, and Cancer

Cancer is known to profoundly affect the entire family, and as we know, the family
has also been explored in the literature as being a major source of support for cancer
survivors (Baider et al. 1996a). In addition, as an extended network to the family,
the greater community may serve as a mediator against the negative effects of
diagnosis and treatment as well as long-term survival outcomes. Various thera-
peutic interventions and supports, have been demonstrated to be beneficial
(Fitzpatrick and Remmer 2011), defined as family supports, support from care-
givers, and/or community supports. In this, the increase in immigration may also
play a role in the influence of social supports and networks, as studied in Mexican
populations in the United States (Keefe 1980; Sabogal et al. 1987). Community
supports might include religious groups (church), cultural activities, choir, artists
groups, sports activities, special interest groups, professional and special interest
groups, organizations at the local, national and international level, sororities, vet-
erans groups, and others.

Acculturation, therefore, provides a theoretical basis that helps to clarify the
relationship between the various interventions and health and well-being of Latvian
cancer survivors, as well as their immediate caregivers (Sam and Berry 2010;
Baider 2006).

Methodology

Qualitative Research Design and Approach

A one-time questionnaire was used to explore the relationship between supportive
interventions and the cancer experience amongst Latvian immigrants. Participants
were selected based on purposive sampling (Lugg and Ahmed 2008). This sub-
jective approach to sampling implies that the chosen subjects are knowledgeable
about the subject in question; however, no external judgment is provided by the
researchers on the typicality of the subjects.
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Data

Data was collected between July and September 2014 from individuals who were
actively involved in the Latvian community in several Canadian cities. Written
consent was obtained and complete anonymity was preserved, if so indicated by the
participant. All participants were aware and gave permission for personal state-
ments to be published for research purposes. The information was collected as
self-reported questionnaires by e-mail.

Sample

Purposive sampling is defined as meeting certain criteria, which can relate to quality
assurance (Patton 2002). The individuals (N = 11) were placed into four groups;
those who were cancer survivors (n = 3), those who were cancer caregivers (n = 4),
those who were healthcare providers (n = 2), and those who were spiritual care-
givers (n = 2). All participants were Canadian citizens and were connected to their
Latvian communities, and had travelled to Latvia at least once as adults. The total
sample ranged in age from 33 to 77 years, with three males and eight females. All
participants had a university education. (Table 1 presents a complete description of
the total sample).

Data Collection Procedures

The protocol for the questionnaires included; (a) an opening statement, (b) an
introductory research question, and (c) detailed probing questions to follow addi-
tional questions. Participants were to limit their responses to a few pages, and were
requested to complete the questionnaire within one hour. This negated the influence
of the researcher, allowing participants to control their own responses. As
a follow-up, the participants were contacted by the researcher by phone, e-mail, in
person or through a direct contact and were allotted 2 weeks’ time to respond.
When necessary, questions were asked to the researcher for clarification and fo-
cused on several areas of their experiences, as described below. All four groups
(cancer survivors, cancer caregivers, healthcare providers, and spiritual caregivers)
underwent the same protocol and the same questions.

Interview Protocol

You have been asked to participate in a small study titled “The Cancer Experience
Amongst Latvian Immigrants.” This study will involve exploring various aspects of
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this subject through the eyes of cancer caregivers, cancer survivors, healthcare
providers, and spiritual caregivers. The results of the study will be published in a
chapter in an academic text book focusing on various interventions, such as family
support, community services, physical fitness, and coping mechanisms, and how
these interventions may benefit vulnerable populations of cancer survivors. The
book will be directed towards oncology professionals working with cancer patients
and survivors; such as social workers, nurses, and psychologists. I thank you for
your participation and for sharing your story!

1. Describe your experience as a Latvian-Canadian/Canadian-Latvian (i.e., how
are you linked to Latvia).

2. Describe your personal cancer experience (as a caregiver, cancer survivor,
healthcare provider, spiritual caregiver).

Table 1 Demographics for total sample of study participants (N = 11)

(n) %a Mean [95 % CI] SD

Age

33–77 56.9 46.5–67.3 16.4

Gender

Male 3 27

Female 8 73

Education

University+ 11 100

College or equivalent 0 0

High School or less 0 0

Marital status

Married/common law 6 54

Divorced/widowed 2 18

Never married/single 3 27

Time of birth

In Latvia (pre-WWII) 4 36

During or post-WWII 2 18

First generation Canadian 5 45

Type of participant

Cancer survivor 3 (Male 2, Female 1)

Cancer caregiver 4 (Male 1, Female 3)

Healthcare provider 2 (Male 0, Female 2)

Spiritual caregiver 2 (Male 0, Female 2)

Latvian heritage influenced cancer experience

Yes 6 55

No 5 45

Note aPercentages may not add up to 100 % due to missing data

4 An Exploration of Latvian Immigrants’ Cancer Experience … 41



3. Describe how being a Latvian-Canadian/Canadian-Latvian influenced your
cancer experience.

4. Describe what interventions or supports were used and/or influenced your
cancer experience (i.e., traditional-, alternative-, complementary-medicines,
psychotherapy, vs. family support only, etc.)

Data Recording

The responses from the interviews were recorded either as hand-written responses,
as type-written by respondents, and logged, and/or transcribed in a password pro-
tected file within 1 week of receipt of the response. Space was provided following
the questionnaire for additional notes if needed. A word processing program
(Microsoft Office WordR) was used to backup all of the stored information. The
material was reviewed by a second researcher who was impartial to the collection
and interview process, in order to maximize the interpretation of the participant’s
responses. Free-text from open-ended questions revealed themes and provided a
working framework for future studies (Corner et al. 2013; Gall et al. 2003),
(however, a robust analysis and coding of the data was not performed).

Results

Table 1 indicate that five participants were born pre-World War II, two participants
were born during or just after the war, and four participants were first-born gen-
eration Canadians. In the first question posed to the participants, they were asked to
describe their experience as an immigrant. The responses were organized by the
following groups, (cancer survivors, cancer caregivers, healthcare providers and
spiritual caregivers) where the majority of participants describe having experiences
of acculturation, while preserving a cultural identity.

Results from the questionnaire:

1. Describe your experience as a Latvian-Canadian/Canadian-Latvian (i.e. how
are you linked to Latvia?).

Cancer Survivors

In the case of the cancer survivors in this study, all three participants were first
generation immigrants, having been born in Latvia, and immigrating as children
during World War II (WWII).
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One person reported, “My family and I suffered the horrors of the refugee trek,
leaving Latvia on Oct. 25th, 1944…We were in Germany, in 1945 when the war
ended, and were placed by the Allies in the safety of the Displaced Person
(DP) camp. After living for several years in the DP camps, we were fortunate to be
allowed to immigrate to Canada on March 29, 1948.”

Another participant speaks of life post-immigration:
“It was easy to integrate into a multicultural society such as Canada. I’m

accepted as a Latvian-Canadian without prejudice. I was born in Latvia, and I do
speak Latvian at home. I do follow our traditions, our culture, and our religion.
I have visited Latvia 4 times.”

Cancer Caregivers

The cancer caregivers were a mix of first generation immigrants and first-born
immigrants to Canada. Most of the statements presented, are representative of
acculturation.

“As a Latvian born in Riga, I came to the United States in 1949 from Germany
where our family spent 4 years in displaced persons (DP) camps. After marrying in
1970 I came to Montreal. My connections to the Latvian-Canadian community are
because of strong family ties, social activities such as choir, sorority, church and
cultural events here and elsewhere.”

Here is the description of a first-born generation Canadian, having integrated her
profession with her cultural and familial ties to Latvia.

“I am linked to Latvia as I was raised in the Montreal Latvian community and
spent many extracurricular hours singing in the Latvian Chorale Choir, dancing
traditional Latvian dances with the local dance group, and from a very young age
to 15 years old. I also attended Latvian school on the weekends. I am currently
involved in the Latvian community, as I am writing a fictional screenplay that takes
place in Riga, Latvia.”

Here is the description of the positive effects of cultural ties.
“My experience has been mostly positive, as I am fortunate to have been exposed

to a rich culture and have made many great friends and acquaintances who share
the same beliefs and interests as me.”

Healthcare Providers

Both healthcare providers represent additional examples of their ties to Latvia.
“I am the daughter of two Latvians who were born during their families’ flight

from Latvia post-WWII.”
“Born in England, I immigrated with Latvian parents to Canada and was quite

active in the Latvian community in Toronto. My husband is a Latvian-Canadian
and I have taught all my children to speak Latvian.”
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Spiritual Caregivers

Both spiritual caregivers were able to provide additional accounts of their ties to
Latvia.

“My mother was born in Latvia during the Second World War and came to
Canada as a refugee. Latvian was my first language, and I participated in Latvian
Saturday school, Latvian social and cultural events, and spent one year of high
school in a Latvian high school in Germany.”

Another participant respondent stated:
“I am a first generation Canadian born of displaced persons (DP) who left

Latvia at the end of the war and took up refuge in Germany, then making their way
to Belgium and then to Canada to fulfill a year’s sponsorship. I was brought up in a
family where Latvian was my first language and I, along with my siblings attended
Latvian schools and church, scouts, and guides as well as participating in a
number of other Latvian youth events. In the early years we searched out doctors,
dentists, and even banks in which Latvian was spoken, and where I was a part-time
employee while going to school.”

In summary, it is evident that all accounts indicate that regardless of current
residency, or initial birthplace, Latvian remains a major presence in the lives of
participants.

2. Describe your personal cancer experience (as a caregiver, cancer survivor,
healthcare provider, spiritual caregiver).

Cancer Survivors

The cancer survivors give a personal account of their cancer experience.
“I have been a cancer survivor for 16 years, mostly through hormone therapy…

the treatment has not affected my professional life, but as any medical treatments
have side effects…it could affect your personal life.”

In the second account a cancer survivor describes her experience with prevention
and screening.

“In having regular mammogram tests, an early diagnosis of a “mis-shapen”
cell…a “lesion”…showed the early signs of breast cancer….Dr. “X” performed
the surgery…later I received radiation treatment.”

Cancer Caregivers

In the case of cancer caregivers, their responses widely varied, in that in some
instances only limited care was given in a supportive fashion as described:

“I helped with transportation, accompanied my family to doctor’s visits, and
was an information gatherer.”
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Or more acute and personal experiences:
“My mother had been in remission for Non-Hodgkins Lymphoma for several years

before the disease came back with a vengeance and went un-diagnosed again until its
very late stages before her death in September 2008…my father was suddenly diagnosed
with salivary gland cancer a few weeks after my mothers’ passing, and after a few short
months of care, passed away in January of 2009. My experience was life-changing, and
it altered many family relationships in ways I’d never imagined. The entire experience
was truly eye-opening and from which I have learned a tremendous deal.”

“My mother developed breast cancer that ultimately spread to her liver. My
mother decided she was going to heal the cancer herself through natural homeo-
pathic means, and ultimately refused Western medical treatments. Her demands
were high as I had to seek out her frequent requests to find the materials she needed
for her attempted treatments, and at times, the demands were eccentric and com-
plex. In the end, my experience as a caregiver was a harrowing one, emotionally
and physically, and I was not prepared for the demands of this disease and what
was required from me as a caregiver.”

Additionally, cancer caregivers remark on their information needs, and attempts
at seeking psychosocial supports, however with resistance encountered from a
cancer survivor:

“As a support partner…I consulted library books and read, to better understand the
tests, procedures and medical options…my husband relied heavily on his doctor’s
advice from the initial diagnosis to the follow-up, which meant that he not only had my
support but also encouragement to seek (at a later phase) a second opinion. I have
tried to encourage some additional psychological interventions without success.”

Healthcare Providers

Interestingly, one healthcare provider remarks on a perspective, not captured by any
of the cancer caregivers.

“As a healthcare provider I find cancer care inspiring.”

Spiritual Caregivers

From the perspective of spiritual caregivers, there is a more objective overview of
the cancer experience, and their demonstrates that caregiver role can differ, from
that of the immediate family.

“There are so many different personality styles, ages, forms of cancer, and
cultural beliefs, and values in one person’s experience of cancer…what is the
nature of their fear, resilience, love, survival through someone’s cancer experi-
ence…it is rare to find a cancer patient who has a lukewarm reaction to the fact
they have cancer…the disease often forces them to claim who they are and what
they believe in”.
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“I am not afraid of gently touching people…to gently stroke their arm or face, or
even kiss their forehead after having blessed them with the laying on of
hands”…“for others I would sing with them or to them.”

3. Describe how being a Latvian-Canadian/Canadian-Latvian influenced your
cancer experience.

This question revealed a dichotomy and wide range of responses, from emo-
tionally charged, to emotionally indifferent. Responses are divided between both
positive and negative responses.

Cancer Survivors

Cancer survivors do not attribute their cancer experience as having many cultural or
ethnic ties, but remark on the importance of good healthcare.

“Being a Latvian-Canadian did not have any special significance, only that as a
Canadian I received the best care possible to help me deal with breast cancer…I
was given the professional care of a psychiatrist…to help me deal with the psy-
chological stress.”

“Personally my ethnic background has not influenced my treatment. I have not
consulted, religious, psychological or any other support group. Only my immediate
family has knowledge of my cancer experience.”

Cancer Caregivers

The responses of cancer caregivers involve the role of language, community sup-
ports as witnessed by some, to be more profound and yet for others, a matter of
convenience or lifestyle choices.

“We often spoke Latvian amongst ourselves during or after the appointment.”
“Being a Latvian-Canadian–I was raised in the Latvian-Canadian community.

I attended Latvian camp, school, and cultural functions. I was whiteness to, and
inherited many quality family values, from my parents and through different rela-
tionships with friends and other members of the Latvian-Canadian community. I feel as
if I received a tremendous amount of support from the community, which helped in
dealing with the events leading up to, at the time of, and after my parents passing.”

In this recount, the participant comments on feelings of disconnect, shame, and
isolation.

“Latvians are known for their hard workmanship, and this was the way that I
was raised in my Latvian-Canadian family…having these qualities influenced my
approach, and I was able to remain strong for my mother through her battle. But
this hard shell also intervened with connecting emotionally with myself during this
process, which I had to reconcile with later on after she passed away. I anticipated
my mother would reach out to the Latvian-Canadian community, but instead she

46 M.L. Leimanis



shied away from it, perhaps feeling some shame for not being able to face the
questions if asked about her decisions regarding her non-Western medical treat-
ment(s). Unfortunately, there was no time for me to reach out to the community for
support, and support was not offered. I believe this is also because illness tends to
be a private matter in Latvian families, and unless asked to participate, Latvians
generally shy away. But on the emotional side of being Latvian, growing up with
pagan ideologies and influences in my Latvian upbringing, also made me more
open to my mother’s Latvian homeopathic remedies and her trying different natural
treatments.”

Issues surrounding community and privacy were revealed by one participant.
“Individual privacy is partly a personality trait of many Latvians, but disclosure

of cancer seems to be more private than that of other illnesses. Perhaps this is
because cancer often requires long-term care. Among men especially there exists
the unwillingness to see support groups. Many shy away from disclosure regarding
cancer, but even heart surgery is revealed more easily, probably the type of cancer
also influences the privacy issue.”

Healthcare Providers

The view of a healthcare provider is summarized very briefly, and states that
nationality does not influence the cancer experience.

“People either catastrophize the diagnosis or embrace it, but most eventually
accept it. This does not depend upon their nationality.”

Spiritual Caregivers

From the perspective of spiritual caregivers, a commentary describing both the
private experience and the community experience.

“I would listen to peoples’ stories of youth and deportation, immigration jour-
neys, and incorporate them in the funeral services….the whole community was
involved in their grief.”

“I found that my family and relatives behaved in very private, rational ways to
cancer. The disease was not talked about in detail, and revealing emotions was not
part of discussions except in one rare conversation…Cancer was seen as a problem
to solve…and there was an attitude of “pull yourself up by the bootstraps”,…
relatives engaged in a sense of disbelief and denial of the immensity of a terminal
case of cancer.”

4. Describe what interventions or supports were used and/or influenced your
cancer experience (i.e., traditional-, alternative-, complementary-medicines,
psychotherapy, family support only, etc.).
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Cancer Survivors

The comments from the cancer survivors reveal the use of traditional medical
interventions, as well as family support:

“I am grateful to everyone for their care in dealing with my breast cancer, so
that I am able to say I am “cancer free” for 7 years.”

“My cancer experience was very traditional…from my general practitioner to
my urologist, to surgery to hormone therapy, I never sought any counseling or
support, except for family…a book about the influence of the subconscious mind
which I believed in, helped to strengthen my resolve to get well.”

Cancer Caregivers

In the case of cancer caregivers, there is insight into collusion and various forms of
coping.

“In most cases traditional treatment methods have been used (chemotherapy,
radiation, drugs), and the cancer survivor has not been interested in complemen-
tary medicines, or possible “cures” using diet, meditation or exercise…perhaps
coming from a conservative background that makes “alternatives” an unfamiliar
choice…the cancer survivor wants to follow what the doctor says, and put trust in
them, rather than look elsewhere…it is easier not to question things too much.”

“I was fortunate to have a close circle of friends who were able to provide some
comfort and support, during this tragic and unfortunate time—of which many of
were able to relate, empathize and share from their own experiences.”

“Our experience relied chiefly on traditional medicine and rapid response to the
diagnosis. Following the biopsy and necessary surgery, trust was almost entirely
placed in the doctor’s experience and expertise in regards to the medication. My
husband turned to some other supports when his sister developed breast and later
ovarian cancer. She was part of a cancer support group at the Princess Margaret
in Toronto. This meditation and laughter therapy was intended to relieve some of
the stress of chemotherapy and worry about the illness. At the time he read a book
on the subconscious mind. He has not been interested in any other active therapy-
whether exercise or psychological. My own understanding is that meditation can
play a strong role in recovery along with traditional treatments.”

Another respondent stated:
“As my mother was using natural Latvian medicinal treatments, that her mother

had taught her to use (for other ailments, not cancer) and that she had read about.
I was supportive of her trying these traditional methods, as she had made a con-
certed decision to do so (i.e. placing a cabbage leaf over her breast, using Latvian
herbs, keeping amber stones in her hands/on her body). These traditional Latvian
methods did influence my experience positively as it instilled hope, but other family
members and Latvian community members thought the methods were based on
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myths, and were carried out with poor judgment. She new she would be criticized
for her decision-making from some people in the Latvian community, as she had
been following healing methods from Satya Sai Baba, a controversial Indian guru
and spiritual leader. I believe she obtained much emotional peace by taking this
path, and I was supportive of her as she dabbled in this community, knowing it
made her feel good. Six months before she passed away, I looked to psychotherapy
one-two times a week to get me through this arduous process and time period.
I continued with it a year after my mother passed, to help make sense of what I had
just gone through. Also, traditional Chinese massages (deep tissue and shiatsu)
helped me cope with the stress of this time and human touch helped me to connect
emotionally. My sister and I were each other’s rocks to lean on, but as we were on
our own, looking back, I wish we could have asked our community and family to be
more involved in order to help us emotionally.”

Healthcare Providers

The one healthcare provider revealed that the primary source of support is family:
“All available supports are important but I have found that a supportive, caring

family is the most significant one, enabling adjustment to the diagnosis and for
moving forward.”

Spiritual Caregivers

The spiritual caregivers commented on the diversity of treatments and how collu-
sion affected their own coping skills.

“My personal experience with cancer with my relatives strongly influenced me to
learn how to support patients by providing psychotherapeutic and spiritual sup-
port. I felt my family lacked the resources to effectively discuss, support and grow
from their cancer experience as a larger group…I wished to learn what I did not
learn in my family structure in order to be attentive to others, who are managing
sometimes terminal diseases. I wanted to play a more active role in asking ques-
tions, sharing my experience, advocating for, and supporting family members and
others struggling with cancer.”

Various supports sought by participants is summarized in Table 2. This includes
seeking medical, and family supports.
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Discussion

This preliminary exploration of Latvian immigrants’ cancer experience and
implications for supportive care, revealed that the majority of our respondents
experience acculturation and are eventually assimilated into the dominant culture.
Together with this, there was some degree of collusion felt by first-born generation
Canadian-Latvians, who expressed that the need for privacy, and secrecy, was
necessary for those affected by cancer. The family was revealed as the major source
of support by nearly all participants—nine (82 %) in total as seen in Table 2.

Latvian immigrant cancer survivors are a vulnerable population for whom cul-
turally tailored cancer care programs are needed, as has been provided to other
immigrant and minority groups (Howard et al. 2007; Chiu 2001). However, it has

Table 2 Summary of treatments and supports sought by various Latvian groups interviewed
(N = 11)

Groups HP (%) CS (%) SC (%) CC (%)

Medical treatments

Traditional (Western) 1 (50 %) 3 (100 %) 1 (50 %) 2 (50 %)

Chemotherapy 1 50 %)

Radiotherapy 2 (66 %)

Hormone therapy 1 (33 %)

Surgery 2 (66 %)

Non-traditional (homeopathic) 1 (50 %) 2 (50 %)

Prevention and long-term follow-up 1 (33%) 1 (25 %)

Exercise 1 (33 %)

Massage (deep tissue) 1 (25 %)

Diet 2 (66 %)

Supplements (vitamins) 1 (33 %)

Healthy environment 1 (33%)

Meditation 1 (33 %) 1 (25%)

Supports

Transportation 1 (25 %)

Information seeking 2 (50%)

Education 1 (25%)

Family support 1 (50 %) 2 (66 %) 2 (100 %) 4 (100 %)

Community support 1 (50 %) 1 (25 %)

Psychosocial intervention 1 (50 %) 1 (33 %) 1 (25 %)

Psychotherapy 2 (66 %) 1 (50 %) 1 (25 %)

Subconsious mind 1 (33 %)

Positive thinking 1 (33 %) 1 (25 %)

Spiritual support 2 (100 %)

Note HP-healthcare provider; CS-cancer survivor; SC-spiritual caregiver; CC-cancer caregiver
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been shown that knowledge of the English language and resilience can lower
depressive scores, and help to ease the post migration transition period, as found for
mid-life woman from the former Soviet Union (Miller and Chandler 2002). In
Balneaves et al. (2007), Punjabi woman with a breast cancer diagnosis describe
stress factors that may be negated by family supports, indicating the need for
family-centered models of care (Balneaves et al. 2007). Together, this suggests that
immigrants, who undergo acculturation, require additional attention and supports,
as compared to their fully assimilated counterparts.

It has been shown that cancer preventative behaviors for Eastern European
immigrant woman, are fairly consistent, regardless of the host country, access
to healthcare, or education level. A total of 30 studies from 1996 to 2013 reveal that
Eastern European woman under-utilize breast cancer screening options, in part, due
to insufficient knowledge about early detection and an external locus of control. In
that, their decision-making process, regarding personal health matters, was caused
by uncontrollable factors (such as the environment, other people, or a higher power)
(Andreeva and Pokhrel 2013). This under-screening and inadequate engagement in
health prevention could also be applied to other diseases or conditions as well.

Collusion is also highlighted as one major theme from the participant responses,
which is generally defined as a secret agreement between two or more people who are
trying to deceive persons in the immediate circle of contacts (e.g., a doctor and patient
withholding information from the patients’ children) (Oxford 1990). In the case of health
and healthcare, any information regarding a diagnosis, prognosis, and medical details,
can be withheld from friends or familys involved, with the care of the patient, whereby in
the case of a terminal illness, news is withheld from the patients’ children, or primary
caregivers. It has been a phenomenon observed in both Western and non-Western
societies that most commonly center around recurrence, deterioration, and palliative
treatments (NCI 2009). In our narratives, it appears as though the collusion may be
partial or complete. As some participants mentioned the need to maintain secrecy
regarding the illness from the community, which resulted in feelings of isolation,
shame, and loneliness. In cases where participants were able to reveal the diagnosis with
immediate friends and family, the support resources were more abundant and helpful.

Spiritual resources have been revealed as a key theme among Chinese immi-
grants with breast cancer in the USA along with family closeness, alternative
therapy, art, prose and literature, and culture-specific support groups (Chiu 2001).
In the population sampled for the purpose of this study, religion and spirituality was
not highlighted as a major theme.

Implications for Clinical Practice

Caregivers, and children of first generation Latvians (i.e., first-born generation
Canadian-Latvians), in some cases considered their ethnicity as a hindrance in
their personal coping mechanisms, and highlighted either partial or complete col-
lusion in the family structure. Cancer survivors comment on the benefits of positive
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thinking, lifestyle choices and non-traditional treatments (natural). Immigrants who
undergo the process of acculturation, require additional attention and supports, as
compared to their assimilated counterparts. Special attention is required from
healthcare providers to address the needs of this vulnerable population, especially in
regards to education and language instruction where needed. Healthcare practi-
tioners should therefore, reach out to family members to stress the importance of
early screening and treatment for their relative(s) with cancer language.

Several limitations of the study are warranted. Only Latvian immigrants
and Canadian-Latvians supplied the study sample and the sample size was limited
in number and to those that agreed to participate. Many did not want to participate
commenting: “I have nothing to say” as Latvians tend to be private in nature, and
present a form of a closed community, one that can be found in other Northern
European cultures (Lanier 2000, p. 55). Implications for future research include the
need to further explore the subject with a broader sampling size, given the inherent
heterogeneity (age, cancer type, profession, gender, and ties and links to Latvia, i.e.,
those of birthplace of Latvia versus first-born generation Canadians) as in such a
defined and small population. Additionally, a more robust experimental design
could be utilized.

In summary, the practitioner in a clinical oncology setting must recognize the
family dynamics, and that there may be issues surrounding privacy for the patient,
collusion between family members on the severity and gravity of the disease, as
well as that the primary support system for the patient, falls to the children and
immediate family. As a first step, supports within the community should be
explored, as physical health referrals within the hospital system may not satisfy the
families need for “keeping it in the family.” Rather, the immediate caregivers
should be targeted as recipients of additional supports.
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Chapter 5
Survivorship Issues Among Muslim
Women with Cancer

Suzanne Y. Bushfield

The purpose of this chapter is to examine survivorship issues among the diverse
population of Muslim women living in the United States, and to describe culturally
competent strategies for intervention that are sensitive to the needs of Muslim
women facing breast cancer.

Introduction

Breast Cancer Prevalence in the U.S.

One in 8 women in the U.S. can expect to be diagnosed with breast cancer during
her lifetime (Centers for Disease Control 2015). It is the most common cancer in
women worldwide, and the second leading cause of death for women in the U.S.
(CDC 2015). In the United States, 220,000 women are diagnosed with breast cancer
each year. Despite progress in detection and treatment, breast cancer is still a killer:
over 40,000 women die of breast cancer each year (CDC 2015).

Survivorship

Breast cancer mortality rates have been declining since 1990 (CDC 2015). As
overall death rates from breast cancer decline, surviving breast cancer is a reality for
increasing numbers of women. With nearly 14 million cancer survivors in the
United States, women make up 54 % of cancer survivors (National Cancer Institute
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2014). Among cancer survivors, the largest group is survivors of breast cancer, who
make up 22 % of all cancer survivors. Women with early stage breast cancer may
now expect to survive 5 years or more. Women who survive breast cancer have
benefitted from two key factors: early detection and improved treatment (CDC
2015). Early detection, through breast cancer screening, is known to significantly
reduce mortality (Cedolini 2014). As cancer death rates continue to decline among
women, attention to survivorship concerns have grown. Survivors of breast cancer
often experience a number of health challenges, including pain, fatigue, cognitive
changes (Fitzpatrick et al. 2012), swelling, weight loss or gain, sexual dysfunction,
as well as fear of recurrence (National Cancer Institute 2014). This fear is not
unfounded: even though early detection and effective treatments have improved
breast cancer survivorship, the risk of relapse or recurrence persists even 15 years
after initial diagnosis (Natarajan et al. 2009).

Muslim Women in America

Muslim communities in America may differ sharply from those in other countries.
The population of Muslims in America is diverse. Some 35 % of American
Muslims are descendants of African slaves. Arab Muslims make up nearly 30 % of
the population in the U.S., and South Asians, 25 % (Haddad 2006). Other Muslim
immigrant groups have assimilated in differing degrees. Some 7 million people
among the diverse groups of Muslims in America adhere to Islamic guidance on
matters of both public and private life (Haddad 2006).

Cultural and religious factors have a strong influence on health behaviors and
gender roles (Lum 2003; Miller and Thoresen 2003). Yet, practitioners often view
Muslims in America according to prevailing, and often negative, cultural norms
(Bushfield and Fitzpatrick 2010; Hodge and Bushfield 2006). Religion and culture
may therefore have a particularly significant impact on Muslim women and their
health care (Matin and LeBaron 2004). The degree of religiosity, and adherence to
tenets of Islam may differ among American Muslim women, but issues related to
modesty, the role of women in the family and putting others’ needs ahead of her
own, and the importance of family involvement in health care decisions have
contributed to barriers in health care for Muslim women in America (Matin and
LeBaron 2004; Rashidi and Rajaram 2000; Morioka-Douglas et al. 2004). These
barriers are significant in understanding health disparities, and the particular needs
of Muslim women in America who are diagnosed with, and survive, breast cancer.
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Cancer Demographics and Health Disparities

Health disparities have different health outcomes among groups. Disparities may
occur both in disease prevalence and death rates. While causes of health disparities
may be unknown, considerable research is directed toward a better understanding of
the variety of factors that contribute to different outcomes.

Health disparities in cancer have been found based on race, ethnicity, gender,
immigrant status, education, geography, and income (CDC 2012). For example,
black women have a lower incidence rate of breast cancer, yet have a 41 % higher
mortality rate (CDC 2012). Geographic inequalities due to remoteness, and
socioeconomic disadvantage have been identified (Dasgupta et al. 2012). For
women in rural communities or without proximity to regional cancer centers, dis-
parities may be magnified (Peek and Han 2004). Early detection is a key factor in
improved outcomes, yet minorities are less likely to participate in screening
activities (Taplin et al. 2012). Cancers undetected through breast cancer screening
are often assumed to have a poorer prognosis (Coldman and Phillips 2014). The
type of cancer diagnosed may also influence outcomes. Black women have more
frequent diagnoses of cancer types that have fewer treatment options (Agurs-Collins
et al. 2010). The timeliness of follow-up care is also important. Longer intervals
between initial diagnosis and treatment results in poorer outcomes (Olivetto et al.
2002; Jones et al. 2005), and women in rural areas, those with lower incomes, and
minorities are among those with long intervals between diagnosis and treatment.
Treatment advances have been significant with breast cancer. Yet the quality of
treatment received may differ for minority groups (Lund et al. 2008).

Survivorship and Health Disparities

Health disparities have received considerable research and policy attention, leading
to interventions aimed at increasing culturally appropriate efforts to increase access
and reduce barriers, in order to improve survivorship. Increased participation in
mammography screening, leading to early detection, has contributed significantly to
the nearly 20 % decline in breast cancer in the recent past. (Padela et al. 2015).
However, women from racial and ethnic minorities have been known to participate
less in screening activities and therefore may not see the benefits of screening and
resulting improvement in survivorship. Overall trends of screening mammography
among American Muslim women remain illusive (Padela et al. 2015) since there are
no population-based repeated surveys. Additionally, culturally adapted breast cancer
screening for Muslim women is not generally available (Hasnain et al. 2014), and
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may contribute to the lack of participation by Muslim women. While white women
are more often diagnosed with breast cancer, minority women have a higher mor-
tality rate and more challenges for survivorship. The survival rate also drops con-
siderably when comorbidities are present. Significantly, high blood pressure,
osteoporosis, and heart disease as comorbidities can double the mortality rate from
breast cancer. (Kohler et al. 2015). These comorbidities are also subject to racial and
ethnic disparities. Variations in outcomes are reflected in health data which indicate
all ethnic groups have lower survival rates than white women, and Black African and
South Asian women have lower survival rates due in part to the lack of early
detection and the prevalence of health comorbidities (Jack et al. 2009).

Other issues have been found to have an impact on survivorship. Economic
burden and fear of re-occurrence have been found to have a significant impact
(American Cancer Society 2015). Survivorship care plans are intended to address
the holistic needs and concerns for breast cancer survivors, such as recognizing
emotions, accepting fears, reducing stress, staying well informed, receiving
follow-up health care, making healthy choices, and nurturing strong support sys-
tems (American Cancer Society 2015). These survivorship care plans may also need
to address the specific cultural and family needs of Muslim women, recognizing the
differences among Muslim women.

Health Challenges for Survivors

Breast cancer survivors have described a variety of health challenges that impact
quality of life. Chief among these are fatigue, pain, sexual dysfunction, swelling,
and sleep disturbance, cognitive changes, nerve damage, weight loss or gain, dental
and mouth problems, and depression (CDC 2015). For survivors who have lived
through the challenge of breast cancer, some, none, or all of these concerns may be
experienced. The personal experience of each person will differ, and the individ-
ualized nature of being a cancer survivor should be acknowledged (Hebdon et al.
2015).

Other issues have been found to have an impact on survivorship. Economic
burden and fear of re-occurrence have been found to have a significant impact (Am
Ca Soc 2015). The shift from understanding breast cancer as an acute illness to
recognizing it as a chronic disease, with long term consequences that may be both
positive and negative, represents a paradigm shift in health care (Hebdon et al.
2015). Survivorship care plans are intended to address the holistic needs and
concerns for breast cancer survivors, such as recognizing emotions, accepting fears,
reducing stress, staying well informed, follow-up health care, making healthy
choices, and strong support systems (Am Ca Soc 2015).
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Social Support

The transition from patient to survivor is a challenge to women who have faced
breast cancer. Some women do not wish to identify themselves as survivors, and
reject the term “survivor” (Hebdon et al. 2015). Nevertheless, they acknowledge the
importance of support in a variety of ways, not limited to traditional support groups
(Morris et al. 2014). African American women have expressed the importance of
social support from peers and family, and particularly the need for support from
other African American women who have experienced breast cancer (Mollica and
Nemeth 2015). Many Muslim women in America are socially and linguistically
isolated, and therefore may need social support through small groups within their
cultural groups, and with recognition for the gatekeeping role of men as heads of
households (Shirazi et al. 2013).

Fear and Relapse

Adapting to, and surviving from, cancer may be a lifelong process of reappraisal and
adjustment over time (Naus et al. 2009). Due to the long trajectory of cancer sur-
vivorship for some, fear of recurrence may be both a long term and realistic concern.
The centrality of cancer survivorship in one’s self concept has been linked both to
engaging in behaviors to support well-being, and with greater psychological distress
(Helgeson 2011). The latter was present when the central concept of being a cancer
survivor was present, and when cancer was viewed in more negative terms. Some
83 % of cancer survivors identify themselves as “survivors” as opposed to “patients”
or “victims” (Park et al. 2009). Uncertainty during the transition from patient to
survivor is very common during active treatment for cancer (Garofalo et al. 2009).

Spiritual Needs

Isolation and loneliness are common among women who have experienced breast
cancer (Rosedale 2009). This isolation may be a function of awareness of mortality
and the existential threat of breast cancer. The heightened distress experienced by
survivors, including survival guilt, may have a spiritual dimension (Maxwell and
Aldredge-Clanton 1994).

Muslim Women in America

Religious barriers are not well understood. In addition to the well-documented
health disparities experienced by minority women, religious differences may play a
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significant role. For Muslims who follow Shari’a law, increasingly under legal
scrutiny in the U.S., there may be further tensions. Unlike legal systems in the U.S.,
Shari’a law governs public behavior, private behavior, and private beliefs (Hodge
and Bushfield 2006).

Islam includes five main pillars of faith: (1) testimony that Allah is the one true
god; (2) prayer, conducted five times daily at dawn, noon, mid afternoon, sunset,
and night; (3) giving support to the needy; (4) fasting during Ramadan; and (5) the
annual pilgrimage to Mecca (Hodge 2005). Reliance on Shari’a law and practice of
the main tenets of faith for Muslims reflect both the saliency of religion in their
individual lives, as well as the degree of acculturation (Hodge 2005). Current
political tensions all have an impact on Muslim women in America.

Muslim women differ considerably in a variety of experiences as to the role of
women in their distinct communities. Traditionalism and acculturation are both
important factors in understanding the specific impact of religion on Muslim
women (Salman 2012). Nevertheless, Muslim women have a number of challenges
when accessing health care in the United States. Religious beliefs and cultural
differences influence Muslim women’s choices in participation and follow up in
cancer screening and care (Rashidi and Rajaram 2000). Modesty, perceived dis-
crimination in health care, fatalism, cancer knowledge and awareness, family
involvement, and role of women in the family have been found to have an influence
on Muslim women seeking health care in the U.S. (Matin and LeBaron 2004).
These factors may serve to prevent women from seeking treatment or delaying
treatment for breast cancer, thereby impeding survivorship. Nearly all American
Muslims report lower rates of mammography (less than the 67 % national average
for all women). Muslim women participate in rates lower than 60 % (Grabler et al.
2012; Padela and Curlin 2013).

While religious barriers are not well understood, religious values may influence
health behaviors in different ways than socioeconomic or acculturative factors.
When viewed in context, household duties, and responsibilities for family care-
giving, in the context of Muslim women, may be viewed not just as a role, but as
part of one’s duty to Allah. For many Muslim women, the fear of being a burden
due to illness is a strong influence on health behavior. In the family context,
dependency for transportation, financial support, and reliance on the male (father or
husband) as the decision maker may prevent access to health care. Muslim women
may also fear public discrimination in the health care system. Some Muslim women
may see illness as dishonorable, or punishment from Allah for past sins. This more
fatalistic view may also influence health care outcomes and survivorship for women
with breast cancer.

Religion-Related Factors

In 2001, some 1200 studies were found to have quantitatively examined various
aspects of religiosity (Koenig and Bussing 2010). Religiosity is a complex
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construct, and may be described as extrinsic (such as attending public religious
meetings) or intrinsic (such as spending time in private religious activities such as
prayer, meditation, and study) (Koenig and Bussing 2010). The subjective or
intrinsic beliefs are thought to be a more accurate reflection of a person’s religiosity
(Koenig et al. 2011). Religious attendance and participation in group activities has
been related to more social support and better physical health (Salman 2012;
Koenig et al. 2011). But it is also related to lower health service use, which may
influence survivorship and follow up care. A belief in the presence of the Divine, or
religion, carries over into all other dealings (Koenig and Bussing 2010).

The importance of assessing the saliency of religion or worldview in one’s life is
fundamental to addressing the spiritual needs of others (Hodge and Bushfield
2006). The need for measures, which are more subtle than broad based has been
identified (Koenig and Bussing 2010). Spiritual competence, as an aspect of holistic
treatment, should be viewed as an active, ongoing process characterized by three
ongoing and interrelated dimensions: growing awareness of one’s spiritual world
view and associated assumptions, limitations and biases; a developing empathic
understanding of other’s spiritual worldview that is devoid of judgment; and an
increasing ability to design and implement appropriate, relevant, interventions that
are sensitive to others’ world view (Hodge and Bushfield 2006).

Theoretical Perspectives

A multidimensional contextual framework is useful for both understanding and
intervening with Muslim women with breast cancer. As a framework for under-
standing ethnicity, gender, religiosity, immigrant status, economic status, education,
and social, political, and environmental factors, a multidimensional contextual
framework provides a holistic view of people and their internal and external
exchanges (Guadalupe and Lum 2005). This theoretical framework has practice
implications that support individual well-being, and active processes with human
commonalities, differences, and complexities (Guadalupe and Lum 2005).

Discussion of Implications for Treatment

Holistic treatment aimed at improving survivorship among Muslim women with
breast cancer must be culturally sensitive. Culturally appropriate interventions are
needed, for example, directed toward Muslim immigrant women who have been
found to have low levels of knowledge and awareness of breast cancer and low
utilization rates of early detection services. Recognizing the unique social, cultural,
and religious dynamics of Muslim women is necessary to develop community
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based interventions within the diverse Muslim communities in the United States
(Shirazi et al. 2013).

Services, which address the special needs of Muslim women for gender specific
spaces rather than mixed groups for support, and chemotherapy or mammography,
in order to address needs for modesty are critical. Muslim women have identified a
preference for gender concordant care, based on religious values of modesty and
privacy. Additionally, availability of Halal food, seen as health promoting, and
access to a neutral prayer space that is both private and secure are needed. These
elements contribute to the positive aspects of Muslim community preference for
health care (Padela and Curlin 2012). Opportunities to assess the religious needs
related to special dietary needs, hand washing and other practices, and private
prayer space may enhance the use of ongoing cancer care for Muslim women and
improve outcomes. Opportunities for support from family and community are
necessary to address the perception of discrimination toward Muslim women in
health care.

Competent Cross-Cultural Practice

Within Muslim communities, women facing breast cancer and other serious ill-
nesses have communicated three distinct themes related to their needs. The first is
the dependence created through the illness experience. For some Muslim women,
this dependency is associated with feelings of shame and burden, as roles in the
family are impacted by illness (Zeilani and Seymour 2012). Family support is seen
as critical to address social needs during illness. The individual’s religious norms
and beliefs are seen as central to one’s understanding of illness (Zeilani and
Seymour 2012).

A variety of cross-cultural curative factors (Harper-Dorton and Lantz 2007) have
been identified which provide additional direction for appropriate interventions
addressed at survivorship for Muslim women. These interventions are significant
across cultures. Respect for one’s worldview may be communicated in attending to
the specific needs of Muslim women. Hope may be communicated through the
provision of competent services with warmth, kindness, and integrity. Empowering
Muslim women, within the context of their own needs, may require adaptation and
inclusion of key support people. Cleansing rituals, as an aspect of healing, may
carry particular significance for Muslim women. Existential realization may be
addressed through making or creating new meaning of the illness trajectory through
survivorship, addressing reappraisal of a fatalistic or “punishing Allah” to a more
positive religious coping characterized by “Be patient, rely on Allah, and Allah’s
decrees as a means to cure” (Padela et al. 2015).

Many Muslims in America experienced post-9/11 discrimination since 2001.
Negative images of Muslims in the U.S. and elsewhere have led to anti-Muslim
sentiment in public life. Muslim women must cope with these expressions of fear and
hatred, and their religious identities are challenged in different ways. Some Muslim
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women have created their own groups through which they challenge existing
stereotypes. Others have become more segregated within their Muslim communities,
and avoid participation in non-Muslim groups (Bushfield and Fitzpatrick 2010;
Haddad 2006). It is therefore particularly important to address the need for improved
breast cancer survivorship through culturally sensitive interventions, which may
improve access and reduce perceived discrimination.

Conclusions

Muslim women in America have a tendency to not participate in screening activ-
ities; they may perceive discrimination from health care providers or have other
cultural and religious factors, as well as socioeconomic barriers, to receiving early
diagnosis, timely treatment and culturally sensitive care. Interventions, which
address the unique needs of the diverse population of Muslim women may improve
outcomes for survivorship. Survivorship plans need to address all the variables,
including religious factors and the role of family and community, in providing
ongoing follow up care to women who lack transportation, have a strong sense of
responsibility for family and not being a burden and for whom breast cancer sur-
vivorship is still a distant goal or fatalistic idea.
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Chapter 6
Exploring the Artist’s Book: How Art
Therapy Can Benefit the Quality of Life
of Young Adult Breast Cancer Survivors

Katherine Laux

Introduction

This research project explores how six young women with a diagnosis of breast
cancer approached the multi-faceted artist’s fold book within an art therapy
group. An art-based support group for young women living with various stages of
breast cancer is a rare opportunity to understand the impact of cancer specific to
young women. The Canadian Cancer Society (2010) notes that while the percentage
of young people living with cancer is small in comparison to older populations, the
impact on the patient and their loved ones and society is huge: Cancer in the young
is unexpected and poses great difficulty and interruption in their life. Social rela-
tionships, educational pursuits, and careers may be sidetracked as a cancer diag-
nosis has a major impact on early and young adult responsibilities. Furthermore, the
inability to have children, or challenges in raising children, pose a unique loss not
felt by older women.

With the pilot project of Laux (2009) as a starting point, this present study
utilized a one-time 8-week group to explore the artist’s fold book with six young
women aged 24–49 years old. Half the women were diagnosed with stage 3, and at
the close of the study, at least two had had recent recurrences of stage 4 breast
cancer. One recently died in early 2015.

Demographics

The Canadian Cancer Society (2009) reports that 2075 young adults between the
ages of 15 and 29 years are diagnosed with cancer each year. For Canadian women
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under the age of 40, there will be an estimated 950 new breast cancer cases this year
while in the 40–49 year age group, there will be 3500 new cases according to the
Canadian Breast Cancer Foundation (2010).

According to the Canadian Breast Cancer Foundation (2014), close to 20 % of
all women newly diagnosed with breast cancer are under 50 years old. A US-based
study (Anders et al. 2009), found that approximately one third of all breast cancers
are diagnosed in women who are pre-menopausal. Because these women are not
regularly screened due to their age, their cancer tends to be more advanced and
aggressive by the time of diagnosis. In particular, stage 4 cancer, often referred to as
metastatic cancer or advanced cancer, is more prevalent in young women. Anders
et al. (2009) report that there is a tendency for breast cancer in young women to be
more aggressive, with a poorer prognosis than in post-menopausal women.
Medically, younger women represent a “unique biologic entity” with specific
concerns such as psychosocial impacts, pregnancy, infertility, bone health, and
inherited genetic syndromes which must be addressed in treatment plans (surgical,
adjuvant, and psychosocial). These authors stress the need for clinical trials specific
to young adults to facilitate better outcomes.

Literature Review

Literature from a variety of disciplines indicates that a diagnosis of breast cancer is
a life-altering event, which can have a negative impact on psychological well-being
and create psychosocial challenges (Davis 2004; Knobf 2007; Turner et al. 2005).
As integrative cancer care expands as awareness increases around the need for
whole-patient care, patients’ use of complementary and alternative medicine
(CAM) as an adjunct to surgery, chemotherapy, hormonal treatments, and radio-
therapy is continuing to grow, especially among younger adults and breast cancer
patients (Boon et al. 2007; Bennett et al. 2009). Such therapies include practices
like yoga, reiki, and meditation; support groups based in creative and expressive
arts therapies; and individual services specifically designed to address the needs of
cancer patients.

The present research project focuses on the use of group art therapy for young
women patients diagnosed with breast cancer. The goals of this study included an
exploration of possible benefits, such as alleviating or addressing issues of depres-
sion, anxiety, hopelessness, fatigue, and other emotional and physical disturbances
resulting from cancer and its treatment effects. Few studies exist investigating the
specific benefits of art therapy among young women with breast cancer. Researchers
(Ohlen and Rohm 2006) have also noted that patient support groups have tradi-
tionally revolved around the needs of older women. Support groups for younger
women with breast cancer and their families should be further developed to address
age-specific concerns which may arise in connection with major impacts in intimate
relationships, infertility, childrearing and motherhood, disruptions in college edu-
cation, and employment.
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Biopsychosocial Impacts of a Breast Cancer Diagnosis
for Young Women Depression

According to Wong-Kim and Bloom (2005), younger women under the age of
50 years have greater difficulty coping with a breast cancer diagnosis in comparison
to older women, and experience more distress, depression, and a decreased quality
of life. These authors note that younger women have greater responsibilities, trying
to maintain careers and relationships as well as balancing family life (especially for
young mothers), and therefore there are more demands on their time than with older
women. They also found that younger women rarely deal with thoughts of their
own mortality as older women do. Using a biopsychosocial model, Wong-Kim and
Bloom conclude that young women who have high levels of pain, low levels of
self-esteem, and a lack of perceived emotional support had the greatest risk of
depression. These authors recommend that interventions be available for at-risk
young women to prevent depressive symptoms from escalating into major
depression, which could significantly impact women’s quality of life or even end in
suicide. Shaha and Bauer-Wu (2009) observe that young women breast cancer
survivors contemplate death and dying, and how their illness will affect family and
partners as well as their own careers. In their qualitative study using an expressive
writing intervention, the following themes were derived: being remembered,
landscape of emotions and perspectives, and the omnipresence of life’s finitude
(Shaha and Bauer-Wu 2009).

Fertility and Childrearing

Cancer treatments can lead to infertility plus other reproductive issues specific to
young women. In Connell et al.’s (2006) longitudinal constructionist-based quali-
tative study of young women under the age of 41, interviews were used to assess
thoughts and perceptions of infertility, and whether fertility was regained or not
over a period of 12–18 months. For women who regained fertility, pregnancy, and
breastfeeding caused fear and anxiety over recurrence and the inability to detect
cancer in engorged breasts, as well as fears of bringing up children as a parent with
a life-threatening illness. The authors stress the need for young women to have
access to relevant information about reproductive issues following a breast cancer
diagnosis, and access to counselling services when they experience fear and anxiety
surrounding these issues.

For young women who have young children at time of diagnosis, the impact on
the women and their families can be staggering. In Ohlen and Rohm’s (2006)
qualitative study of young women with dependent children, the women shared
stories of desolation at having no room for their changing existence. These women
felt that their needs were neglected by health practitioners, and also often experi-
enced dissociation from spouses and partners who were unable to adapt to their
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changing situation. In addition, there were feelings of dissociation related to their
experience as an ill or “abnormal” mother, and a sense of disconnection from their
bodies and selves. Ohlen and Rohm found that providing a support network
exclusively for mothers of dependent children allowed women and their families to
move from stories of desolation to stories of consolation. This allows for life
transformation while establishing a place to talk about difficult topics such as death
and dying, divorce and separation, and the inability to fulfil the role of mother and
partner. These authors advocate providing support to the entire family in order to
acknowledge and adapt to the changing existence of all family members, especially
when partners and other family members are holding onto a previous existence
which now cannot be maintained.

Complementary and Alternative Medicine (CAM)

Complementary and alternative medicine (CAM) encompasses a wide array of
treatment modalities, which can include body-based work (massage, acupuncture,
reiki, yoga, and chiropractic), herbs and diet, creative arts therapies, and support
groups. Patients with cancer have been seeking therapies complementary to the use
of traditional medicine for years to aid their healing process and improve overall
total health (Cassileth and Deng 2004; Richardson et al. 2000). Since the use of
CAM is becoming more widespread, physicians are informing themselves in order
to offer such opportunities to their patients (Ben-Arye et al. 2008). Furthermore,
many recent studies also indicate that breast cancer patients with overall increased
quality of life demonstrate longer survival rates (Gupta et al. 2007). Such data is
drawing attention to CAM, and endeavours to scientifically investigate the true
impact and potential of such therapies is increasing. There is a strong need to
investigate the benefits of art therapy for patients living with cancer, especially
among young adults.

In Complementary Therapies: A Guide for People with Cancer (2014), the
Canadian Cancer Society makes a distinction between complementary and alter-
native medicine. They report that complementary treatments work in conjunction
with conventional treatments, whereas alternative treatments are used to replace
conventional treatments. While art therapy can be considered a form of comple-
mentary treatment, it can also be considered an integral part of cancer care, playing
a key role in integrative medicine at many hospitals and cancer care centres that
offer art therapy as part of a team of practitioners offering both conventional and
complementary treatments and therapies. According to Boon et al. (2007), the use
of CAM, including self-medication and working with CAM practitioners, increased
over the period from 1998 to 2005. They found that more than 80 % of women with
breast cancer were using CAM in 2005 (versus 67 % in 1998) and that these
modalities should not be considered alternative treatments any longer due to their
prevalence. Boon et al. note that the increased use of CAM calls for increased
research to ensure that these treatments are safe and beneficial for breast cancer
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patients. They write that patients and doctors need to be well-versed of the different
modalities available, and make sure the patients are well informed and are com-
fortable sharing with their doctors their use of CAM.

Bennett et al. (2009) have found that cancer survivors who accessed cancer
information were close to six times more likely to use CAM than patients who did
not seek out cancer information. They found that younger persons (60 years or
younger) accessed more information than older populations and that searching for
information online via the internet was more common among younger cancer
survivors.

Art Therapy and Art-as-Therapy (Art-Making)

A number of authors have noted the benefits of art-making in a supportive envi-
ronment for women with breast cancer (Collie et al. 2006; Predeger 1996; Serlin
et al. 2000). The literature reveals a lack of patient-centred knowledge on how these
women can benefit from visual artistic expression (Collie et al. 2006). The present
study has provided an opportunity for young women with breast cancer to share, in
their own voices, their experiences making art together. It provides a voice for the
participants and thus informs the research from their perspective. It is hoped that
this study will add support for the use of art therapy as a means of addressing
quality-of-life issues among young women patients with breast cancer. The wide-
spread applicability of our research to other oncology programs may propel the
development of art therapy programs specific to young women (or young adults)
and other support-based groups to be routinely offered to our AYA patients and
their loved ones.

Art Therapy in Oncology

Art therapy includes the use of art-making such as painting, photography, and
sculpting and is integrated with psychotherapeutic techniques to promote awareness
and creative expression of sentiments (Malchiodi 1999). Art therapy can be used in
both individual and group settings in a hospital, home, or community cancer care
setting. In cancer care, art therapy can be used with both in- and outpatients, as well
as with their caregivers and family members; it can be used just after a cancer
diagnosis, during chemo treatments and post-treatment, and during the palliative
phase. Malchiodi defines medical art therapy as a mind–body intervention, which
supports the “power of the mind to influence the body in ways which encourage and
stimulate health and well-being (p. 17)”. According to Bocking (2005), her chief
role as an art therapist at a London hospital with in- and outpatients being treated
for cancer is to “hold a safe space” to explore life and death issues and explore the
uncertainty and the unknowingness of a cancer diagnosis.
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Art Therapy and Meaning-Making

Collie et al. (2006) also write that breast cancer can cause a broad range of psy-
chosocial difficulties such as a change in lifestyle, interpersonal relationship strains,
social isolation, and existential emergencies, and can impact a woman’s ability to
find and create meaning. Breast cancer, according to Collie et al., can diminish a
woman’s ability to create meaning and to create life stories that are purposeful.
A number of researchers investigating the benefits of art-making and art therapy for
women with breast cancer have focused on a process known as “meaning-making”
(Bell 2006; Collie et al. 2006; Collie and Long 2005; Laux 2009; Predeger 1996;
Taylor 2000).

Collie and Long (2005) define meaning-making as “an ongoing process of
storying to create and maintain a coherent life story that casts the self as valuable,
unique and permanent” (p. 762). Also, there is strong evidence that the ability to
successfully reconstruct a self and world view with purpose and order in life can
lead to improved adjustment and quality of life in patients with cancer (Bower et al.
2005; Carpenter 1999; Kissane et al. 2007; Lee 2008; Taylor 2000). Opportunities
such as support groups or individual sessions to encourage emotional and cognitive
processing are essential to the meaning-making process to aid in transforming
distress into psychological growth (Breitbart et al. 2010; Lee et al. 2006).

In Laux’s (2009) earlier study of older women diagnosed with breast cancer, the
data included artwork, discussions arising within group sessions, case notes, and
follow-up narrative-based interviews. Qualitative data analysis of the interviews
resulted in four major themes: Breaking Down the Isolation; Emotional Awakenings;
Structure and Freedom to Explore; and Realizing Capabilities. Laux (2009)
described a unique art-therapeutic intervention to aid in meaning-making and to
address the psychosocial and emotional disruptions that may occur following a recent
breast cancer diagnosis. Although some initial research has been done in this domain,
there is much room for further inquiry, especially by incorporating the authentic
voices of younger adult participants on how they can benefit from art-making and the
exhibition of artworks. How could exhibits or public displays of artworks benefit
young women living with cancer? How might they benefit the viewer and their
perceptions of young women living with cancer? Overall, the interesting and
promising field of art therapy requires more scientifically structured assessments,
through mixed methods inquiries and utilizing innovative qualitative analysis, to
reveal its true potential for the health and well-being of young oncology patients.

Methodology

Study Design: This pilot study began with a qualitative and quantitative component.
Over time, however, it became clear through feedback from the participants that the
quantitative questionnaires would not be useful in answering our research queries.
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Some participants did not answer them correctly, and some not at all. The chal-
lenges of administering questionnaires were also noted in a concurrent study in art
therapy in oncology at the MUHC and are currently being explored (Lee et al.
2015). In the end, the qualitative measure was used in evaluating an intervention
group of six young women receiving art therapy over the course of 8 weeks, with
individual narrative-based interviews following post-group. Although the group
was originally planned for 6 weeks, it became necessary to extend the group to
accommodate both missed sessions and give more time to complete the projects.
The impacts of the chemotherapy and radiation treatments were strongly felt, and
more time and flexibility were needed in the group space.

Setting

Art therapy sessions took place in the art room at a Cancer Wellness Centre in
Montreal, Quebec, Canada. The conference room had four tables and ample chairs
to accommodate up to eight art-making participants. A locked cabinet in the
adjoining library safely contained the participant artworks for the duration of the
study. All artwork belonged to the artists and was returned to them post-group. In
November and December 2011, the art room was booked once a week for two to
three hours, for a period of eight weeks.

Subjects/Patients and Recruitment

Initially, 12 young female patients were recruited from the Cancer Wellness Centre
for this pilot study to ensure a final intervention group with eight women patients.
Flyers describing the study were available at the reception desk of the centre and
distributed to members of the treating team at the local affiliated hospital. With the
guidance and discretion of staff and volunteers at the Wellness Centre and the
hospital, information about this study was shared with young women recently
diagnosed with breast cancer. Interested patients were asked if they agreed to be
contacted by the art therapist by either phone or by email. The art therapist followed
up with all interested patients, briefed them on the study, and answered any
questions. Additional time was added at the beginning of the first group session and
at the last session to go over the consent form and fill out the assessments, with
ample time for any questions/concerns to be addressed. Nine women signed up for
the group but after the group started, only six women were able to attend regularly.
Consent forms were administered with the approval of the hospital Institutional
Review Board (IRB). The forms were then locked a safe place in the research office
at the Wellness Centre.
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Inclusion Criteria

1. Women 18–45 years
2. Stage I to III breast cancer
3. Minimum of 6 weeks Post Operative status
4. English and/or French speakers

The literature covers a range of ages for the population encompassing the term
young adults, and Cancer Care Ontario (2006) notes that there is no standard defi-
nition for young adults. Some articles use the terminology adolescent and young adult
(AYA) which can include the ages 15–29, while others use the term young adult to
include ages 19–44, others use under 50 or even under 60 years of age. One study
using focus groups and interviewing, Dunn and Steginga (2002) found that women
with breast cancer defined as “young” any woman of childbearing age, whether
childless or with young (primary-school or younger) children, who has not yet
reached menopause. For the purpose of this study, we focused on ages 18–45 years,
with some flexibility to include women who may choose to have children (biologi-
cally or not) at an older age (mid to late forties).

Intervention

The art therapy sessions were 2–3 h in duration, with 1 session/week for eight
continuous weeks. The focus of the group was to explore the expressive capabilities
of art-making in a highly structured environment as outlined by Luzzatto and Gabriel
(2000) and successfully implemented and explored in an earlier study (Laux 2009).
Each session began with a brief check-in to assess how participants were feeling as
they entered the safe therapeutic space. Each session focused on a theme chosen by
the group that reflected the needs of women who were in treatment for breast cancer,
which included exploring and releasing difficult emotions (Collie et al. 2006);
addressing existential crises (Landmark and Wahl 2002); exploring the ever-
changing connection between body and mind (Bell 2006; Lemieux et al. 2008;
Serlin et al. 2000); and finding one’s inner strength and meaning-making capabilities
as one journeys through the cancer experience (Collie et al. 2006; Predeger 1996).

A guided visualization followed the check-in to help each participant relax and
focus her mind, and to introduce the art-based intervention. Art-making followed
for about an hour. A broad range of art media were laid out at each session,
including high quality papers of various textures in a range of dimensions, oil/chalk
pastels, pencils, tempera/acrylic paints, brushes, tissue papers, boxes, mirror tiles,
beads, glitter, fabric/yarns, photo collage materials, glue, clay, wire, and an
assortment of natural materials (such as leaves, twigs, sand, shells, and seeds). After
art-making, artwork was presented for viewing, and a group share followed to give
space for exploring their creative process and emotions/thoughts that came up. At
the close of the session, a short checkout was used to assess how participants were
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feeling as they left the session, and to make sure that everyone was emotionally
grounded.

During the reflection/discussion part of the art therapy session, the following
questions/suggestions were posed each week: Please share with the group what it is
that you are depicting? What was it like to do this exercise? Did any thoughts or
emotions come up when you were making art today? Please share if you feel
comfortable. If you would like more feedback, you can invite others to share their
thoughts on your artwork. While the session discussions were semi-structured in
nature, with pre-selected questions guiding the inquiry, the art therapist remained
open to the ebb and flow of each session and the unique experience of each woman.

Demographic Information

Demographic data and disease characteristics are presented in Table 1 (see
Appendix). The average age of the women was 38.8 years old with a range of 24 to
49 years. Initially, we proposed to use both qualitative and quantitative tools in
order to evaluate the impact of the intervention. In order to assess the main outcome
variable of Quality of Life (QOL), we used measures for pre- and post-testing to
compare the difference between the two time periods and assess whether there had
been positive changes in QOL at the post-test. The women were generally not
pleased to fill out the quantitative questionnaires. Several did not fill out or com-
plete the pre- and post-measures. A few would pick a range of values for their
answers. They found that numbers could not evaluate how they were feeling or
doing or their experiences or beliefs. They felt more comfortable sharing their
thoughts during the session and in post-group interviews and hand-written
responses. Therefore, this data was not used in the analyses.

Objective 1: To investigate qualitatively how group art therapy using the artist’s
fold book can improve the QOL of young women with breast cancer, including the
challenges of finding and creating meaning following a breast cancer.

Post-group interview questions for qualitative analysis

1 Please share with me your experience of making art in the group. What was it like?

2 Was there a particular artwork or theme that you found special or more meaningful? If so,
can you tell me more about it?

3 Did art-making or art therapy assist you as you journeyed through your cancer diagnosis and
treatment (or post-treatment)? If so, please elaborate

4 How did you find working with the book or doll form, or any of the different media
(painting, collage, sculpture…)?

5 Is there anything else you would like to share?

6 Do you have suggestions for future art-based support groups for young women living with
breast cancer?

7 Would you be interested in exhibiting any of your artworks anonymously? If yes, would
you prefer to create artworks for the exhibit in a separate open studio session, or would you
prefer to use an artwork from this 8-week group?
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Qualitative Inquiry: Description

With the informed consent of participants, the art therapist/researcher took pho-
tographs of artwork, as well as case notes written from observations during
art-making and any discussions that took place during the group. In addition,
narrative-based one-on-one interviews by the researcher took place following the
group sessions and, with permission granted, the interviews were recorded. All
artworks created during the group remained the intellectual property of each par-
ticipant and were returned at the end of the interviews. A larger group exhibit open
to all women living with breast cancer took place in October 2013 through Cedars
CanSupport, Montreal, QC. All the artists were invited to participate and exhibit
their artwork anonymously; two of those six artists ultimately agreed to show their
art, while using a pseudonym. However, this was not part of the present study.

Table 1 Demographic information for sample of young women survivors

Demographic information for sample of young women
survivors (N = 6)

n Mean Range

Age 38.8 years 24–49 years

20s 1

30s 1

40s 4

Marital/Relationship status Has partner 1

No partner 5

Children Yes 2

No 4

Date of diagnosis December 2010 2

January–June
2011

3

August 2011 1

Stage 2.5 1–3

1 1

2/3 2

3 3

Post-study—two of the women became stage 4 and one died in 2015 due to her illness

Breast surgery type Lumpectomy 1

Mastectomy 5

Treatments: chemo, radiation,
hormonal

Chemo and
radiation

6

Hormonal 3
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Narrative Inquiry

A narrative inquiry guided this study, both for the art therapy group discussions and
for the post-group interviews. Polkinghorne (1988) writes that to best understand
human beings, the human sciences have to realize the primacy of narrative in the
lives of people, in their experiences and existence. Polkinghorne states that narra-
tive inquiry provides the tools to understand people’s storied lives. Josselson and
Lieblich (2003) write that the goal in narrative is to “create interpreted description
of the rich and multi-layered meanings of historical and personal events… the
search is for truths unique in their particularity” (p. 259), so as to create and expand
on concepts, and to inform others. In narrative inquiry, the researcher has to remain
open to discovery by involving themselves in a process of capturing the lived
experiences of others, and their meaning-making. Neuman (2006) describes the
narrative inquiry as one that captures peoples’ ordinary lives; the researcher is
self-reflective and gets involved in the plot as a co-participant in the study. Marshall
and Rossman (2006) refer to the openness and trust involved between the researcher
and participant in narrative inquiry. Marshall and Rossman write that the rela-
tionship between researcher and participant is mutually collaborative and takes
significant time to develop so as to fully understand the participant’s experiences.

Qualitative Analysis

Qualitative analysis of the narrative-based interviews followed, using Neuman’s
(2006) step-by-step approach to coding data to seek out and understand the major
themes and types of meaning-making that the participants address in their
art-making, and in their narratives about their journey with cancer as a whole. The
process began with open coding of each line or chunk of text (transcribed inter-
views, open-ended questions, artwork, notes) to help bring potential themes to the
surface from a range of data. We then moved to axial coding, where potential
connections and links are explored and themes are further refined. The process ends
with selective coding, where select cases in the data illuminate the codes/themes
and validate the coding-based qualitative analysis.

Lincoln and Guba (1985) proposed four criteria (credibility, transferability,
dependability, and confirmability) for judging the soundness of qualitative research
as alternatives to the more traditional quantitatively oriented criteria of validity and
reliability. Validity and reliability were addressed by use of prolonged engagement
with the research participants, triangulation of data sources, member checks (having
participants review and approve transcribed discussions and derived themes), peer
debriefing, and use of thick description and contextual details, and the use of a
reflexive journal to track personal biases and expectations.
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Results/Discussion

The goal of this study was to investigate how art therapy focusing on the artist’s
book format can facilitate expression and meaning-making and improve quality of
life among young women breast cancer survivors. The qualitative data analysis
described here provided answers to this question by bringing into focus certain
recurring themes in the participants’ experience of the group and their creative
process. After analyzing the interviews in light of the sessions, case notes, and
artwork, the analysis of the narrative-based interviews using Neuman’s (2006)
method yielded four major themes and some sub-themes: (1) Unspeakable losses
and challenging the face of cancer; (2) Two selves; (3) On her own terms, and
(4) Connections.

The following presents the themes as they are discussed with selected quotations
from the individual interviews or in reflection of the artwork or shared discussions.
A subsidiary research question is also discussed throughout, e.g.: What symbols
predominate in the artworks of young women with breast cancer?

Unspeakable Losses and Challenging Stereotypes

In the theme of unspeakable losses faced by the young women, the following
quotes from the interviews address the point—“It’s not nothing” [i.e. what I’m
going through is more significant than some might think] and ‘I got a timeline’ [i.e.
I have to plan my life around the fact of my imminent mortality]. Also relevant here
is a related theme of ‘challenging the face of cancer’. When hearing, through voice
and image, the stories that the young women shared about their experiences being
diagnosed, and all the impacts and losses they experienced, one cannot help but see
the overwhelming number of symbols relating to their pain and loss. Teardrops,
wounds, blood drops, internal body workings and venous imagery, fear, hair loss,
and jagged lines predominated. The painful inner workings and effects of the cancer
are brought to the surface. The invisible becomes visible. Through these symbols
and discussion with the young women, they challenge the face of cancer.

For young women undergoing chemo, early onset of menopause and infertility
are common. One woman spoke of being pushed into menopause artificially, and of
a lack of opportunity to progress or age naturally. This hurt deeply. The teardrop,
blood drop, or chemo drop were featured in several of her artworks (Example
1—See Artwork Appendix). The same woman used the teardrop form when refer-
ring to her chemo treatments. She spoke about the physiological and emotional
impacts by saying “All the inside of me was a whole universe of things going on
and it felt that if I pushed myself, I would ignite a big bang so it seemed best to not
push myself and just to let things seep”. She referred to feeling poisoned and
‘freaked out’. She continued by saying ‘I was being hit from behind almost … with
that deep sense, that deep mortality trip that comes. That really deep, like
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incredibly open sense of possibility that I could not wake up tomorrow, and being
the single parent and not having all my affairs in order”.

Infertility and motherhood were common themes in the group. Two of the
women were single mothers struggling to raise children alone while battling their
illness. The others tried to grapple with the inability to have children following their
treatments (infertility or early menopause). One woman underwent procedures to
conserve her eggs before treatment. It proved unsuccessful and highly unlikely that
her eggs would survive for future pregnancies. ‘It’s not nothing’ to go through any
of this, she said. She was able to explore this loss through a body-based book
exercise. She said it was ‘very important to speak of the unspeakable’. She spoke
about her purple-paper-covered three page book as containing herself on the
exterior, with the outside brown layer reflecting how she was actually feeling, and a
raw interior depicting her scars and her loss following surgery and chemo treat-
ments. The interior page was a pink sheet representing cancer. She said the book
allowed for layers of complexity—internal, external, and real. She was surprised to
find out how much could be processed through the symbolic as opposed to verbal
means alone. In the same body-based book, she also explored how breast cancer
alters the body, how it can alter significantly, and that as long as you are alive this is
a loss even if you decide to do reconstruction. She spoke of the need to grieve this
loss, and that she is still grieving. For her, the book validated the loss. She also
depicted an ‘x’ to mark the spot—period gone, menstruation ended. She was put
into early menopause. She said multiple times—‘It’s not ok.’ (Example 2—See
Artwork Appendix).

Another woman had more advanced cancer, and after a lengthy process to obtain
a proper diagnosis, she moved from her own province to Montreal to get proper
treatment. Given the advanced state of her cancer, she was discouraged from
considering any fertility preservation. Emphasis was placed on starting treatments
as soon as possible to save her life. Having children was not an option. The loss was
profound. Loss was a common theme, including the loss of an intact body.

In addition to the impacts of losing fertility or losing a breast, the loss of hair was
another profound loss. One found the loss of her hair a threat to her femininity, and
she went to great extents to hide the loss of her hair through wigs and hats. ‘Chemo
has just taken the very thing that made me feel like a woman’. In her drawings made
at home, chemo was depicted as arrows trying to kill the once vibrant woman she
had been. Her hair was a huge part of her pride and identity. During her treatments,
she kept her illness to herself, even with close friends. One friend, wanting to start a
more serious intimate relationship with her, decided not to pursue relations beyond
friendship after hearing of her diagnosis. For women in relationships or wanting to
find intimate relationships, it is very challenging for both to work through all the
unknowns and impacts of the illness (loss of a breast, infertility, treatment side
effects, and for those living with advanced cancer, treatments for life).

The impact of building camaraderie between the women was felt. Midway
through the group, this same woman took her wig off; this was the first time she had
ever revealed her baldness to anyone outside of a hospitalization for infection.
Wearing the wig did afford this young woman with a chance to feel more normal.
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She could drink coffee with her neighbours and feel part of the community without
disclosing her illness. She desperately wanted to feel normal. She coped through
disguise. However, the group space afforded her the opportunity to share the
unspeakable loss of her hair. Her struggles with hair loss can be seen in her doll,
which had two faces and two sets of hair, or hair and baldness. One face is sad, with
a wrap covering her head masking her baldness. On the other side is her happy face
with long braided hair (Example 3—See Artwork Appendix).

Another challenge she carried was feeling that there was a timeline for her life. ‘I
got a timeline. There’s two sides. It might come up, it might not. 10 years. 20. 30?
How do you plan your life when you have to build it around a timeline?’ This was a
huge disruption in her work life, and with her continued low energy even many
months after treatment, she was struggling with her fear of not being independent
anymore, especially financially. What would happen if she could not return to
work? She was single and had just moved to Canada; she did not want to depend on
family and thus become a dependent.

Another young woman also felt a sense of living a timeline. During the ‘chaos
and order’ exploration, group participants were encouraged to identify a current
challenge, such as fear, and then its opposite, e.g. contentment. She chose to depict
her feelings about her upcoming mastectomy surgery. Her fear related to the idea
that how you will do is measured from date of surgery. Her fear about surgery was
depicted as a mechanical or frightening clinical experience. The darkness in her
artworks depicted the negatives—death, the unknown, and fear of the dark future.
The timeline starts with good healthy days, then gets grayer and darker and finally
turns black. Red symbolizes the day of surgery.

Still another woman felt time ticking away, earlier than her naturally allotted
time, and had an awareness of something being wrong before diagnosis, a certain
kind of intuition.

Time … it has been quite a while since I have been operating on– that I have been living
with this underlying sensation that… ‘tick tock. tick tock. tick tock’. I was feeling like that
for quite a while before I was aware of having cancer. I kept revisiting it, wondering why it
was sitting there and writing about it and stuff. There was something sitting there quite a
while before

In her first past, present, and future triptych, the moon (the clock) is the
clock-like element, the “tick-tock”. Through simple books, box-based art, and dolls,
the women shared the complexity of their pain and loss. The sensation of a limited
time came up frequently, as did challenges with relationships and challenges with
motherhood and not being able to be a mother.

Two Selves

This theme revolves around dualities, or a quality of being dual, or a circumstance
of opposing or contrasting aspects as they relate to the self. In this theme, struggles
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with identity predominate. The impacts of a cancer diagnosis are huge, especially
when they occur early in adulthood. Many of the women begin reprioritizing what
is important, and came to a crossroads where they have to make major life choices
and changes.

Career Impacts

One of the young women chose the doll form to share two visions of the future by
using two separate heads. She felt that she had to choose between two paths—one
that would be beneficial for her teenage son, and one that would be beneficial for
herself. She felt obligated to continue her studies to provide for the two of them, but
she simultaneously felt that this path might not be the best choice for herself. She
felt a lot of questioning. How would she be after treatment? What would the next
steps be? How would she be able to continue her studies or work with all the
lingering side effects including neuropathy and exhaustion? When referring to her
needs and the needs of her teenage son, she spoke of being able to ‘fold’ their needs
together in the past. But now she felt she had to compromise on what her inner
world wanted to be most immersed in or invested in, and what she wanted for her
son, ‘I could bring them together and they can cohabitate, but it has been going
more and more and more like this. It seems like I’m on this track where I’m further
and further away from these other things that I value more’. Her doll with two
heads, made with blue and red intertwining pipe cleaners, speaks to figuring out two
paths. The two heads are reminiscent of not only the blue and red tears of her other
works but of veins and arteries. Because the two heads are part of the same body, it
seems telling that both paths are part of her—not unlike Frida Kahlo’s work, Two
Fridas, which we spoke about together during the interview.

This woman’s pain, especially neuropathy, can be seen in her Chimaera piece.
When speaking about her past as both a dancer and involved in physical theatre she
said “I realized from that first spring back from chemo that my legs are such a big
deal… there’s some really interwoven thing that I associate with having strength in
my legs and agility and the feeling of solidity in my legs, and without it there is an
additional vulnerability”. The loss of feeling in her legs brought great fear and
questioned her abilities as a performer and dancer—“…because I have a history as
a dancer and physical theatre, my physicality and my identity were so intrinsically
intertwined that when I first starting having health problems I actually had an
identity crisis”. She had to rethink how she would be or could be as she finished
treatments and hoped the neuropathy would not be permanent. Would she be able to
continue her work as interdisciplinary artist or dance again or return to her studies?

The patient described above was not alone in using multiple heads or creating
hybrid animal imagery. Another woman used doll-making to create a three-headed
dragon (Example 4—See Artwork Appendix). The doll was her favourite explo-
ration and it took her several weeks to make. It became larger than the doll or
animal project—it also became integrated into the past, present, and future triptych
activity. A three-headed triptych. The present was the larger head in the centre.
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Green was central to making this creature. She spoke of her use of greens as not
being a conscious choice but green for her was ‘like protection, it’s like nature.
Trees. The woods and that’s really where I feel comfortable’. For all three women
who made dolls with multiple heads—they depicted several states of being or paths
or aspects of the self (private and personal) that needed to be explored. While the
dragon represented both bird and reptile, another artist created a hybrid fish with a
mass of feathers for the head. The fish did not know where it was going—in one
direction or another. There is a circle of question marks surrounding the fish. She
said that she has been thinking of switching professions or at least improving her
old profession. She said she felt passionately about scuba diving and would love to
see herself as a scuba diving instructor. It is a huge issue for her right now—trying
to figure out a career path that is both satisfying and pays well enough.

On Her Own Terms

The women were actively processing new ways of thinking and moving forward.
Better ways of coping and building up protections, and a better, stronger emerging
self, and transformations are seen in this category. As the young women worked
from week to week and reflected on who they were, who they are, and where they
will be through the past, present and future triptych and through their self-portraits
in animal and doll and box and book forms—they began to integrate who they were
becoming. New forms of coping and a stronger and wiser self were emerging. Some
are more subtle and some are larger transformations. One of the many ways in
which they were becoming better equipped in their coping was building up pro-
tections and boundaries.

Building Protection

Identifying protection, or learning to build protections symbolically and literally,
was a common theme. Gold, shields and other containing circle forms and con-
cealing boxes and books, semi-precious stones, crosses, halos, dragons, and nature
pop up in the imagery of the group as protective forms. One artist built golden halos
or pointy crowns or thick unruly hair adorning her figures. She also coloured in
mandalas during her chemo treatments and at home. She wrote: “I recall the golden
bubbles/halos on my past, present, future piece as representing a kind of reflective
shield of sorts. Not impenetrable at all, but a psychic emitting/projecting/protecting
barrier, nonetheless. The dual, sometimes triple, halo layers indicated to me layers
or sometimes alternating psychic states or dispositions.” (Example 5—See Artwork
Appendix). Gold and other metals and stones (semi-precious and rhinestones) can
be found in paintings, sculpture, and jewellery. One participant wrapped a
semi-precious stone with wire and hung it on a cord to wear as a protective amulet.
She chose a tumbled Tiger’s Eye stone which has associated metaphysical
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properties of balancing yin and yang energy, and is known for its grounding ability
as well as its capacity to enhance clarity and soothe (Melody 1995).

Breaking from Tradition

As the women built up their protections in their art as it corresponded to their lives,
they shared a lot of their wishes to move forward in a way that put their own
interests and livelihood first. One of these ways was to break from tradition and
culture. One artist spoke of living differently from tradition or family. She wanted to
be accepted without marrying and to live alone while having a boyfriend, to express
herself when women were not supposed to speak their minds or be successful at
work. She said “I’m 41, I need to stand up for myself and without the guilt and
burdens of tradition”. She spoke of needing to free herself yet acknowledged that
this would be a difficult transition. She referred to her experience of having cancer
as not just a sickness, but a transformative experience. She linked having cancer to
other difficult life transitions and wondered how it could better inform her future.
Although she spoke of being a failure in her parents’ eyes (unmarried, childless)
and blamed for her own cancer diagnosis, she was determined to be her own person.
She set out to find her passion, remain independent and financially sound. She had
plans of how to make her dreams of being a scuba diving instructor come true.

Another woman gave up her career as an accountant to take care of kids in her
children’s school. She was a single mom who wanted to be closer to her children’s
lives but also to find more meaningful work. She found it very rewarding and felt
that the kids gave so much back. Another participant in the group worked hard to
maintain her independence from family, even though she could not work. It was
important to not regress and return to earlier familial experiences of dependence in
youth. In many cases, these young women are just coming into who they are as
independent adults when they are faced with cancer.

As far as artistic expression of this theme, one woman created a doll which could
be endlessly changed. The doll and a range of materials were stored in a box.
Pom-poms of different sizes and colours could be interchanged to change the doll’s
face (Example 6—See Artwork Appendix). She did not want to finish her doll as did
the woman who created the two-headed doll. Similarly, the dragon doll described
earlier had three heads to represent various parts of the self in different times. The
need for multiple faces and creatures (chimaeras) may speak to a self that is very
much still developing and grappling for a new identity.

Building Boundaries and Healthier Relationships

Some of the young women braved new careers, while others were developing better
personal relationships. For one of the young women, coming to the art therapy
group itself was not an easy choice, but she was adamant to brave new relationships
—both building relationships with other women like herself, to break up her
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isolation, but also to share more of her experiences with her loved ones. Although
her brother was emotionally distant, she began reaching out to her friends around
her. At first, she was unable to share her diagnosis and treatments, but over time she
found the courage to share her story, and her friends were very supportive. When
her brother told family members about her illness against her wishes, she developed
ways to keep some distance. She said ‘so I don’t have to tell them anything?’ It was
her choice. She felt she coped better alone, yet acknowledged the benefits of the
group and sharing her story when she was ready, on her own terms. Her imagery
reflects this need to hide to prepare, especially in the past, present, and future
triptych book. She describes a foetus and womb on one of the pages, which could
refer to the need to retreat and the healing potential of solitude, but also to this new
life of hers and just starting out again as she moved into post-treatment. She spoke
of feeling anxious and nervous and scared and seeking comfort in the mother’s
womb, which contains warmth and protection. As she was able to brave sharing her
story and opening up to friends who embraced her, she was surprised to find out
how much they wanted to celebrate her finishing treatments with a big “birthday”
celebration. Taking place not on her actual birthday, but to mark the end of a very
difficult time, the party served to mark her new life post-treatment. They told her
‘You’ve got a new lease on life!’. She built a family of her own to support her and
be with her through the ups and downs of her illness. Her experiences show the
importance of meaningful rituals that women can make for themselves, even if they
do not come from family, culture, or tradition.

Connections

This theme includes the connections the women made with each other, while also
highlighting the benefits of a space just for young women. As most of the women
were in active treatment, the make-up of each session was different. The young
women connected well from session to session. They opened up and shared their
experiences and lent a lot of support to each other. One woman felt less alone with
others in a similar age bracket. She found it soothing and relaxing. Even when she
could not make many of the sessions, as she was a single mom just returning to
work and embroiled in a custody battle with her ex-partner, she made time to work
on the projects at home and got her children involved in the art-making too.
Connecting young parents was important. One of the single moms in the group was
appreciative to connect with another fellow parent. She said it helped to feel less
alone because “I kind of recognized some of her, something about her that I think I
recognize from my own journey of parenthood. At least I can sum it up like that.
I only met her that once but…”. The impacts of the group could be felt not only
through the children of the single parents, but one of the partners of one woman
said she always looked radiant after the group and he encouraged her to keep going.
She said she felt systematically better after each session and that she was beginning
to return to her giddy old self.
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Normalizing Connections

Connecting to a non-diseased part of the self was important, as was a need to return
to normalcy. One braved coming to art therapy as she needed to share and be seen
as she had not shared her experience with anyone but her brother. She said she
could finally say ‘I’m not abnormal’ and not have shame. The group experiences
meant we were all ‘in the same shoes’ and not alone in our experiences. She was
able to reveal her bald head in both art and in-person and this was very liberating
and allowed her to eventually share with her loved ones. The impact of the sup-
portive space with like young people had a huge impact. She hoped she could
educate other young women.

Additional Important Findings: How the Women Used Art Therapy
to Their Benefit and Suggestions for the Future

While the creative process for some was deep therapeutic work, others in the group
found that making art was important because you did not have to think. You could
get lost in the process. The therapeutic art space could hold both deep explorations
and losing oneself in art or building beauty through art (Luzzatto 2005). One
woman felt that art-making could beautify cancer—providing a way to find some
good in all that was happening. She created a stunning hand-painted and glitter-full,
nature-based box to hold her cancer slides and original diagnosis. It made her feel
that things were not all bad. This woman did not like to share verbally, but was very
content opening up and relaxing while making art and surrounded by others like
herself. Being among young people was extremely important to her, and this was
the only therapy she had sought out because there was the option for introspection
and less verbal interaction. She recommended that art therapy options be an
ongoing option, not just a research opportunity, and that there should be the
additional option of art-based supports specific to young adults. She felt invisible as
a young adult. She had tried peer-led studios, but felt that a therapeutic art-based
support would be better. She also noted that there were many incomplete projects,
and suggested that ongoing art-based supports would attend to the pace of each
project and provide further explorations. The other women had the same experience
—that it was not possible to attend consecutive sessions. They felt an open group
space would be more accommodating than a closed group of limited duration as in
this study. Others gave feedback that the sessions should be longer, so that there
would be time to talk and connect as well as time to make art. They felt that both
aspects were very necessary, but that sometimes the sessions would predominate
with discussions and sharing. While necessary, this took up some of the art-making
time.

Several of the artists appreciated art-making options that could be taken along to
treatments. It helped them to brave treatments alone, made the experience more
comforting, and helped to pass the time. Mandalas and knitting were popular
choices for portable art-making, in part because they are simple and less demanding
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ways of making art on the go. When referring to her art therapy experience, one of
the women wrote: “It’s more appropriate to your state at the time… Actually every
time I try to start something at home it just ends up sitting there and I have an
aversion to it… which is exactly the opposite of what I expected from my treatment
time, ya know?” The majority of the group found it easier to make art together
rather than at home although some found having ‘art therapy assignments’ helped
them to continue making art at home especially if they were missing in-person
sessions and wanted to participate from home.

Among those more interested in deeper work, such as expressing depth of
emotions or expressions of the unconscious, one woman in particular found it both
surprising and enriching to access her deep thoughts. She preferred the smaller
group size and the fact that no one took offence when the patients could not always
attend week after week. She felt the smaller group size made it easier to connect,
more comfortable to delve into projects quickly and deeply, and to access the
unconscious through art. She found it to be a powerful technique and she appre-
ciated the directive approach. She noted that without some sort of direction or
structured activity, she would not have gone there. She would have avoided tough
subjects. She said ‘imposing subjects’ was useful and that the thinking continued at
home.

The women identified the projects that were the most helpful to them. All the
women identified with the past, present, and future triptych. One wrote that going to
the past was important to understanding the ‘now’ and where they were headed. She
felt that she had a beautiful life, that the future was green (hopeful and rich) and that
art-making put herself first—the load was lifted simply by cutting paper (Example 7
—See Artwork Appendix). Since she was a single mom of two young sons, she
appreciated the focus on herself.

Nature, growth, and the colour green came up a lot as sources of solace, beauty
and richness. One woman remarked that the body exercise was a good place to start.
She created a self-portrait book with her body superimposed onto a tree. She
imagined being healed by nature’s medicine pulsing through her veins. It helped her
to understand her treatments better if she could relate the treatment to mother nature
(Example 8—See Artwork Appendix). Nature for her was protection and a place of
comfort. A nature scene also adorned her box, which ‘held’ her cancer. It became a
meaningful place, a beautiful space to hold her slides (and thus her experience). She
had previously stored her slides in a paper bag in her closet. This project brought
her illness out of the closet, so to speak, and the box could now adorn her dresser.

Several of the women spoke of making art at home between sessions or during
treatments and for the need to keep making art after the group ended, to create a
creative space at home. As one of them said: “It’s actually a survival mechanism for
me. I have to anchor myself to things that are meaningful to me”. Four of the six
women continued on with art-making on their own or through open studio and art
therapy groups at the hospital. All of them were interested in exhibiting their work
and sharing their experiences anonymously.

This qualitative research sought to understand how art-making interventions can
facilitate the visual expression of young women’s experiences such that they can
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explore their individual and collective meanings related to their needs and
well-being. By finding meaning in their experiences through art-making together,
and also highlighting it in exhibition, these women found an important way to bear
witness to their experience in both a closed group space and in the larger com-
munity. They could safely share the invisible. In creating art, young women have
the opportunity to give voice in a creative way that leaves a tangible record of their
ongoing exploration of meaning. Both the process of creating art and the final
product and exhibition opportunity provide therapeutic value. Furthermore, the
exhibition provided an awareness opportunity for the public.

Implications and Future Research

An Adolescent and Young Adult (AYA) specific exhibit would be a nice future
exploration, as a way to challenge the traditional face of cancer. It is hoped that this
research will contribute to the emerging literature in medical art therapy especially
the benefits of providing support spaces for specific sub-groups in cancer care such
as young women in treatment for breast cancer. This research provides for both
patient and public witnessing of women’s efforts towards meaning, thus bringing
their experiences into public discourse. Incorporating the voices of the participants
in this study, in combination with a group exhibit, will contribute towards
patient-centred knowledge about how women with breast cancer benefit from visual
artistic expression (Collie et al. 2006).

Conclusions

This study was an essential educational experience to build upon for future groups.
The women in our study were forthcoming and generous with their suggestions for
future art therapy group work. The ideas for improving the future of support groups
in cancer care for young adults were gleaned from group discussions and in indi-
vidual interviews. While it was interesting to focus on one form of art-making to
explore the impacts of group art therapy, a range of media is always important.
Some of the women appreciated that book-making had specific unique traits, such
as complexity of layers, or the ability to open and close (reveal and conceal) or
expand and contain. Others were just as open to other media options as well. The
impacts of the treatments were strongly felt within the group, and more time and
flexibility were needed in the group space. Simplicity in materials and accom-
plishing the final artwork is essential, as seen in the literature (Luzzatto 2005).
Several of the women thought we should have an additional final session to connect
all explorations and projects of the 8-week group into one larger book or box to
contain all projects. They thought it could be important to create a larger structure
that was a sacred safe space for oneself. It could be concealed but easily opened to
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reveal when needed. More importantly, they expressed a strong need for ongoing
creative arts therapy programming for young adults, especially programming that
would be specific to those with advanced cancer. Further exploration of challenging
subject matter was suggested as well; suggestions included working with chal-
lenging family relationships, sexuality, fertility, and dying/death.

Young Adult Art Therapy Programming

Great strides have been made in the realm of cancer care specific to young adult
cancer survivors across Canada and especially in Montreal. Examples include the
Cancer Fight Club through the Hope & Cope Wellness Centre, and the AYA
support programming developed at Cedars CanSupport. In particular, the results of
the study described in this chapter have impacted the work at CanSupport, and have
informed the AYA cancer care programming offered there which revolves around
creative arts therapies approaches. These new groups and programs have relevance
for young breast cancer survivors as well. Several years after this study began, an
art therapy group was developed specific to young adults living with metastatic or
advanced cancer which was co-developed by one of the participants in this study. In
conjunction with this group, there is an Art + Play group offering to parents who
take part in the group. Loved ones are also welcome to attend. This AYA group
remains an open group, so that all those living with advanced cancer have ongoing
support. An open group model also provides more flexibility with ongoing sessions,
and the ability to work at a pace that works for each individual. Online support
services are currently being explored so that programming remains inclusive and
accessible to all in need. Hope & Cope has also developed a family-based program
en Famille. Both patient and family supports are being developed for younger
adults. For therapists running support groups for adults, understanding the unique
impacts our AYAs and especially those with breast cancer, will help oncology
professionals to be more inclusive and respectful of the range of needs all our
patients and their loved ones present.
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Appendix

See Table 1.
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Chapter 7
Physical Activity, Locus of Control,
and Fear of Recurrence Among Cancer
Survivors from a Community-Based
Cancer Support Program

Roxana Mititelu, Achuthan Aruljothy and Tanya R. Fitzpatrick

Introduction

This pilot study aims to examine the relationship between physical activity, locus of
control (LOC), and fear of recurrence among participants in a community cancer
support program. With the advent of newer and more effective treatments, many
people find themselves metamorphosing into their new identity as a cancer sur-
vivor. This new identity brings the lingering fear of recurrence, which may nega-
tively impact the survivor’s quality of life. It is thus necessary for health-care
practitioners to examine the association between LOC and physical activity as a
means of possibly reducing and lessening the negative effects of fear of recurrence.

Simard and Savard (2009) define fear of cancer recurrence as the fear or worry of
the possibility that the cancer will return or progress in the same organ or in another
part of the body. LOC is defined as a psychological construct predicting that
cognitive structural expectations influence behavioral and emotional states (Farone
et al. 2007). In other words, LOC refers to the individual’s belief that their behavior,
or more specifically, the reinforcements from their behavior, is ascribed to personal
(internal locus) or situational (external locus) elements, thereby suggesting that an
internal LOC may have some influence on the experience of fear of cancer recur-
rence (Watson et al. 1990). Physical activities, viewed as a positive intervention, are
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part of leisure, recreational, household, work-related activities, as well as exercise
programs (Coronado et al. 2011). Physical activity is described as intentional body
movement, as opposed to exercise, which refers to purposeful efforts to augment
activity beyond the bare minimum required to perform social roles (Wagner et al.
1992). With the advances of screening, improvements on diagnoses, and novel
treatments, the length of time between the diagnosis and eventual death has greatly
prolonged, emphasizing the importance of studying the survivorship in this popu-
lation. Cancer is a multifaceted disease creating many hurdles for those it touches. It
affects not only the person with the diagnosis but it impacts caregivers in terms of
quality of life, financial costs, and more widely it is a public health burden (Brown
et al. 2001). Therefore, as oncology professionals, it is imperative to help and guide
survivors and their caregivers to provide methods to manage this fear and preserve
their quality of life.

Literature Review

Fear of Recurrence Among Cancer Survivors

In 2012, there were more than 13 million cancer survivors in the United States. By
2022, this number is expected to increase to approximately 18 million (Siegel et al.
2012). Studies have shown that cancer survivors report fear of recurrence as a major
concern irrespective of their cultural background or cancer type (Ashing Giwa et al.
2004; Ferrell et al. 1995; Matthews 2003; Mullens et al. 2004; Skaali et al. 2009).
Furthermore, the fear of recurrence is pervasive and persists in patients for long
periods of time, even after the initial diagnosis and treatment (Humphris et al. 2003;
Lee-Jones et al. 1997; Welch-McCaffrey et al. 1989). Baker et al. (2005) found that
despite surviving a year past diagnosis, more than two-thirds of cancer patients
experienced fear of cancer recurrence, with more than half being fearful about the
future. This study also found that among cancer survivors of the most prevalent
cancers (i.e., breast, prostate, and colorectal, lung), fear of recurrence was either
their primary or secondary concern. In a breast cancer study, women shared how
pervasive the fear of recurrence was, with even minor medical symptoms unrelated
to cancer (e.g., spider bite) triggering the fear of recurrence (Ferrell et al. 1997).
Moreover, fear of recurrence is not only a universal concern throughout survivor-
ship, it has also been linked to poorer psychological adjustment, increased emo-
tional distress, and lower quality of life outcomes (Stanton et al. 2002; Vickberg
2003). A study constructed by Stefanek et al. (1989) demonstrated that the high
degree of worry in cancer survivors negatively affected their daily routine and
interpersonal relationships.

Factors that may have a relationship to fear of recurrence are age, education, and
gender. It has been shown that younger age, more education, and female gender
potentially augment the fear of recurrence (Davis-Ali et al. 1993; Gil et al. 2004;
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Stanton et al. 2003). Some studies suggest that fear of recurrence is not only
widespread among cancer survivors, but its effects can be detrimental to the out-
come of the patient already facing much adversity (Lee-Jones et al. 1997). It is thus
imperative to examine possible interventions to mediate the negative impact of fear
of cancer recurrences and assess its relationship to LOC and physical activity.

Locus of Control and Fear of Recurrence Among Cancer
Survivors

Rotter (1966) first proposed the psychological concept of LOC as a measure of
predicting the effect of one’s cognitive expectations on one’s behavior and emo-
tional state. Furthermore, LOC attributes whether a personal element (internal
locus) or situational element (external locus) influences a person’s behavior. Most
notably, LOC has been implicated as a stress mediator (Watson et al. 1990).
A sense of personal control or an internal LOC has been associated with positive
health, well-being, and a positive adjustment to cancer, positive coping, and
cancer-related health behaviors (Thompson and Spacapan 1991; Farone et al. 2007;
Taylor 1983; Taylor and Brown 1994; Watson et al. 1990). Bundek et al. (1993)
demonstrate an internal LOC correlated positively with the likelihood of performing
breast self-examination, while correlating negatively with Pap test screening
behaviors.

In general, studies examining LOC among cancer survivors have resulted in
conflicting conclusions. Some recent studies have shown that an internal LOC has
been correlated with positive affect, and lower rates of depression in cancer sur-
vivors (Knappe and Pinquart 2009; Naus et al. 2005). In contrast, a literature review
regarding psychosocial factors found that LOC only had a minor predictive effect
on the prognosis of cancer (Garssen 2004). Furthermore, De Boer et al. (1999)
found no association between loci of control and relapse or survival rates. These
studies did not, however, specifically address the role LOC plays and the fear of
recurrence, although it would seem that the LOC might assist in managing the fear
of recurrence.

The presence of disputing results regarding the relationship between LOC and
cancer can be theoretically explained by the extent to which one’s beliefs corre-
spond to ‘reality’. A study examining LOC and depression noted that participants
who perceived themselves to have some control had less symptoms of depression,
regardless of how realistic their beliefs were (Taylor 1983). Following these results
Taylor (1983) hypothesized that in certain circumstance such as major illnesses
which one has limited control over, a degree of self-deception can have a positive
effect on adaptation and coping. Andrykowski and Brady (1994) led further anal-
ysis of this concept to examine the interplay of locus control in different contexts of
reality by comparing the effects of the beliefs among people with diagnoses of
differing severity, and among those who had and who had not experienced prior
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treatment failure. The results of this study found differing responses that correlated
to the person’s LOC such that for those with a strong internal LOC, the severity of
the diagnosis was a predictor of distress but prior treatment failure was not. For
those with a strong external LOC, both severity of risk and prior treatment failure
predicted distress. Therefore, based on Wheaton’s (1985) direct effect model of
stress reduction, LOC can be seen as a form of social support possibly mediating
the negative effects of fear of recurrence.

Physical Activity and Fear of Recurrence Among Cancer
Survivors

Physical activity has widespread positive effects among cancer survivors,
improving symptoms, physiologic effects, vigor, and cardiorespiratory fitness after
cancer treatment (Dimeo et al. 1999; Schmitz et al. 2005). Data from a recent study
with almost 3000 breast cancer survivors showed that high levels of post-treatment
physical activity was associated with a 26–40 % reduction in the risk of breast
cancer recurrence, breast cancer-specific mortality, and all-cause mortality (Holmes
et al. 2005). This reduction was seen with as little as 1–3 h per week of moderate
intensity activity (Holmes et al. 2005). Similar associations between physical
activity and colorectal cancer survivors have been shown (Meyerhardt et al. 2006;
Schwartz 2004). There are few studies that have specifically analyzed physical
activity and fear of recurrence; however, a study by Young and White (2006)
showed that higher levels of fear of recurrence are correlated with lower levels of
physical activity thus resulting in increased fatigue, and decreased quality of life. As
shown, few studies have analyzed the relationship between fear of recurrence,
physical activity, and LOC.

Theoretical Perspectives

Wheaton (1985) suggests that social support is positively associated with psycho-
logical well-being and physical health via the direct effect model. The model
suggests that a person’s baseline vulnerability to experience stress is the result of a
stressful exposure or situation. The stress can then be dissipated, used for conflict
resolution, or the stress can be effectively coped with so as to reduce the deleterious
physical and emotional effects that result from lingering stress. Social and physical
supports, which are described by Wheaton as any internal or external resources that
facilitate effective coping, play a key role in mediating the effect of stress by acting
directly to reduce it. Conceptually, increasing levels of fear of recurrence are
associated with increasing levels of stress, with physical activity and LOC being
forms of social support, acting as buffers. The hypothesis suggests that buffers,
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different forms of social support, mediate stressful life situations and diminishes the
impact the stressful experience has on the person. Both physical activity and LOC
can be seen as types of social support, and thus the type and quality of support a
cancer survivor receives may affect their adjustment and their fear of recurrence.

Figure 1 represents the Direct Effect Model as proposed by Wheaton (1985).

Summary of the Literature

The overwhelming majority of research shows that fear of recurrence plays a key
role in negatively impacting the quality of life among cancer survivors (Humphris
et al. 2003; Gil et al. 2004; Farone et al. 2005). Research concerning physical
activity and LOC suggest that the potential supportive role the two constructs may
have on a stressful situation. Although the presented studies are a key to creating a
knowledge base for survivorship post-cancer diagnosis, they point to the need for
further research. The direct effect model (Wheaton 1985) also posits that a potential
relationship can be seen between physical activity, LOC, and a stressful life event
such as the fear of cancer recurring. Few studies have examined the relationship
between physical activity, LOC, and the fear of recurrence among cancer survivors.
This current study highlights the importance of addressing the negative impact of
fear of recurrence, which is critical to living and coping with a diagnosis of cancer.

Hypothesis

With increasing lengths of survival, factors negatively affecting cancer survivors
become increasingly important. Fear of recurrence is pervasive and long lasting.
Pain and limitations on daily activities due to fear, and recovery from surgery
impede one’s ability to enjoy life’s activities and to feel independent. Previous

Fig. 1 The direct effect model as proposed by Wheaton (1985)

7 Physical Activity, Locus of Control, and Fear of Recurrence … 97



researches regarding LOC and physical activity have been shown to have positive
outcomes on quality of life among cancer survivors (Andrykowski and Brady 1994;
Meyerhardt et al. 2006). It is therefore hypothesized, based on the literature and the
theoretical perspectives from the direct effect model (Wheaton 1985) that physical
activity and LOC will have a modifying effect on the negative impact of fear of
recurrence among cancer survivors (Farone et al. 2005).

Methodology

Site and Data

The data for this study was based on participants from a community cancer support
program located in Beaconsfield, Quebec. As of December 2013, the cancer support
program served 899 participants in this region (WICWC this October 2013
statistics, Unpublished manuscript ). The cancer support program used in this study
offers a variety of services using an integrated approach to wellness, spanning from
support groups for caregivers, psychological education, peer-support groups, to
support groups for newly diagnosed patients. Additionally, the center offers an open
gym with a personal trainer, yoga, nutritional cooking classes, art classes, medi-
tation, Qi Gong, Reiki, therapeutic touch, and reflexology. The services offered by
the wellness center or cancer support program are free and can be used by anyone
from the time of their diagnosis until 1-year of post-treatment.

Sample

The sample for this study was based on cancer survivors having a variety of cancer
types with breast cancer being the most common. Approximately 38 % of the
participants being survivors of breast cancer, 48 % of participants with active
cancer, and 39 % of the participants have a metastatic cancer (WICWC this October
2013 statistics, Unpublished manuscript). The majority of the participants ranged
from 46 to 60 years old at the time of diagnosis and an overwhelming majority
were female (78 %).

Data Collection

Initial consent approval for the study was provided by an affiliated Montreal hos-
pital and was approved by the executive director of the cancer support program.
The executive director distributed information regarding the study to all the par-
ticipants at the community cancer support program. The research associates went to
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the center on a previously scheduled date to distribute the questionnaires. The
participants were provided with an informed consent form and were ensured
complete confidentiality. The consent form was developed and approved by the
director of the center before being administered. If the participants agreed to par-
ticipate they were provided with the questionnaires for the study which took
approximately 30 min to complete, and were then collected by the research asso-
ciates. The research associates went to the community wellness center to distribute
the questionnaires and collected them the same day. The entire questionnaire and
informed consent were also translated into French for French-speaking participants.

Measurement of Variables

Dependent variable: Fear of cancer recurrence. The dependent variable of fear of
recurrence was measured using a modified version of the fear of cancer recurrence
inventory (FCRI) (Simard and Savard 2009). The function of the inventory is to
assess an individual’s fear of cancer recurrence, based on several dimensions and
factors. The FCRI is comprised of seven factors: triggers, severity, psychological
distress, coping strategies, functional impairment, insight, and reassurance. Each
question is scored on a scale of 0–4; 0 represents never and 4 represents all the time.

The first factor, triggers, consists of eight items of which seven evaluate par-
ticular scenarios that evoke the possibility of a cancer recurrence and one item to
assess the degree of avoidance for potential fear of cancer recurrence. The second
factor, severity, consists of nine items that evaluate “the presence, the frequency, the
intensity, and the duration of the thoughts associated with FCR, the perceived risk
of recurrence, the legitimacy of worrying about cancer recurrence, and the presence
of other unpleasant thoughts or images that come to mind in association with FCR”
(Simard and Savard 2009). Moreover, it includes one reverse item evaluating the
thought that one is cured. The third factor, psychological distress, is comprised of
emotions evoked by cancer recurrence thoughts. An example of a psychological
distress question is “When I think about the possibility of cancer recurrence, I
feel… Worry, fear or anxiety”. The fourth factor, functional impairments, involves
assessing the extent of functional impairment, such as “My thoughts or fears about
the possibility of cancer disrupt…. My state of mind or my mood”. The fifth factor,
insight, consists of three items evaluating the degree to which individuals interpret
their fear as excessive or unreasonable. The response to “My thoughts or fears
about the possibility of cancer recurrence disrupt… I feel that I worry excessively
about the possibility of cancer recurrence” is used to assess their insight. The sixth
factor, reassurance, ascertains reassurance behaviors particular to fear of cancer
recurrence. “When I think about the possibility of cancer recurrence, I use the
following strategies to reassure myself… I call my doctor or other health profes-
sional”. The seventh factor, coping strategies, consists of certain strategies that may
be used to cope with cancer recurrence, by asking “When I think about the
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possibility of cancer recurrence, I use the following strategies to reassure myself…
I pray, meditate or do relaxation”.

Independent Variables

Physical activities. The independent variable of physical activity was measured
using the compendium of physical activity using the metabolic equivalency tasks
(METs) as the base unit (Ainsworth et al. 1993) for the purpose of validating
physical activity. The research associates used METs scores to assess a compre-
hensive list of specific activities performed at the center in addition to activities
executed at home or in the community. All activities are assigned a unit based on
their rate of energy expenditure expressed as METs. METs measure the hours/week
to assess the energy cost of physical activities and are defined as the ratio of
metabolic rate (rate of energy consumption) during a specific physical activity. For
example, at the wellness center yoga is given 4 METs units while walking at a
normal pace is 3 METs units.

Locus of control. The second major independent variable was measured using
the locus of control questionnaire based on Rotter’s (1966) generalized expectan-
cies for internal versus external control of reinforcement. Our study used the brief
scale to determine the participants’ LOC. An example question is “When I make
plans, I am almost certain that I can make them work”. The participants respond on
a scale of 1–5 with 1 referring to strongly disagree and 5 referring to strongly agree.
The higher the score the more a participant’s’ LOC is internal signifying a belief
that the person believes their choices influences behavioral outcomes. A lower score
denotes an external locus, thus referring to a person’s belief that outcomes in their
life are governed by an external power out of their control.

Control Variables

To assist in clarifying the relationship between the major variables in the study, control
variables were included such as age, gender, education, marital status, type of cancer,
type of treatment (i.e., chemotherapy, radiation, and surgery), length of time since
diagnosis, and previous cancer recurrences. These variables were included in the
self-reported questionnaire. They were measured as follows: age was measured as three
categorical dummy variables; less than 44 years of age, 45–64 years of age, and
65 years of age or older, and coded as 1 = Yes; 0 = No. The other control variables,
such as gender (male, female), marital status (married/common law partnership or not
married), and type of treatment (chemotherapy, radiation, surgery), were measured as
categorical dummy variables, and coded as 1 = yes and 0 = no. The variable, educa-
tion, was also coded as a dummy variable, with the categories being: high school,
undergraduate, and graduate/postgraduate in which, 1 = yes and 0 = no.
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In particular, age, education, and gender have been associated with fear of
recurrence (Davis-Ali et al. 1993; Gil et al. 2004; Stanton et al. 2003). Among
personal factors, it has been shown that younger age, higher education, and female
gender contribute to fear of recurrence (Bowman et al. 2003). Gil et al. (2004)
concluded that more educated women had more triggers about recurrence than less
educated women. Additionally, female cancer survivors have reported more fear of
recurrence than male survivors (Davis-Ali et al. 1993). Since previous research
demonstrates that age, education, and gender interact with fear of recurrence, our
study controlled for these factors as to remove any confounding effects.

Data Analysis

The data were examined using the SPSS 11.01 statistical software program.
A correlation matrix to initially examine the relationship between all the major
variables was conducted. Regression analysis using the direct effect model in Model
1 (Wheaton 1985; Tran et al. 1996) examined the effects of the control variables of
age, gender, marital status, education, radiation therapy, surgery and hormone
therapy on the total summary score of Fear of Recurrence. Subsequently, Model 2
examined the direct effects of the control variables plus adding physical activity
(METs) on Fear of Recurrence. Model 3 examined the direct effects of the control
variables and LOC on fear of recurrence. Finally, Model 4 regressed the control
variables with the independent variables of physical activity and LOC on the fear of
recurrence. Finally, we repeated the linear regression using the same
above-mentioned models on each component of the fear of recurrence items, which
includes triggers, severity, psychological distress, functioning impairments, insight,
reassurance, and coping strategies.

Results

Demographics

The demographic information describing the total population of cancer survivors is
presented in Table 1 (N = 32). Ninety-one percent of the participants were female.
Average education was college or postsecondary education (75 %). Approximately
72 % were married. The average age was between 45 and 64 years (72 %). Of the
32 individuals constituting the sample, 50 % had breast cancer, 12.5 % had uterine
or other gynecological cancer. With regards to their time of diagnosis, 87.5 % of
the study population were diagnosed after January 1, 2011, with 91 % of them
having no prior cancer recurrence. Moreover, 91 % of the individuals in the study
were currently participating in physical activity.
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Table 1 Demographic data
for the total sample of cancer
survivors (N = 32)

N % Valid %

Age

0–45 years 5 15.6

45–64 years 23 71.9

65+ years 4 12.5

Gender

Male 3 9.4

Female 29 90.6

Marital status

Not married 9 28.1

Married, common law 23 71.9

Educationa

High school 7 21.9 22.6

College 24 75.0 77.4

Type of cancer

Breast 16 50.0

Prostate 1 3.1

Colorectal 2 6.3

Gynecological 4 12.5

Other 9 28.1

Time of diagnosisa

Before January 1, 2011 3 9.4 9.7

After January 1, 2011 28 87.5 90.3

Previous recurrence

No 29 90.6

Yes 3 9.4

Treatment

Chemotherapy 23 71.9

Radiation 19 59.4

Surgery 25 78.1

Hormonal therapy 11 34.4

Other treatment 5 15.6

Current participation in physical activity

No 3 9.4

Yes 29 90.6

Note aThe Ns may not equal 32 due to missing data
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Correlation Matrix

A correlation matrix was performed to initially examine the relationship between all
the variables. The results revealed that several control variables plus physical
activities (METs) were significantly related to the dependent variable of fear of
recurrence. For example, participation in physical activity, having surgery, and
prostate cancer were significantly related to coping, which is one of the items
representing fear of recurrence. Following this, LOC was related to having surgery,
and surgery was also related to impairment. A complete description of the initial
relationships between the variables can be made available upon request.

Regression Analyses

Physical Activity, Locus of Control, and Fear of Recurrence

The results of the regression analyzing the effects of LOC, physical activity and the
control variables on the fear of recurrence indicate that LOC and physical activity
were not significantly related to the total summary score of fear of recurrence.

Physical Activity, Locus of Control, and Impairment

Table 2 presents the results of the regression analyses examining the effects of
physical activity, LOC, and the control variables on the specific item of impairment
representing fear of recurrence. The results reveal that having surgery as a treatment
is associated with less functional impairment, suggesting that cancer survivors
experienced less functional impairment post surgical interventions. Specifically,
having undergone surgery may result in less psychological and physical impairment
(b = −6.99; p-value < 0.05). The remainder of the control variables was not sig-
nificantly related to impairment. The total variance for this model explained by
control variables, physical activity, and LOC on impairment was r2 = 0.40.

Physical Activity, Locus of Control, and Coping

Table 3 presents the results of the regression analyses examining the effects of
physical activity, LOC, and the control variables on the specific item of coping
representing fear of recurrence. The results reveal that education had a significant
relationship with coping suggesting that more educated cancer survivors were more
likely to cope better with their illness (b = 8.45; p-value < 0.05). Additionally,
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LOC was also significantly related to coping, in that individuals who had a higher
score of LOC were more likely to have better coping skills (b = 0.03; p < 0.05).
The total variance for this model explained by the control variables, physical
activity, and LOC on coping was r2 = 0.49. Moreover, the other components of fear
of recurrence were analyzed for any significant relationship with the independent
variables and these results did not reach statistical significance. The results of these
analyses can be made available upon request to the author.

Table 2 Regression analysis using control variables, locus of control and physical activity on the
fear of recurrence (N = 32)

Variable Fear of recurrence

b SE B

Age 10.56 12.41 0.21

Gender 18.30 20.59 0.21

Martial 15.14 12.92 0.26

Education 20.34 14.57 0.33

Chemotherapy 20.71 12.56 0.37

Radiation 7.42 11.63 0.14

Surgery −4.77 15.39 −0.07

Hormone −7.90 11.99 −0.15

METs 0.00 0.05 0.02

LOC −0.80 1.69 −0.11

r2 0.22

Note *p < 0.05, **p < 0.01, ***p < 0.001 two-tailed test

Table 3 Regression analyses of control variables, locus of control and physical activity on
impairment and coping (N = 32)

Variable Impairment Coping

b SE B b SE B

Age 3.89 2.62 0.32 −4.71 3.20 −0.29

Gender 2.86 4.36 0.14 −3.67 5.32 −0.13

Martial 5.50 2.73 0.39 −2.01 3.34 −0.11

Education 1.87 3.08 0.13 8.45* 3.76 0.43

Chemotherapy 4.12 2.66 0.30 3.52 3.24 0.20

Radiation −1.44 2.46 −0.11 −0.60 3.00 −0.04

Surgery −6.99* 3.26 −0.45 7.65 3.97 0.37

Hormone −1.68 2.54 −0.13 −0.79 3.10 −0.05

METs −0.01 0.01 −0.16 0.52 0.44 0.22

LOC −0.19 0.36 −0.11 0.03* 0.01 0.43

r2 0.40 0.49

Note *p < 0.05, **p < 0.01, ***p < 0.001 two-tailed test
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Discussion

This study examined the relationship between physical activity, LOC, and fear of
cancer recurrence among participants in a community cancer support program.
Using the direct effect model (Wheaton 1985), it was hypothesized that LOC and
physical activity conceptualized as means of social support could lessen the neg-
ative effects of fear of recurrence. The results of this study provide support for the
direct effect model by revealing that cancer survivors who had higher levels of
education and higher scores of LOC were able to cope more effectively, a key
component to lessening the fear of recurrence. Also the results show that under-
going surgery is associated with less functional impairment, another key component
of fear of recurrence.

Interestingly, previous studies have shown that education levels tend to con-
tribute to a greater fear of recurrence (Bowman et al. 2003; Gil et al. 2004). While
more recent studies have shown the opposite result, higher education levels tend to
result in the lessening of the fear of recurrence (Hart et al. 2008; Koch et al. 2013).
However, in our study, education had no significant relationship to the fear of
recurrence but was related to coping, a component of fear of recurrence.
Specifically, higher education levels were significantly related to one’s ability to
psychologically cope with the fear of cancer recurrence. Highly educated individ-
uals may possess a greater comprehension and rationalization of their cancer
diagnosis thus potentially lessening any fears. The results emphasize the compli-
cated nature of fear of recurrence with many components interacted upon by
multitude of factors constituting cancer survivorship.

Additionally, a survivor’s perceived LOC, specifically a greater internal LOC,
was associated with a greater ability to cope with the fear of cancer recurrence.
Rotter’s (1966) model predicts a high score of LOC is related to greater awareness
of autonomy and control of one’s behavior. Thus, possibly the association between
an internal LOC and coping exists due to a person’s autonomy to seek out methods
to cope with their fear of recurrence. For example, survivors with a higher internal
LOC possibly seek out more coping activities such as yoga, tai chi, and other
physical activities; thus experiencing less fear of recurrence.

This study reveals a significant relationship between surgical intervention and
the impairment component of fear of recurrence. Based on the results, it is sug-
gested that undergoing surgery, as opposed to chemotherapy or radiation therapy, is
a singular phenomenon that is associated with fewer functional sequelae. This can
be explained possibly by the advent of minimally invasive procedures, such as
laparoscopy or in the context of breast cancer partial mastectomies, where the
physical outcomes are less invasive thus resulting in less physical impairment and
cognitive impairment. Previous studies have shown that patients undergoing
chemotherapy experience cognitive impairment or “chemobrain” which impairs
quality of life, and is associated with a decrease in physical activity (Fitch et al.
2008; Littman et al. 2010).
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Conclusions

The purpose of this pilot study was to examine the relationship between physical
activity, LOC, and fear of recurrence among participants in a community cancer
support program. The results support the theories of social support as proposed in
the direct effect model where LOC and physical activity are seen as social supports
having a moderating effect on the negative impact of fear of recurrence (Wheaton
1985). Specific results from this pilot study indicate that a stronger internal LOC is
related to better coping when faced with the fear of cancer recurring. Additionally,
those with higher education levels also experience better coping. Finally, under-
going a surgical treatment is related to less functional impairment which is also
related to the fear of recurrence.

Implications for Clinical Practice

This study suggests that physical activity and LOC are therapeutic interventions
that can mediate the negative effect of fear of recurrence for cancer survivors to a
certain degree. Physical activity is a form of social support with a great potential of
lessening the constant dread and fear of cancer recurrence via participation in
physical activity programs and facilities directed toward cancer-related community
interventions (Leimanis and Fitzpatrick 2014; Wheaton 1985). Fear of recurrence is
a chronic anxiety plaguing cancer survivors, and health-care practitioners can
alleviate it by reinforcing the health benefits of a strong LOC through an allied
relationship based on mutual trust, respect, and empowerment of their own health.
LOC can be strengthened by encouraging patient autonomy and by providing a
voice to survivor and their experience. As health-care practitioners become aware of
the experience of the fear of cancer recurrence, they can then promote available
physical activity resources in the community to assist in addressing the quality of
life of cancer survivors. Furthermore, health-care practitioners can empower sur-
vivors by strengthening patient autonomy via providing choices in their treatment
and therapeutic plan and by acknowledging the daily challenges of the cancer
survivorship experience. The results of this study associating LOC and fear of
recurrence provide further support for additional interventions to address personal
coping skills, which can have a mitigating effect on fear of recurrence (Leimanis
and Fitzpatrick 2014; Wheaton 1985). Armed with this knowledge, health-care
practitioner including physicians, nurses, social workers, and other oncology pro-
fessionals can proactively improve the quality of life of cancer survivors by
encouraging physical activity and nurturing an internal locus control through
patient autonomy.

106 R. Mititelu et al.



Implication for Future Research

Given the results, additional research is necessitated to further elucidate the dif-
ferent factors impacting fear of recurrence. Individual case studies analyzing the
fear of recurrence are warranted since the concept is global, though the experience
of fear of recurrence during survivorship is an individual experience for many
people. Additional research may further capture the individual concept of fear of
recurrence by using a qualitative research design to also explore the essence of the
meaning of fear using the individuals personnel statements.

Limitations

Several limitations of the study are warranted. The study sample used only one
cancer support program providing a limited sample size, thus making it difficult to
generalize the results to the larger population of participants using physical activ-
ities at other community cancer support programs. However, the importance of the
results from this study are useful for guiding future explorations and replications
when examining fear of recurrence with larger populations of cancer survivors. In
addition, the sample was heterogeneous and did not include the stage of the cancer
and disease progression (local versus metastasized), which would no doubt have an
influence on an individual’s fear of recurrence, LOC, and possibly affect the
individual’s ability to participate in physical activities. The study used a
self-reported questionnaire assessing physical activities through the compendium of
physical activity using the METs (Ainsworth et al. 1993). Although this measure is
used widely in studies, the questionnaire may have resulted in an under- or over-
reporting of the participants’ number and frequency of physical activity participa-
tion. The METs scoring can range from 0.9 (sleeping) to 18 (running speed at
17.5 km/h), and are dependent on an individual’s resting metabolic rate (RMR),
which in itself depends on lean body mass, as opposed to total weight (Ainsworth
et al. 1993; Leimanis and Fitzpatrick 2014). Furthermore, the fear of recurrence is a
complex experience involving many spheres of a survivor’s life (Simard and Savard
2009). The FCRI, despite being one of the only validated questionnaires measuring
the concept, may be limited in capturing the individual aspects not included in the
questionnaire.

However, the results of this pilot study demonstrate the necessity of interven-
tions designed to foster and nurture an internal LOC and to promote increased
participation in physical activity as they relate to the decrease fear of recurrence and
by doing so increase the quality of life for cancer survivors. Fear of recurrence is a
process that occurs from the onset of diagnosis, during survivorship and continues
to be a source of anxiety for the patients. With prolonged survival rates, the cancer
survivorship journey necessitates ongoing attention by health-care practitioners as
to improve the quality of life of this important vulnerable population.
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Chapter 8
Oral Health Issues and Quality of Life
Among Pediatric Cancer Survivors

Crystal Noronha and Mary Ellen Macdonald

Introduction

Childhood cancer, though relatively rare, is still the second leading cause of death
in children under the age of 14 in North America (“Cancer in Children in Canada
(0–14 years),” 2012) Whereas twenty years ago, 21 % of children with cancer
were surviving each year in North America, aggressive cancer treatment has led to
increased survival rates of 83 % in 2014. (“Cancer in Children in Canada (0–
14 years)” 2012; Howlader et al. 2014).1 Many of these curative cancer treatments,
however, have serious side-effects for these children, including some which can
follow the pediatric cancer survivor long into remission. Importantly, many of these
side-effects can affect the oral cavity of the child. Oral side effects can be quite
debilitating (Jensen et al. 2010). They can accompany treatment, or show up
months—or years—after the initial cancer care (Bagattoni et al. 2014).

Surprisingly, dental care remains a neglected area of pediatric cancer care (da
Fonseca 2004; Effinger et al. 2014a, b). The treatment of a child with cancer must
involve both curative care alongside the palliative management of any complica-
tions resulting from the treatment (Greer et al. 2013). Any area of symptom neglect
will ultimately lead to a reduced quality of life (QOL) for the child; oral side-effects
are no exception.
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This chapter focuses on the oral complications that can follow a pediatric cancer
survivor into remission, looking especially at the impact of these side effects on the
survivors’ QOL. This chapter is based on a scoping review study (Noronha 2012).
The goal of this chapter is to describe the types of childhood cancers, the oral side
effects that follow their treatment and discuss the implications of these oral effects
for the QOL of the pediatric cancer survivors. Suggestions for clinical practice,
therapeutic interventions and future research are discussed.

Literature Review

Cancer Survivorship, Quality of Life, and Oral Health

According to the National Cancer Institute (NCI Dictionary of Cancer Terms 2014),
the concept of cancer survivorship encompasses “the physical, psychosocial, and
economic issues of cancer, from diagnosis until the end of life (http://www.cancer.
gov/publications/dictionaries/cancer-terms? (CdrID = 445,089)”. This construct of
cancer survivorship looks beyond the diagnosis and treatment to also include what
occurs after the primary treatment has been completed. For example, after their
cancer is treated, many children live with the iatrogenic effects of that treatment—
which can include secondary cancers—and lead to reduced QOL.

Quality of Life (QOL) is a broad, multidimensional concept capturing subjective
evaluations of positive and negative aspects of life that go beyond clinical status.
QOL is defined as the patient’s appraisal and satisfaction with their current level of
functioning compared to what is perceived to be possible or ideal. QOL can be
measured in several domains (e.g., physical, psychological and social) using
instruments evaluating the functioning of the patient and the effect on their health
condition and on well-being (“Measuring Quality of Life. Retrieved” 1997). The
physical aspect encompasses domains such as pain, sleep and rest; psychological
aspects are concerned with domains such as body image, feelings, thinking and
learning. The social domain includes personal relationships, emotional well-being
and social support (“Measuring Quality of Life. Retrieved” 1997).

Quality of life studies are conducted to identify specific problems in psy-
chosocial functioning of the patient and can investigate the secondary effect of
treatment regimens on the patient (Fallowfield 2002). In the realm of oncology,
studies can make myriad contributions to the understanding of patient experience
and the development of patient care interventions. For example, many QOL studies
provide comparison of alternate therapies to conventional therapies (Cassileth and
Deng 2004), prognostic evaluation of QOL factors (Bradlyn et al. 1996), and can
help in identifying late effects of cancer therapy (Bradlyn et al. 1996). Further, these
studies can advance decision-making for family members, for example, by pro-
viding the financial impact of treatment (Medway et al. 2015).
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Quality of life can be assessed in multiple ways. For example, it can be assessed
by the patient, by their caregivers and/or by clinicians. Thus, care must be taken
when comparing study results. Further, while a patient may often be the best judge
of his or her own QOL, patients may report their QOL as being better than it
actually is to avoid being troublesome to caregivers. In addition, children and
adolescents may not express their feelings and emotions as readily as their parents.
Another issue is that clinicians may not have the tools to interpret QOL results.

Effects of Cancer Therapy and Quality of Life for Children

The frequency and intensity of oral side effects and the overall impact on QOL
depends on the age of the child during treatment, the intensity of the initial treat-
ment, the stage of tooth development and the location of the cancer. For example,
children exposed to radiation treatment before the age of 5 exhibit greater dental
effects of treatment than those exposed at later ages (Marec-Berard et al. 2005).
Dental caries are an exception, however; they increase in adolescents if the child
was treated between the ages of 5 and 6 (Wogelius et al. 2008).

In addition to causing immediate pain and discomfort in the child, the long-term
impact of oral complications on the child’s oral health is important for many
reasons. Children’s dentition is constantly developing until adolescence. Neglected
oral care during treatment can have an effect on the child both immediately as well
as into survivorship. Maintaining good oral health ensures reduction in incidence of
dental caries and gum disease, both of which can lead to tooth loss. Both missing
teeth and tooth decay are associated with pain, discomfort and problems with eating
and sleeping (“Surgeon General’s Report on Oral Health” 2014). Tooth loss can
also lead to physical, functional, social, emotional and psychological impediments,
for example impeding social interaction, communication and basic functions such
as chewing and enjoying food. Changes in oral health can also affect voice quality
(Mackie et al. 2000). Adolescent cancer survivors especially need psychosocial
support as they face psychological distress. A cancer diagnosis coupled with oral
health issues affects school life and can isolate the child from their friends (Zebrack
et al. 2014). Advances in cancer survivorship rates mean that it is imperative to
understand and manage these oral complications to ensure better long-term oral
health and QOL for these children.

Childhood Cancers

Childhood cancers differ from adult cancers in type and treatment. Adult cancers
are frequently linked to environmental and lifestyle factors; common adult cancers
are of the glands or tissues lining organs (“Cancer in Children” 2015). Childhood
cancers occur often as a result of changes in cells even before birth and are more
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commonly blood-related (“Cancer in Children” 2015). Childhood cancers are
treated with aggressive treatment regimens, responding better to treatments such as
chemotherapy than many adult cancers. The result is that childhood cancers have a
better 5-year survival rate than adult cancers (Boklan 2006). The side-effects may
be greater, however; both initial and long-term effects of cancer therapy are seen
more often in children than in adults since children are at a developing stage;
childhood cancer and its treatment are more likely to affect organs that are devel-
oping (Pediatric Supportive Care 2015).

Leukemias are the most common types of childhood cancer, occurring in 26 %
of cases (Ward et al. 2014). Leukemias arise in the bone marrow and tissues that
produce blood cells. Acute lymphoblastic leukemia (ALL) and acute myelogenous
leukemia (AML) are the most common. Brain and central nervous system tumors
are the second most common type of childhood cancer, occurring in 21 % of cases
(Ward et al. 2014). Gliomas, the generic name for tumors that start in the cells of
the central nervous system, are the most common type of brain cancer (von
Deimling 2009). Lymphomas make up one-fourth of cases in adolescents
(Howlader et al. 2014). They arise in the lymph tissue in the body’s immune
system. Two major types are Hodgkin’s lymphoma and non-Hodgkin’s lymphoma
(Siegel et al. 2015).

Sarcomas are tumors occurring in bones and soft tissue, such as muscles.
Osteosarcomas are common types of bone cancers, accounting for 2–3 % of all
childhood cancers. Rhabdomyosarcoma, a soft-tissue sarcoma found in the muscles
of the head, neck, arms and legs, are the most common soft-tissue sarcomas in
children (Ognjanovic et al. 2009). Hepatoblastoma is the most frequently occurring
type of liver cancer in children, accounting for just over 1 % of pediatric cancers
(Herzog et al. 2000).

Cancers that form in the tissue of the kidneys include Wilm’s tumor and
clear-cell sarcoma; they are both relatively rare. Other rare childhood cancers
include retinoblastoma—a cancer of the retina—and germ cell tumors, which can
arise in the testes, ovaries, at the bottom of the spine, as well as in the chest,
abdomen and middle of the brain.

Pediatric Cancer Treatment and Its Effect
on a Child’s Oral Health

Pediatric cancers are treated with chemotherapy, radiotherapy and/or stem cell
transplantation. Each of these modalities causes serious side effects, including those
that impact the oral cavity of the child. Oral effects occurring during or soon after
treatment are classified as early effects; those which occur months later during
remission are called late effects (Effinger et al. 2014a, b).
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Early Oral Effects

Early oral effects of cancer treatment include xerostomia (dry mouth), oral
mucositis, and infections in the mouth and taste disturbances. These side effects
range from mild to severe discomfort, and include physical as well as psychosocial
distress.

Xerostomia is a subjective feeling of mouth dryness and may be experienced at
the early stage of cancer treatment as well as far into remission. It is caused by
damage to the salivary glands due to radiation therapy or chemotherapy. Taste
disturbances are also similarly caused by radiation therapy or chemotherapy. Both
xerostomia and taste disturbances can make all foods taste the same and can make
food taste metallic. These effects can lead to food aversions, loss of appetite and
weight loss.

Other side effects cause greater physical suffering. Oral mucositis, an acute
inflammation and ulceration of the membranes lining the mouth, occurs as a con-
sequence of radiation treatment (either near the mouth or total body irradiation) or
high-dose chemotherapy. The pain of oral mucositis can impede a child’s ability to
eat and drink, thereby reducing nutritional intake and leading to dehydration.
Dehydration can in turn increase the risk for xerostomia as well as dental caries;
lower nutritional intake can inhibit the body’s ability to fight infection and can
impede overall recovery. These scenarios can be compounded by radiation injuries
to the salivary glands which can affect changes in taste (Otmani 2007; Sonis and
Fey 2002).

Importantly, some side-effects can have an immediate effect on the child’s
treatment regimen. Dental infections, for example, can occur as a result of
hematopoietic stem cell transplantation (HSCT) leading to widespread infections in
the body. HSCT is a mode of treatment—subsequent to chemotherapy—in which a
patient receives bone marrow cells from a donor; it is one of the most severe cancer
therapies. Resultant infections can reduce the body’s ability to cope with cancer
treatment and require treatment interruption until the infection is resolved. Delaying
therapy can obviously affect overall treatment outcomes. HSCT therapy can also
lead to pain in the mouth, food sensitivities, taste alteration, dryness in the mouth,
and restricted movement of the tongue or mouth. Such changes in turn will affect
the nutritional status of the child and lowered levels of nutrition can lead to slower
recovery (“Guideline on Dental Management of Pediatric Patients Receiving
Chemotherapy, Hematopoietic Cell Transplantation, and/or Radiation” 2013).

Late Oral Effects and Quality of Life

The late oral effects of cancer treatment include abnormalities in dental develop-
ment and jaw development, as well as the development of caries and even sec-
ondary tumors at the irradiated sites. These effects can impact current—and delay
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future—tooth development, with serious physical and psychosocial consequences
for the child. As mentioned above, children’s dentition is constantly developing
until adolescence; so, while the child treated for cancer at a young age may be cured
of the cancer, they then can manifest dental abnormalities many years later during
remission.

Developmental abnormalities caused by chemotherapy and radiation therapy can
result in interrupting the growth of the root; this is called “root stunting.” Other
common effects of both chemotherapy and radiation therapy include microdontia (a
condition of abnormally small teeth), hypodontia (the partial absence of teeth), and
the over-retention of primary teeth (Kaste et al. 2009; Minicucci et al. 2003). These
long-term effects on dental development may require orthodontic treatment as the
child grows (Akharzouz et al. 2013).

Trismus is a side-effect specific to radiation therapy to the jaw, mouth or face.
Trismus is the inability to open the jaw wide; this thereby affects a child’s speech
and ability to eat. It is especially common in patients with nasopharyngeal carci-
noma treated with radiation therapy (Özyar et al. 2005).

The risk of developing dental caries (dental decay) is also greatly increased by
the effects of some cancer therapies (“Oral complications of cancer therapies:
diagnosis, prevention, and treatment” 1989). Dental caries are actually the most
common late effect; they are characterized by pits on the tooth surface (“Dental
Caries (Tooth Decay)” 2015) and occur when there is change in the quantity of
saliva. Damage to the salivary glands by radiotherapy and chemotherapy results in
reduced salivary flow, which causes changes in the mouth’s environment and
increases the chances of developing caries (Gawade et al. 2014).

One parent’s experience with the long-term oral effects of cancer treatment and
is effect on the QOL of her child:

A mother of a child in remission for leukemia for four years recounted her child’s expe-
rience with long-term dental effects of cancer treatment. Her son had a number of cavities
and very small teeth. Eating had become an issue and still continued to be a problem. She
had never been told about the side-effects of cancer therapy on the mouth and teeth.

As with early effects, many of the late effects co-occur. This can have serious
repercussions for the QOL of the child as well as the family. For example, the
physical pain that a child may feel in their mouth from the cancer, from the cancer
treatment, and/or from the side effects of the treatment, in conjunction with damage,
for example, from radiation injuries to the salivary glands thereby affecting salivary
production, may seriously affect eating, drinking, and swallowing. Further, the
corrective orthodontic procedures and regular follow-up care (Carrillo et al. 2010;
Landier et al. 2004), which can follow can entail a large time and financial burden
for families.
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Methodology

The Scoping Review

A scoping review study was conducted (Noronha 2012) on the relation between
oral complications and QOL secondary to treatment in pediatric cancer patients.
The scoping review methodology is a type of structured exploratory research
review that summarizes and translates existing knowledge for important end-users
(e.g., clinicians and researchers) (Grimshaw 2010). In clinical areas where the
extent of the research evidence is uncharted—as is the case for oral health in
pediatric oncology—a scoping review is an appropriate review methodology
because it allows for an in-depth, systematic understanding of an uncharted research
field as well as uncovers gaps that require further research. A scoping review differs
from a systematic review in that it adopts a broader research question and does not
require quality appraisal (Levac et al. 2010).

The goal of this scoping review was exploratory in nature, designed to answer
the question: In pediatric oncology patients undergoing therapy (i.e., chemotherapy,
radiotherapy, or hematopoietic stem cell transplantation), how do oral complica-
tions of the therapy impact the patients’ QOL? Our inclusion criteria included the
following: articles had to focus on primary research conducted between 2000 and
2011, be published in English or French, and focus on children (0–20 years old)
with any type of cancer who had undergone chemotherapy, radiotherapy or HSCT
and who exhibited early or late oral effect of cancer therapy. The databases from
which we sought published articles included Medline, Embase, CINAHL, Global
Health, The Allied and Complementary Medicine Database (AMED), PsycINFO,
Cochrane Library, Database of Abstracts of Reviews of (DARE) and Proquest
Dissertations and Theses. Unpublished studies were identified through the fol-
lowing databases: ISI Web of Science, Scopus, Open Grey, New York Academy of
Medicine (NYAM), WorldCat and through websites of dental and oncology
organizations such as the International Association for Dental Research and
International Society of Pediatric Oncology (see Appendix 1 for the resultant lit-
erature search process; the extensive results of this review can be found in Noronha
2012).

Findings

Management of Quality of Life Issues

As described earlier, activities of daily living such as eating, talking, smiling, and
personal mouth care are affected by a child’s cancer therapy. For those clinicians
working with caregivers, it is important to help them understand the kinds of food
that the child can manage in order to ensure both adequate nutrition as well as some
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pleasure when eating. If the child is assisted in choosing foods that are manageable
given his or her oral condition, this can improve nutrition. Cheng (2009) found that
maintaining personal mouth care was an issue for children with cancer; they felt
pressure from parents to maintain oral hygiene. In the words of one child, “Yes, my
Dad forced me to do it. Mum also forced me to do it” (Cheng 2009). Children
considered mouth care a forced activity despite the discomfort caused by the pain
involved. Further, the unpleasant taste of mouthwash was an issue.

Psychological and Social Domains

The psychological and social domains of a child’s QOL overlap in important ways.
For example, Cheng (2009) evaluated the effect of oral mucositis on pediatric
cancer patients and found it to have both psychological and social impacts.
Additionally, speech issues associated with oral mucositis can contribute to the
adolescent patient’s reluctance to engage in social interaction.

Similarly, Green et al. (2010) documented the impact on various dimensions of
QOL through patient interviews (Green et al. 2010). The following verbatim speaks
about the importance of the issue of oral complications such as mucositis: When
people talked to me, I couldn’t answer them, and they’d think that I was ignoring
them. I had an oral ulcer and I couldn’t speak. I wanted to talk but I couldn’t.
People didn’t know that. My friends found it strange that I became so introverted
(informant 2—child) (Cheng 2009). Children in Green’s study described mouth
soreness as making eating hard and painful; however, they developed their own
strategies to combat mouth problems such as taking pain medication before eating,
eating foods like toast that were tolerated and experimenting with foods (Green
et al. 2010).

Many cancer treatments, such as treatment for brain tumors, result in absences
from school and learning problems (Upton and Eiser 2006). On the other hand, for
adolescents, a return to school can signify a transition to a new life. Cancer treat-
ment encompassing management of psychosocial issues is an important area that
should be further developed (Choquette et al. 2015).

Physical Domain

The physical domain includes pain, sleep and rest. The physical pain that the patient
feels in their mouth affects their ability to eat and contributes to changes in taste.
Thus, eating, drinking, and swallowing are affected. These changes affect the
child’s nutritional status (Bauer et al. 2011). Control of pain can aid in better
management of nutritional issues.
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Multi-disciplinary Approach in Pediatric Cancer Care

The findings from this scoping review highlight the need for health care profes-
sionals treating pediatric cancer patients to be aware of the necessity of a team
approach that includes a pediatric dentist. Oral care for pediatric cancer survivors
should begin before cancer treatment commences. Referral to a pediatric dentist
prior to treatment and constant monitoring of oral health issues during cancer
treatment can lead to better dental—and overall—health outcomes. As oral com-
plications of cancer therapy have an effect on the QOL of the pediatric cancer
patient, there is a need for inter-professional collaboration among the related health
fields such as dentistry, pediatric oncology, nursing and the allied health fields.

The increase in survival rates of childhood cancer necessitates the integration of a
preventive oral care protocol in pediatric oncology treatment to reduce oral effects of
cancer treatment in cancer survivors. Treatment and follow-up care of pediatric cancer
patients requires a multi-disciplinary approach. The intensity of the oral complica-
tions depends on the site of the cancer, the intensity of the treatment, the age of the
child, the status of oral and dental health, and the level of dental care before, during,
and after therapy. Adequate and timely oral care minimizes the risk of oral compli-
cations during cancer therapy and through cancer survivorship. Therapy-related oral
complications may not get entirely eliminated; however, they can be minimized and
preventive oral care can aid in re-focusing attention onto the cancer treatment.

There are inconsistencies in mouth care in hospitals from the perspective of
nursing staff due to lack of guidelines and education (Glenny et al. 2004). Nurses
often lack adequate knowledge about mouth care leading to this task not being
routinely carried out (Glenny et al. 2004). Increased education on mouth care and
coordination with the hospital dentist would assist nurses in giving adequate mouth
care to children. Implementation of oral care guidelines such as those developed by
the National Institute of Dental and Craniofacial Research (“Oral Complications of
Cancer Treatment: What the Dental Team Can Do” 2014) can help nurses and
patients to maintain standards of oral hygiene.

Adequate and timely oral care of pediatric cancer patients minimizes the risk of
oral complications during cancer therapy. Work by Glenny (2004), and colleagues
underscores the importance of dental care during cancer treatment (Glenny et al.
2004) reporting that only 36 % of cancer centers in the United Kingdom sent
pediatric cancer patients for oral checkups before the cancer treatment (Glenny et al.
2004). Therapy-related oral complications may not get entirely addressed, however,
they can be minimized and preventive oral care can aid in focusing attention on
cancer treatment. The oral cavity is a part of the body and needs to be treated in
conjunction with the rest of the body to minimize effects on general health.
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Discussion

This chapter summarizes the results of our scoping review, specifically focusing on
how the oral complications of cancer therapy compromise QOL for pediatric cancer
survivors. The findings from these studies confirm that pediatric cancer survivors
face several QOL issues related to oral health and cancer treatment. Pain is a
common factor throughout these studies. If mouth pain can be controlled, it can lead
to a better QOL for the child.

Cancer treatment effects have a functional, social, emotional and psychological
impact. It is important to measure QOL especially in the adolescent patient as the
teenage years represent physical and psychological development of the individual
such as personal relationships, sexuality, employment, and financial issues. There
are challenges in providing care to this population. Cancer treatment disrupts
several areas of the adolescents’ life not only with an invasive treatment but also in
areas such as education, peer relations, emotions, body image and self-esteem (Nass
et al. 2015). Psychosocial support and palliative care are also important components
of cancer care. Long-term follow-up care should include both physical and psy-
chological screening as pediatric cancer survivors face difficulties reestablishing
their lives at the school, home, and community level (Aldridge and Roesch 2007).

There is a growing body of international research on the oral complications faced
by pediatric cancer survivors subsequent to cancer therapy, yet, few use qualitative
methods. Using qualitative methods can enhance our understanding of the psy-
chosocial issues faced by this vulnerable population (Tonon 2015). There are also
few studies from Canada, which show the potential for further research in this area
(Bakish et al. 2003; Manji et al. 2012).

Our study suggests that caregivers need to be educated on mouth care for
pediatric cancer patients. Education could involve increased training for allied
health care staff as well as for parents and families. Preventive care can lead to
uninterrupted cancer treatment, better outcomes, and a better QOL for the pediatric
cancer survivor.

Areas for Future Research

There is a lack of longitudinal studies evaluating the effect of psychosocial inter-
ventions and their impact on a pediatric cancer survivor’s oral health in the long
term. Longitudinal studies and clinical trials of early oral effects can demonstrate
the impact of these complications and aid treatment decision-making (Efficace et al.
2014). Most studies focus on oral mucositis and not on the other oral complications
that affect a pediatric cancer survivor undergoing cancer treatment (Noronha 2012).
There is relatively little attention paid to the impact of oral complications on QOL
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of the pediatric cancer survivor, especially using qualitative methods. Our study
showed that using qualitative methods can provide further insight into the psy-
chosocial issues faced by the cancer patient, which may not easily be drawn from
clinical trials (Rodgers et al. 2010). Proxy ratings of QOL may be used in a child
too ill to give his/her own evaluation of QOL. When assessing QOL related to oral
health, the whole person and not just the mouth has to be considered necessitating
psychosocial interventions. Oral health is a window to general health and the mouth
is not a separate entity from the rest of the body.

Conclusions

An increase in survival rates of childhood cancer necessitates the integration of a
preventive oral care protocol in pediatric oncology treatment to reduce oral effects
of cancer treatment. It is clear that oral complications of cancer therapy have an
effect on the QOL of the pediatric cancer survivor. This chapter demonstrates the
need for an inter-professional collaboration in the treatment of pediatric cancer and
the need for the inclusion of a dentist on the pediatric oncology team to provide
preventive oral care. Children’s dentition is constantly developing into adolescence
and neglected oral care during treatment can have an effect on the child in remission
and survivorship. Understanding that QOL is affected by cancer treatment-related
oral complications may help health care professionals give more comprehensive
care and attention to their patients and the issues family members experience. The
treatment focus must be on the cancer; however, mitigating the side-effects of the
treatment can lead to an improvement in the pediatric cancer survivors’ QOL.
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Appendix 1: PRISMA Flow Diagram
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Chapter 9
Quality of Life Among Esophageal
Cancer Survivors: Medical
and Psychosocial Support

Adriano Petrangelo, Mara L. Leimanis, Lorenzo Ferri
and Tanya R. Fitzpatrick

Introduction

Epidemiology and Demographics

Currently the eighth most common malignancy worldwide, an estimated 456,000
people, are diagnosed with esophageal cancer every year (Torre et al. 2015).
Annually 17,000 Americans and 2200 Canadians will be diagnosed with this cancer
disease, with 16,000 and 2100 people, respectively, dying from the disease
(Canadian Cancer Society’s Advisory Committee on Cancer Statistics 2015).
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Key Statistics About Cancer of the Esophagus

Men are seven times more likely to develop this disease compared with women
(Rustgi and El-Serag 2014). A disease very uncommon in people under the age of
45 (<2 % of diagnoses) rates peak in the seventh to eighth decades of life (Fact
Sheets: Esophageal Cancer 2015). However, esophageal cancer is not a very
common cancer in the Western World in comparison to its incidence rates in many
developing countries, where the disease is considered to be endemic (Ajani et al.
2011) such as the so-called “esophageal cancer belt” spanning the region from
northern Iran to northern China (Patel et al. 2013). However, recent epidemiological
data is worrying. Researchers examining data from the United States and the United
Kingdom consider the cancer to be on an “epidemic rise” in these areas, with
incidence rates having increased fivefold in the past 30 years (Abrams 2009).
Furthermore, when compared with 30 years ago, the average male is 50 % more
likely to develop esophageal cancer, and this statistic continues to rise (Cancer
Research UK 2015).

Risk factors for esophageal cancer include excessive alcohol consumption,
tobacco use, gastroesophageal reflux disease, diets poor in fruits and vegetables,
and obesity. Experts suggest the surge in incidence seen in the past 30 years can be
attributed to the parallel growth of obesity rates seen in the Western World
(Alexandre et al. 2014). While it may not be as common as breast, colon or other
forms of prevalent cancer diseases, esophageal cancer is a growing concern, vali-
dating an increased awareness and education of the disease for workers in the health
care field.

Literature Review

Connecting the oral pharynx to the stomach, the esophagus is a muscular tube
bridging three anatomical compartments, the neck, thorax and abdomen. It is sur-
rounded on its sides by the two lungs, with the trachea or heart in front, and the spinal
column in back. It has an average length of 25 cm (Mescher and Junqueira 2013).

At a cellular level, the esophagus is seen as being composed of three main layers.
The outermost layer, or muscularis propria, is composed of muscle cells. This
muscle tissue allows the esophagus to contract in a controlled wave and push food
towards the stomach, in a process that is known as peristalsis. The middle layer, the
submucosa, is composed of vasculature, nerves, lymphatic vessels, and loose
connective tissue. The innermost layer, the mucosa, is the layer in contact with the
lumen of the esophagus, where the boluses of food will pass on their path to the
stomach. As such, the mucosa itself is composed of epithelial cells, protecting it
from the abrasive potential of the boluses as well as many mucosal glands, which
produce and secrete mucous that allows for a smoother passage of the boluses
(Mescher and Junqueira 2013).
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In response to environmental injury and stresses, such as those induced by
alcohol, cigarette smoke, or refluxed acid and bile from the stomach, cells of the
esophagus may start to behave abnormally. Accumulation of injuries from these
stressors may induce changes within the esophageal mucosal cells ultimately leading
to malignant transformation and the development of esophageal cancer. Depending
on the injurious agent the esophageal mucosal cells can develop into either squa-
mous cell carcinoma (in response to smoking and alcohol) or adenocarcinoma (in
response to gastroesophageal reflux disease). Although worldwide squamous cell
carcinoma is the most common form, in Europe and North America, adenocarci-
noma in by far the most prevalent histologic subtype of esophageal cancer. Indeed,
the National Cancer Institute has identified adenocarcinoma of the esophagus the
fastest growing subtype of cancer in the United States (Talley et al. 2010).

Patients normally present to the clinic with problems swallowing, known as
dysphagia, caused by the obstruction of the lumen of the esophagus by the tumor
mass. However, due to the expandable nature of the esophagus, partial occlusions
of its lumen due to growing malignancies can remain asymptomatic for quite some
time. For this reasons, most patients who present to the clinic are already in an
advanced stage of the disease (Cools-Lartigue et al. 2015).

Treatment for esophageal cancer is complex and based primarily on both patient
and tumor factors (recently reviewed in Cools-Lartigue et al. 2015). Early stage
patients (stage I) typically undergo either endoscopic or laparoscopic resection,
while patients with more locally advanced disease (stage II–III) often require
multimodal therapy (chemotherapy or chemo-radiotherapy prior to an operation).
Treatment for those with advanced or unresectable disease centers around palliation
of symptoms with either chemotherapy, radiotherapy, or endoscopic treatments. It
is important to note that the primary goal of treatment in patients with metastatic
esophageal cancer is providing the best quality of life for the longest time possible.

Prognosis for the patient is influenced by many factors, with the most reliable
being the stage of the cancer (Cools-Lartigue et al. 2015). As mentioned however,
most people present to the clinic with an already advanced stage of disease. Studies
have shown 90 % of patients present to the clinic with a late-stage disease, irre-
spective of the histological subtype (Schlansky et al. 2006). The aggressive nature
of this disease, as well as the late stage of presentation, translate into esophageal
cancer having one of the worst prognoses of solid organ malignancies, with an
overall 5-year survival of approximately 15 % (Canadian Cancer Society’s
Advisory Committee on Cancer Statistics 2015).

Quality of Life

Cancer diagnoses have a profound impact on the lives of the millions of people
diagnosed with the disease every year. Words alone would not do justice to the
burden placed upon the patient, their family, and their social group throughout their
treatment and recovery. Every person who walks into a cancer treatment center
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every day comes from a different social background, a different economic back-
ground, and a different psychological background. They belong to families, to
social groups, to workplaces, or to recreational activities. Each diagnosis brings
with it more than just a malignancy and a treatment plan. It brings uncertainty and
distress disability, possible financial difficulties, social burdens, and psychological
burdens. And for each different patient, the complex web of these problems will be
different. Social workers, doctors, nutritionists, nurses, and support staff will need
to focus their interventions with a treatment plan unique for each and every sur-
vivor. The ultimate goal is to provide appropriate support directed towards
improving their quality of life. Words from a surgeon:

I usually focus on the goal, we treat everyone as individuals, as every person with cancer is
different, and we want to aim for the best quality of life for the longest possible time.

Quality of life is a broad multidimensional concept including subjective evaluations
of various aspects of a patient’s life. While health constitutes a part of one’s quality
of life, other factors such as economic status, social status, and psychological status
also influence one’s well-being. For this reason researchers and health practitioners
use Health Related Quality of Life, or HRQoL. HRQoL, in short, can be understood
as “assessment by the patient of the impact that a medical condition or treatment has
on some aspect of their functioning” (DeVita et al. 2008, p. 344). It encompasses
measuring physical, psychological, and social function quantitatively. Words from
an oncology nurse specialist from a busy esophageal cancer program:

The initial “triage” for me revolves around the 4 following issues: 1) ECOG, 2) resources:
do they have meaningful family relationships, significant others, partners, who can support
in the treatment trajectory, and intervene on their behalf, 3) economical: what is their
economic reality? As there will be additional expenses, so their economic status plays a
part. ex: if they have to spend “x” amount for anti-nausea medications, but can’t afford it,
this will affect their care, and how I deal with their care. Or, do they have transport? If they
can not afford transport, can we arrange it with a social worker, 4) psychosocial: what is
their coping history? Do they have a history of mental health issues, as cancer will cause
additional stresses. If they have limited coping skills, I will refer to psychosocial oncology.
This can vary greatly from the patient commenting “I feel depressed”…I will then explore
if they are on medication or not, which is a different conversation than “I feel like I want to
end my life.”

We must question, however, what is the true importance of attempting to quantify
and keep track longitudinally, a patient’s HRQoL throughout treatment, specifically
in regard to treatment of esophageal cancer. Why not just treat the cancer as
aggressively as possible to give the patient the best chance of recovery, regardless
of the strains it will place upon them? If two different patients, of similar age and
medical history, present with similar stage cancer and similar cancer type, should
they both be treated the same regardless of their different longitudinal fluctuations
in HRQoL? The answer is complex but also illustrates the beauty of the art of
medicine, which goes beyond the scope of basic science and textbooks. When
facing a disease such as esophageal cancer that has a high mortality rate, health care
professionals must find a balance between cure and maintaining a patient’s HRQoL
to the best of their abilities, should a cure not be achieved.
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It is only in the past decade that we have moved past examining the side effects
of medical treatment, effectiveness of treatment in terms of survival and
treatment-related mortality and started to recognize HRQoL as a clinically relevant
indicator of therapy outcome (Darling 2013). Keeping the patient’s HRQoL in mind
in all interventions is important as it gives a greater understanding of a patient’s
status, going beyond what can be seen under a microscope, imaging, and tests. It
may seem as too subjective a measure to some, yet multiple studies dealing with
patients with esophageal cancer have shown studying the longitudinal progression
of a patient’s HRQoL is a strong tool for evaluating their prognosis, chances for
other morbidities, and mortality (Kypriotakis et al. 2015; Djarv et al. 2008).
Furthermore, a study by McNair et al. questioned patients to rank, in order of
importance, their information needs when diagnosed with esophageal cancer.
Receiving information on the tests they will undergo, their treatment along with the
nature, process and prognosis of their cancer were all deemed of importance to
them, but they ranked physical and psychosocial outcomes, or their HRQoL, as the
most important information need (McNair et al. 2013).

Quantifying and following a patient’s HRQoL longitudinally is not without its
challenges as a clinically relevant measure. Even though we have studied, and
continue to study, its importance during cancer treatment, a unified standard system
to measure HRQoL has not been instituted. There are multiple different HRQoL
questionnaires being used by researchers and health care professionals, creating
problems for quantitatively interpreting HRQoL scores across the different formats
(Trask et al. 2009). Each of these different questionnaires also may ask the patient
different questions, in a different way, making comparison of these scores even
more subjective. The current recommendation is to use either the European
Organization for the Research and Treatment of Cancer (EORTC), Quality of Life
Questionnaire-Core 30 (QLQ-C30), or the Functional Assessment of Cancer
Therapy (FACT), which have proven their validity in many clinical trials (Trask
et al. 2009). Burden placed on the patient to complete the survey should also be
considered. Depending on their trajectory of treatment, state of mind, prognosis and
interest, patients may sometimes feel taxed in completing long surveys about many
aspects of their mental and physical health state. It may unduly exacerbate their
anxiety about their condition, especially if they feel completing the survey will have
little to no impact on their own treatment outlook, which should be monitored by
qualified clinical staff such a social worker who may be able to triage their
immediate needs and concerns, such as pain (Trask et al. 2009). Finally, a cancer
center having the logistical resources to administer these questionnaires to survivors
with their every visit and then take the time to record and interpret the results may
be out of the question for most centers (Trask et al. 2009).

These challenges are all understandable and it may be unreasonable to believe
cancer centers across the world will adopt administering and interpreting HRQoL
questionnaires overnight. The good news is, nurses, social workers, nutritionists,
psychosocial oncologists, doctors and support staff can, and should, simply take
into consideration a patient’s HRQoL during their treatment in whichever way they
deem fit.
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The following section will delve into the separate modalities of therapeutic
interventions for patients with esophageal cancer, by first assessing the challenges
faced as it pertains to their HRQoL and second by summarizing how health care
workers address these issues.

Therapeutic Interventions

Social Support as a Concept

Social support is a multimodal concept aiming to describe the perception that one is
being cared for by their social network. Gottlieb and Bengen (2009) define social
support as “The social resources that persons perceive to be available or that are
actually provided to them by nonprofessionals in the context of both formal support
groups and informal helping relationships” (2009, p. 511). While humans possess
biological imperatives such as self-preservation and reproduction as seemingly
every other species on earth, we are without a doubt the most social. Darwin
himself theorized the human race’s survival was “contingent on people’s ability to
‘sympathetically’ co-exist with each other” (Rab 2012, p. 31). Humans’ propensity
to form meaningful relationships and develop interpersonal dependence remains
unmatched in the animal kingdom.

The relationships formed within our network do provide us with the astonishing
ability to provide social support to other members of our species, but also leave us
vulnerable as our social nature forces us to be dependent upon those with whom we
have public and social ties. Studies have shown a strong interconnectedness
between one’s health and well-being and the health and well-being of others in their
social network. For example, studies have linked declining physical health in one
spouse to declining health in the spousal caregiver, likely due to the high levels of
stress placed upon them (Schulz and Beach 1999). On the other hand, increased
social support has been shown to increase the subjective well-being of participants
in a study by Siedlecki et al. (2014). While social support and our ability to form
social networks can be very beneficial to one’s health and well-being, imbalances
may occur, especially when the balance is disturbed by such a strong stressor such
as an illness of someone within the social network, and solutions may be hard to
come by.

A cancer diagnosis for a member of a social network can be one of the most
socially disrupting events that they, their family, and their friend may ever expe-
rience. At the same time however, it is when the survivor needs social support the
most. They may become reclusive and try to distance themselves from those around
them, embarrassed of the toll the illness has taken on their body and depressed
about the uncertainty of their condition. Those who may have been once active
members of their community, be it whether by volunteering, being employed, being
active in their religious community, staying active in sports and recreation, or
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simply actively being a part of their friends and family’s lives may choose to no
longer be as proactive in their social engagements. Their loved ones may try their
best to try and maintain normalcy in the survivor’s social life in vain and become
increasingly frustrated and may even recluse themselves from social engagements
as well. While the survivor may be seen in the clinical setting weekly or monthly
for a few hours, there is a huge amount of time where they are not around health
care professionals and it is in this time period where all they have to rely on is their
social support.

A study by Wright et al. (2002) sought to evaluate and categorize the social
problems experienced by cancer patients throughout treatment. They identified 32
social problems and categorized them under eight headings, managing in the home,
health and welfare services, finances, employment, legal matters, relationships and,
sexuality and body image (Wright et al. 2002). The results of the study determined
a statistically significant proportion of participants experienced problems in every
single category.

While the theory behind social support, social networks, social involvement, and
so on in the life of a cancer survivor is all sound, what remains is probably the
hardest part; trying to put the theory to practice. Helping a cancer survivor return to
normalcy in their social lives seems much easier in theory than it does in practice.

Psychosocial Problems in Esophageal Cancer Patients

Psychosocial problems are especially rampant in patients with esophageal cancer
due to a variety of factors. In fact, rate of psychological illness in esophageal cancer
patients is higher than rates reported for others such as breast, prostate, bronchial,
and gastrointestinal cancers (Dempster et al. 2011). Why is psychological illness so
common in esophageal cancer patients specifically? In a study by Vodermaier et al.
(2009), which encompassed patients with a variety of different cancers, it was found
that rates of psychological illness were most elevated in patients suffering from
late-stage illnesses, with a poor prognosis, requiring invasive surgery, all elements
common to esophageal cancer patients. Furthermore, study by Bergquist et al.
(2007) 42 % of esophageal cancer patients studied exhibited symptoms of
depression within 2 years of diagnosis and 34 % of patients showed anxiety
symptoms within the same time frame. Both numbers are indeed higher than
depression or anxiety statistics for patients with other forms of gastrointestinal
cancers. Esophageal cancer patients were also shown the be the most at-risk pop-
ulation for suicide and death from cardiovascular causes upon diagnosis, in a study
of over six million newly diagnosed cancer patients, indicating the magnitude of the
stressor at diagnosis with the disease can be (Fang et al. 2012).

To the psychological tribulations placed upon the patient, esophageal cancer can
strain a patient’s social relationships as well. The dysphagia, or problems swal-
lowing, which the majority of patients experience before and after treatment, cause
many problems at the interpersonal and social level. In patients who have
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undergone esophagectomy, the stomach is often pushed upwards in the abdomen,
shrinking it in size and exacerbating eating discomforts (Wainwright et al. 2007).
Patient’s feel as if they have little control over how the body will react to eating, as
many will simply not be able to swallow their food properly or vomit even if they
do. They feel they no longer fit the social norms and expectations governing what
might be thought of as acceptable eating behavior. For these reasons, they will often
withdraw themselves from eating in the company of friends and family. They
isolate themselves for fear of embarrassing themselves at the table, showing their
social circle how affected they are by their disease (Wainwright et al. 2007).

Family and close friends will also be forced to assume an active role in helping,
and caring for their loved one. This places a good amount of responsibility and
stress on the caregiver, who themselves feel overwhelmed with the amount of
support the patients need. In turn, psychological distress strikes the caregiver as
well, leading to feelings of depression and anxiety (Wainwright et al. 2007).

Psychosocial Interventions: Social Workers and Oncologists

Oncology social work as a profession is relatively new having been established in
the 1970s (Fobair 2009). The Association of Oncology Social Workers defines the
profession as “designed to promote the patient’s best utilization of the health care
system, the optimal development of coping strategies and the mobilization of
community resources to support maximum functioning” (Fobair 2009). For the time
the survivor spends outside of the clinic, social workers are, for the most part, one
of the only resources the survivor and their family has for helping to cope with their
day-to-day services and helping to steer end-of-life-care when needed. Social
workers provide the survivor with practical assistance for home care, transportation
and access to counseling and support groups. They will also provide respite services
to family members and friends who themselves will go through trying times
attempting to support and be available for their ill loved one.

Nevertheless, the power of social support groups, (which may include cancer
survivors) and inter-family comfort cannot be understated. For example, a
buddy-system via the telephone that would be available 24 h a day to answer
concerns and questions providing caregivers with added reassurance. Patients, and
their families, have a firsthand experience of what it means to cope with esophageal
cancer, and helping educate other families on the matter is extremely helpful.
Patients and families taking solace in the fact that they are not alone in the fight
helps as well. Physicians at the Mayo Clinic in Florida recently debuted a social
network connecting esophageal cancer patients and their families from across the
globe. The head of this initiative, Herbert Wolfsen, M.D., explains that connecting
esophageal cancer patients and their families fills the gap in knowledge which most
health care professionals have about actually having to live with the disease.
“Physicians can talk about the technical aspects of esophageal cancer and its
treatment, but we don’t really know what it means to have issues with breathing,

134 A. Petrangelo et al.



eating, sleeping, and just trying to live a normal life after cancer treatment, because
we haven’t had this experience. We understand more about the many issues that our
patients can really struggle to overcome. Many of the techniques, methods, medi-
cations, and lifestyles changes they develop to cope with them aren’t in the text-
books—they are word of mouth,” he says (Mayo Clinic Esophageal Cancer Patients
Support Each Other Through Facebook Group 2011) “Nothing works the same for
each person, and every patient’s experience is valuable” (Mayo Clinic 2011). These
forms of support groups can be invaluable and should be encouraged to all patient
families.

Nutritional Interventions

While all cancer patients constitute as an at-risk population for nutrition related
complications, esophageal cancer survivors face unique challenges in trying to
maintain adequate nutrition (Miller and Bozeman 2012). The nature of the illness
brings with it very specific barriers to adequate feeding which nutritionists, doctors
and nurses must consider when guiding the patient through treatment. While
maintaining adequate nutrition may not seem to be of primary importance in a
cancer survivor’s treatment, its value towards the survivor’s prognosis and HRQoL
cannot be understated. “[Adequate nutrition] helps in controlling cancer-related
symptoms, reduces postoperative complications and infection rate, shortens length
of the hospital stay, improves tolerance to treatment, and enhances immunometa-
bolic host response.” (Marin Caro et al. 2007). Further research specific to eso-
phageal cancer survivors who have undergone esophagectomy has concluded that
perioperative nutrition status can be taken as an independent indicator for prognosis
after surgery and chances for complications (Filip et al. 2015). The study concluded
patients with insufficient nutrition scores were more likely to suffer from severe
complications.

The volatility of a cancer survivor’s nutrition status is a well-characterized risk
factor. While the nutrition needs of a healthy, average body mass individual are as
simple as matching energy intake with energy expenditure, the nutrition needs of a
cancer survivor are markedly more complex. The effects of a malignant growth
anywhere in the body are felt on numerous biochemical and physiological body
pathways, a syndrome known as cancer cachexia (Tisdale 2009). The nature of
esophageal malignancies makes feeding all the more challenging, as swallowing is
a challenge for the vast majority of patients, before and after treatment.

Cancer cachexia is the syndrome which common to survivors of all classes of
cancers. More than 50 % of all cancer survivors suffer from symptoms of this
syndrome, notably progressive weight loss, loss of appetite, early satiety and
atrophy of the body’s skeletal muscle mass (Tisdale 2009). Esophageal cancer
patients suffer from cachexia at one of the highest incidence rates, along with
gastric cancer, and pancreatic cancer survivors (Tisdale 2009).
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Nutritional issues for cancer patients are complex enough, but the nature of
esophageal cancer unfortunately exacerbates these problems and causes them to be
more difficult to treat. As already discussed, the vast majority of esophageal cancer
patients present to the clinic with existing dysphagia and trouble feeding due to the
malignancy occluding the esophageal lumen. Many patients enter the clinic having
lost weight in recent months. Treatments are a double-edged sword, as feeding
becomes more difficult and additional stressors are placed on the body inducing
stress responses and additional energy requirements. Surgery, depending on the
type of procedure and anatomy of the tumor, may worsen the dysphagia for a period
after surgery due to the scaring and healing at the site of resection (Schoeff et al.
2013). The perioperative period is also hard on the patient, with the anxiety and
pain adding to the difficulties. Chemotherapy inherently affects the lining of the
gastrointestinal tract leading to possible mucositis, enteritis and ulcerations, as well
as the immune system, leading to increased rate of infections and increased
metabolic rate (Miller and Bozeman 2012). Radiotherapy of the esophagus also
brings with it a gamut of side effects making the passage of food difficult (Miller
and Bozeman 2012). While these treatments may in the end be successful in
alleviating dysphagia, the patients will first have to pass through a harsh period. It is
of no surprise that 60–85 % of esophageal cancer survivors are reported to be
malnourished at some time during treatment (Gupta and Ihmaidat 2003). One study
reported 90 % of esophageal cancer patients were malnourished at their first visit to
the clinic (Silvers et al. 2014). While all cancer patients constitute as an at-risk
population for malnutrition, esophageal cancer patients are even more vulnerable.

Malnourishment in esophageal cancer patients has a serious impact on a patient’s
prognosis and quality of life. Malnourishment during esophageal cancer treatment
has been shown to decrease the effectiveness of chemotherapy and radiation
treatments, aggravate the side effects of said treatments and negatively impact
prognosis and quality of life (Bollschweiler et al. 2013).

Nutritional Interventions in Esophageal Cancer Patients

The care of a dietician with a plan tailored for each and every patient is invaluable
to the prognosis and HRQoL for every esophageal cancer survivor. Two studies
investigated the effects of having patients undergo intensive nutritional intervention
before and throughout treatment. Ligthart-Melis et al. (2012) reported esophageal
cancer patients receiving nutritional support via a dietician regularly before and
after surgery had significantly reduced rates of postoperative complications and
length of stay in the ICU compared with patients who had not received such
counseling 3 years prior to the study. Silvers et al. (2014) had a dietician counsel
patients at the time of diagnosis. Patients receiving tailored consultations had
decreased weight loss, decreased nutritional risk scores, and increased HRQoL
scores compared with baseline before and after treatment. The ideal nutrition
treatment starts at the time of diagnosis, by assessing the patient’s nutritional status.
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Doctors, nurses, and dieticians collaborate depending on the patient’s dysphagia
score, based on a Likert scale of 0–4 (Sharma and Kozarek 2009). Further con-
siderations are taken,

0 Able to consume a normal diet

1 Dysphagia with certain solid foods

2 Able to swallow semi-solid soft foods

3 Able to swallow liquids only

4 Unable to swallow saliva (complete dysphagia)

such as any recent weight loss, nausea, vomiting, diarrhea, or constipation.

Commentary from a nutritionist:

I see them in the clinic where there is an “eating dysfunction,” weight loss, progression
from inability to eat solids, to softer foods, to liquids. The time frame for this progression is
variable from weeks to months but it is not uncommon to see them only be able to get down
an 8 oz. bottle of Ensure, once a day.

Until treatment can be started, the dietician can only intervene to a certain extent.
They will council the patient on trying to choose the right foods, which have the
right texture, but are also the most nutrient and calorie dense. The best feeding plan
is to eat very small meals every 1–2 h. Some patients in this pre-treatment,
post-diagnosis phase often try to override the signals the body is giving them and
try to force themselves back into a state of “normality” by consuming their typical
food in normal portions, which leads to regurgitation, and/or nausea and/or vom-
iting. Others will react completely in the opposite way, and will develop strong
dislike for food and the ill-feelings it brings that they will cease feeding altogether
(Wainwright et al. 2007). All patients are still adjusting to food no longer being
pleasurable and becoming more of a fixation and a chore. Every feeding period
brings with it a reminder that they are no longer healthy, creating an aversion to
feeding. While treatment has not even started, nutrition for these patients is essential
for withstanding future treatments and helping with prognosis.

After diagnosis, the patient may be admitted to hospital for surgery if the dys-
phagia is very severe, or they will be sent for chemotherapy and/or radiotherapy.
Patients immediately admitted may require alternative feeding methods to oral
feeding, either via an enteral feeding tube, a gastrostomy or a jejunostomy (Allum
et al. 2011). However, if treatment can be initiated rapidly, chemotherapy with
effective agents is generally associated with a rapid improvement in their swal-
lowing and may gain weight in this time period (Cools-Lartigue et al., Annals of
Surgical Oncology 2015). Granted there are many side effects of chemotherapy, but
compared with their baseline, their HRQoL improves in these 6–8 weeks
post-diagnosis, after neo-adjuvant therapy (preoperative), surgery, and adjuvant
therapy (postoperative). The tumor has now shrunk significantly due to the
chemotherapy and they begin their path to recover. Patients who must receive both
chemotherapy and radiotherapy generally experience a great deal of pain and often
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require the help of alternative feeding methods to get through this active and
aggressive treatment phase.

Nursing and Physician Interventions

Oncology nurses practice in a variety of settings, including home health care
agencies, acute care hospitals, ambulatory care clinics, private oncologist’s offices
and radiation therapy and chemotherapy facilities. While the settings may be
numerous and varied, the role of nurses in the care of esophageal cancer patients is
very often involving direct patient care. From patient assessment, to patient edu-
cation, symptom management and coordination and planning of treatment, nurses
are one of the key cogs in a patient’s battle with cancer.

The initial role for oncology nurses dealing with esophageal cancer patients is a
triage of their situation. They first assess a patient’s Eastern Cooperative Oncology
Group (ECOG) Performance Status, a measurement of the degree to which the
disease has affected the patient’s ability to perform their daily activities. The nurse
will then assess the patient’s resources in terms of support groups. The support
group survivors often include family and friends, who will be able to provide
additional moral and physical support, which is needed throughout the treatment
trajectory. Two studies by Allison and Edgar (2005–2009) highlighted the effec-
tiveness of a coping strategy intervention for people with head and next cancer
(including esophageal cancer patients). Allison et al. (2004) also found that a
psycho-educational intervention was useful in providing psychosocial support to
individuals with head and neck cancer.

Conclusions and Future Perspectives

Sir William Osler often considered to be the “father of modern medicine” for his
work done demonstrating the importance of bedside manner in the clinic, once said
“The good physician treats the disease, the great physician treats the patient with the
disease” (Centor 2007, p. 59). The essence of this statement embodies the aim of
this chapter in many regards. This chapter provided an overview of the current state
of esophageal cancer management through the lenses of various health care pro-
fessionals, whether physicians, nurses, social workers, or psychosocial oncologists,
yet all the while focused upon how their work improves a patient’s quality of life
through their battle with an incredibly devastating disease which oftentimes sur-
passes most other cancers in regard to detriment upon various aspects of a patient’s
HRQoL. In simpler terms, the chapter addressed the human aspect of cancer sur-
vivorship, beyond basic science and clinical treatment.

One could read journals and books about cancer for many years and still not be
close to wading through the existing literature on the disease, which only continues
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to grow. Simply typing “cancer” into the PubMed Database search bar provides 3.1
million articles on the subject. Similar increases in article numbers are seen in
articles dealing with esophageal cancer. The literature pool on every type is
expanding at an incredible rate, with new discoveries in the field made every day.
However, we must try and maintain a balance between viewing and treating a
patient. This is why quality of life scores are so important, and why the therapeutic
interventions mentioned in this chapter to maximize their quality of life are so
crucial.

Esophageal cancer treatment in the clinic, in the home, in cancer support centers,
and elsewhere, is performed by professionals who have decades of research,
training, and experience. In the clinic, everything from chemotherapy doses and
choice of drugs to surgical techniques and precision to perioperative care, the work
of physicians and nurses with esophageal cancer patients cannot be understated.
The social workers that enter the homes and communities of these patients and
provide individualized support to each based on their social situation, finances, and
morale are able to help patients by removing some of the burden of cancer from the
patient and their families. And finally the psychosocial oncologists who are able to
work with cancer survivors by supporting their mental health through a disease,
could cause burn-out among even the toughest of characters.

While 5-year survival rates in the 1960s and 1970s dwindled in the 5 % range,
rates have improved to estimates from 20 % (Gaur et al. 2014) to 39 % (American
Association for Thoracic Surgery 2015). Similar to all cancers however, the best
chance of survival is to detect the malignancy at an early stage from routine
colonoscopies and mammograms. Routine endoscopies, or the insertion of a
viewing camera into the esophagus, have been proposed, especially for the most
at-risk population such as patients with GERD and/or mild dysphagia but the
cost-effectiveness of this plan is unrealistic to health care centers (Gaur et al. 2014).

Furthermore, we hope that this chapter will provide increased awareness about
esophageal cancer, as recent epidemiological data is alarming. These trends are
alarming and coupled with the low 5-year survival rates and the high impact on a
patient’s quality of life, the disease should garner even greater attention among all
health care professionals.
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Chapter 10
The Family Caregiver as Cancer
Survivor: Supporting and Promoting
Positive Bereavement Outcomes

Lorraine Holtslander

Introduction

Bereaved family caregivers are rarely seen as cancer survivors, however, the
experience of being a caregiver for a family member with advanced cancer will no
doubt leave them as a cancer survivor of an often intense and overwhelming illness
experience. The Canadian Hospice Palliative Care Association (CHPCA) recog-
nizes that family caregivers also experience the illness and death of the person they
are caring for and must embark on a significant transition as they enter into
bereavement (CHPCA 2013). Family caregivers while being extensively relied
upon by the health care system during the cancer journey are often left to face
bereavement without support, often after enduring an exhausting and difficult
caregiving experience. Their experiences as caregivers can greatly affect their
bereavement journey and not all will experience positive outcomes. Very little is
known about how to assess those at most risk of negative outcomes nor which
supports should be offered. This chapter will examine new evidence for caregiver
support initiatives that facilitate the need for a comprehensive assessment and an
individualized approach that considers how diverse their experience often is. This is
an underresourced global concern as the world is facing a growing number of
cancer deaths due to an increasing and aging population (World Health
Organization 2015). There is an urgent need to develop interventions that support
family caregivers during the process of caregiving for an advanced cancer patient,
including their bereavement. Family caregivers must be recognized as part of the
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spectrum of cancer survivorship in order to support global health and avoid a public
health crisis.

Background

The processes of bereavement itself has a negative effect on overall morbidity and
mortality of caregivers (Stroebe et al. 2007), including a risk of suicide (Erlangsen
et al. 2004), complicated grief and depression (Holtslander and McMillan 2011),
loneliness, substance abuse, physical and emotional illnesses (Schulz et al. 2008),
pain and physical distress (Kowalski and Bondmass 2008), sleep disturbance
(Carter 2005), and even death (Christakis and Iwashyna 2003). The need to support
bereaved caregivers is urgent and growing, as deaths from cancer will continue to
rise dramatically across the world. The Canadian Cancer Society predicts that
cancer deaths will increase by 79 % by 2028 and the number of new cancer cases
will more than double in those ages 65 and over (Canadian Cancer Statistics 2015).
This is due primarily to an aging population, population growth and an increased
risk of cancer, but these demographic changes will have a huge impact on the
demand and the need for services and supports around the world. Even though
family caregivers are relied upon to sustain already overwhelmed health care sys-
tems, many more family caregivers will be required, affecting the lives of many
individuals, families and communities. However, very little is known about how
best to identify those at most risk of complicated grief, and which supports and
services are most effective.

The term “secondary survivor” has been used to describe a family member or
caregiver who has been impacted by the cancer experience (Clark et al. 2011).
Secondary survivors described feeling vulnerable, emanating from a loss of control
and a sense of alienation from the team providing care to the patient, which affected
them into bereavement. However, it is worthwhile to recognize that bereaved family
caregivers have indeed “survived” the cancer experience, considering the care-
giving that was required, as well as the ultimate loss of a family member to cancer.
In many situations, their lives are completely changed, resulting in overwhelming
physical, emotional and social needs as they both recover from the exhaustion of
caregiving and often face a new life without a partner (Holtslander et al. 2011). In
most cases, these are older adults, in particular women who have lost a spouse,
presenting with a particular risk of health concerns, loneliness and immense chal-
lenges in reconstructing their identity after caregiving (Naef et al. 2013).
Specifically the cancer experience has been associated with worse outcomes, such
as being a caregiver to a person with lung or ovarian cancer. Often there is such
difficult symptom management that caregivers reported being traumatized and in
shock by the experience of caring for a person with ovarian cancer (Sanderson et al.
2013). Caregivers of persons with lung cancer reported ill health and suffering in
physical, social, psychological, and spiritual realms as a result of their caregiving
experiences (Ellis 2012).
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Despite current national and international standards for palliative care that include
the provision of a support system to help the family cope during the patient’s illness
and continuing into their own bereavement (World Health Organization 2002), very
little is known about how best to support family caregivers as they transition into
bereavement. The Canadian Hospice Palliative Care Association (2013) recognizes
that family members are affected by the illness of the patient and that the bereave-
ment process must be supported in order to achieve a positive, healing transition,
rebuild their lives and reintegrate into society. Both caregiving and bereavement are
becoming imperative public health issues, as caregivers themselves may become
patients and struggle to fulfill their multiple responsibilities at home and in the
workplace (2013). Specifically, bereaved family caregivers often struggled to find
balance in their emotions and thoughts after caregiving ends, as they make sense of
their caregiving experiences and face life that requires a new purpose (Holtslander
and Duggleby 2009).

Metasynthesis and Qualitative Research

In order to identify the most appropriate supports, policies and interventions specific
to bereaved caregivers, a rigorousmetasynthesis of qualitative researchwith bereaved
caregivers of an advanced cancer patient, who had received palliative care, was
completed by the author and her team. Although the search procedures and overall
results are reported elsewhere (Holtslander et al. in process) this chapter will highlight
practical applications of the key themes identified, including the challenging emotions
andmental health concerns, a lack of support, and the need for follow-up including an
assessment of those most at risk and how to offer specific interventions.

In total there were 22 qualitative studies included in the metasynthesis, repre-
senting eight countries (Canada, Australia, USA, N. Ireland, Hong Kong, Japan,
Sweden and England). The total number of bereaved caregiver participants was
375, including 222 women and 108 men, when reported. All of these studies
described and interpreted the loss, grief, and bereavement experience of caregivers
of a cancer patient, which was contextually very complex and diverse for each
individual. Specific assessment and interventions can be developed based on these
findings, as factors were identified that helped each individual to move forward
through their loss while identifying those factors that may cause difficulty and
predispose to prolonged or complicated grief.

“Honoring the voices” of bereaved caregivers was the goal of the metasynthesis
of qualitative research. Qualitative research provides the best source of evidence for
research and practice since it has been conducted in the real world and not a
laboratory (Sandelowski and Barroso 2007). Key themes from a metasynthesis of
qualitative research with bereaved caregivers of an advanced cancer patient who
received palliative care that offer the most practical guidance for assessment and
intervention will be presented. Key areas of assessment and specific focus on
practical interventions will be included.
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Themes from the Metasynthesis of Qualitative Research
with Bereaved Caregivers Overwhelming Grief Accompanied
by Stressful Thoughts and Emotions

Bereaved caregivers consistently described their experiences after the death of the
patient as dealing with many overwhelming and unpredictable emotions
(Holtslander and Duggleby 2010), including feelings of disbelief, numbness and
regret (Grbich et al. 2001; Hudson 2006), leaving them to cope by living day to day
as a result of all-consuming waves of grief (Steeves 2002). Other strong emotions
included yearning for the deceased (Asai et al. 2010) and feelings of loneliness and
emptiness (Dean et al. 2005; Holtslander et al. 2011). Besides losing someone close
to them, caregivers of an advanced cancer patient often are faced with extreme
symptom management, and described the “severe shock” and trauma of caregiving
(Koop and Strang 2003; Sanderson et al. 2013) as they remembered dealing with
the pain and suffering, extreme physical decline, and distressing, intrusive memo-
ries of the last few days and weeks of the patient’s life. In many situations an
extremely close relationship is formed during caregiving, resulting in an even
stronger and intense missing of the person who had died and a longing for them to
be alive (Stajduhar et al. 2010). Bereaved caregivers often described their feelings
of guilt and regrets about caregiving, wishing they had done more as caregivers
(Holtslander et al. 2011; Hudson 2006). Family caregivers reported feeling dev-
astated at having let their family member down, specifically facing the impact of
“shattered promises” when they were unable to care for the patient at home as
promised (Topf et al. 2013). This range of very difficult emotions often led to
specific mental health concerns and bereaved caregivers felt a loss of confidence in
their ability to look forward beyond a day-to-day existence (Grbich et al. 2001).

Specific Mental Health Issues Arising from Bereavement

A surprising number of mental health issues predominated when caregivers were
asked about their experiences, even though this was not a focus of the studies, and
was often an exclusion criteria for participating. Bereaved caregivers expressed
their anger at the person who had died (Stajduhar et al. 2010), anger for being left
(Sanderson et al. 2013), and anger about the death itself (Chan and Chan 2011;
Hegge 1991). Bereaved caregivers commonly reported anxiety, confusion and
worry about the future (Asai et al. 2010), difficulty coping and panic attacks
(Hudson 2006). Some had difficulty accepting that their loved one has passed away.
This included carrying on as though they were still there, “this is not happening”
feelings, and not accepting the reality of the loss (Asai et al. 2010). Sometimes this
included not attending memorial services or delayed grieving. Of real concern is
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that some of the bereaved caregivers’ reported feelings of hopelessness (Holtslander
and Duggleby 2010), even to the point of considering suicide (Agnew et al. 2008)
which was reported in a study where the diagnosis of a mental illness was an
exclusion criterion, as well depression and panic attacks were commonly described.
Bereaved caregivers struggled with finding purpose or meaning (Holtslander and
Duggleby 2009; Sanderson et al. 2013), a lack of direction (Grbich et al. 2001), and
feeling unable to cope, dazed and confused (Hudson 2006). These mental health
issues are of great concern since bereaved caregivers will face many negative
physical, social and emotional consequences if not addressed.

Lack of Support: Social Isolation and Loneliness

Most of the samples of participants in the metasynthesis of research with bereaved
caregivers were older women who had cared for a spouse; commonly resulting in
overwhelming loneliness and the loss of a companion to share day-to-day life
(Agnew et al. 2008; Chan and Chan 2011; Holtslander and Duggleby 2010).
Caregiving itself may have been an isolating experience, as caregivers become
consumed with their duties and unable to maintain connection with their usual
support networks (Stajduhar et al. 2010). A common experience during bereave-
ment was social isolation and loneliness (Asai et al. 2010), and a great deal of worry
about a future alone, with no one to look after them (Holtslander and Duggleby
2010). Being unexpectedly single after having established a strong lifetime part-
nership resulted in a great deal of uncertainty in the future (Hornjatkevyc 2011) and
the absence of a trusted confidant (Hegge 1991). In a study of caregivers who had
cared for an adult child with cancer, social isolation was also a finding, as their
family and friends and coworkers people were often uncomfortable with the sort of
grief they were uniquely experiencing (Dean et al. 2005). Family and friends were
essential and reported as the main sources of support in most of the studies, but
often these individuals were also grieving in their own way and each experienced
the loss differently (Agnew et al. 2008). The support of religious networks (Grbich
et al. 2001) and finding professional and counseling support was also identified as
essential (Dean et al. 2005; Hornjatkevyc 2011). Although many hospice programs
reported offering bereavement support, many declined such support, describing the
stigma of accepting professional support or a reluctance to share in a group (Agnew
et al. 2008; Dean et al. 2005). Bereaved caregivers may also be reluctant to ask for
help (Dumont et al. 2008) or feeling a sense of distance from others (Pusa et al.
2012), so even though social support is essential to surviving such an experience,
finding and maintaining these networks is a great challenge.
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Assessment: Who Is at the Most Risk
for Complicated Grief?

Vignette: Agnes was 87 years old and was happy and proud to be the primary
caregiver for her spouse until he died of cancer at the age of 88. At six months after
his death, Agnes was having a difficult time, as she reflected on life alone after
60 years of marriage: “I feel like someone chopped one of my arms off.” While
focusing her time and attention on caring for her husband, Agnes had neglected her
own symptoms of a worsening heart condition. The couple’s one child lived out of
town and their family support system was very limited both during caregiving and
into bereavement. Their daughter was also exhausted from traveling to support her
parents and needed to attend to her own family during the bereavement phase of the
palliative care journey. Agnes finally kept an appointment with her cardiologist.
She was admitted to hospital but would never return home. At 7 months after the
death of her husband, Agnes died in hospital, unable to recover from the combi-
nation of a pre-existing heart condition, the stress and exhaustion of caregiving, and
the great many losses she was facing.

In a time of limited health care resources, it is essential to identify those at most
risk of complications and offer them the most effective and meaningful support.
Qualitative research findings provide strong support for the individual and diverse
experience of each situation, yet common factors can be identified that include the
need to assess their unique strengths and challenges, combined with the type of
loss, the coping strategies being employed, the experience of caregiving itself, and
the support systems they have in place. It is essential to identify the specific con-
cerns of each individual, based on both current physical and emotional symptoms
and a history of mental health concerns, previous or concurrent losses, and the
caregiving roles they were involved in. Qualitative research has shown that the
appraisal of the caregiving experience, either as positive or a negative experience,
had a huge impact on bereavement outcomes, as many bereaved caregivers con-
tinued to question the decisions they made on behalf of the dying patient long after
the death (Dean et al. 2005; Dumont et al. 2008; Stajduhar et al. 2010; Topf et al.
2013). An assessment of the caregiving experience including their personal history
of physical and emotional health and the support networks that are currently in
place is essential. The story of their caregiving experience can reveal many areas of
unresolved guilt or regrets. Assessment of the personal value of the caregiving
experience will yield valuable insight into how they are making meaning of their
caregiving story and how it is impacting their grief and bereavement processes.
A discussion of the actual physical caregiving they provided and how it affected
them is essential. Assessing the losses they face, such as of their own caregiver,
automobile driver, or place to live is all too common with older adults. Also
essential is a thorough assessment of support and identifying specific people and
agencies they can turn to for meeting their needs. Referrals to professional services
and supports may be required.
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Intervention: Valuing the Caregiving Experience
and Supporting Positive Outcomes

The results of the metasynthesis yielded a startling array of ways to support
bereaved caregivers as they find unique ways to move forward in grief and begin to
make meaning of a very challenging situation. It is essential to identify the emotions
and thoughts being processed by the bereaved caregiver, and if a risk for compli-
cated or prolonged grief is identified, providing referrals to counselors, support
groups, or appropriate health care providers, is essential. Bereaved caregivers may
have physical health concerns that have not been attended to while caregiving, thus
follow-up by their health care provider needs to be encouraged.

For bereaved caregivers, bringing value to the caregiving experience for each
individual and how he or she is processing any number of losses and recovering
from an exhausting experience is essential. Family caregivers may harbor feelings
of anger, guilt or regrets, and may even feel unappreciated and this can cause anger
and conflict within a family and with the health care system (Stajduhar et al. 2010).
Caregivers may feel they have let their family member down when the experience
did not go as planned (Topf et al. 2013). Alternatively, many bereaved caregivers
emerge with a great deal of pride and a sense of accomplishment (Asai et al. 2010;
Koop and Strang 2003), which needs to be encouraged in the meaning-making
process. Listening and supporting conflicting emotions and thoughts, even the
traumatic memories, of bereaved caregivers as they reflect on their experiences, are
a powerful intervention for caregivers during bereavement. Some may wish to write
about their experiences, which has also shown benefit (Holtslander and Duggleby
2008).

The metasynthesis revealed that many caregivers found purpose and meaning in
helping others as a way to help them through. Of course, interventions must be
based on a careful assessment, considering age, gender, access to services, envi-
ronment, social support and culture. Appropriate interventions are often those
mutually found through a supportive conversation with any health care provider.

Vignette: Sherry provided care for her husband Sam, through his journey with
multiple myeloma and together they faced many complex and challenging care-
giving obstacles, such as pain, immobility, and eventually total paralysis. Sherry
believed they were going to get through this and have many more years together,
even though Sam was under palliative care services, she was not prepared for the
transition to bereavement that would be required. Sherry described how her losses
included losing her partner as well as her life’s work as they were in business
together, and her very identity, which was well known based on their mutual
support of her husband as an artist. Caregiving through Sam’s cancer journey
brought them even closer together, as Sherry learned how to meet her husband’s
needs for positioning, transferring, comfort and care and she was consistently his
strongest advocate. Facing the reality of her loss was very difficult but Sherry
described how she became her own “bereavement intervention,” finding new
purpose in helping others and surrounding herself with a strong support network.
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“I had to reinvent myself” through continuing our work, sharing my experiences
with others, and relying on my own inner strength and courage, to rebuild a
completely changed life after an exhausting, yet extremely rewarding caregiving
experience. As Sherry said: “I had to find a purpose.”

Building on the principles of attachment theory and how they affect the process
of adapting to loss (Bowlby 1980), many theorists and practitioners have conse-
quently embraced the adaptive processes of continuing bonds with the deceased,
rather than requiring the relinquishing of them (Silverman and Klass 1996).
However, recent research shows that efforts to “make meaning” of the loss, through
personal, practical, or spiritual terms may be a key element in predicting the role
and value of attachment and continuing bonds and whether they are helpful in
promoting positive outcomes (Neimeyer 2001). A loss as significant as a close
family member to whom you have provided care over a period of time can be very
painful and challenging as attachment to the care recipient can grow profoundly.
When bereaved persons were able to engage in meaning-making activities fol-
lowing their loss, the role of attachment and continuing bonds was predictive of
better grief outcomes (Neimeyer et al. 2006). If a survivor is able to make sense of
their loss in personal, practical, existential or spiritual terms, continuing bonds with
the deceased can be promoted as positive outcomes are usually the result. An
individualized, constructivist approach to meaning-making in supporting the care-
giver narrative, provides a way to encourage continuing bonds while making sense
of the loss (Neimeyer et al. 2006). Theories of attachment theory and
meaning-making support the need for exploring the caregiving story and recog-
nizing the individual nature of each person’s experience.

Conclusions

Family caregivers are a unique and vulnerable group of cancer survivors, in terms
of the effects of cancer on the whole family and how caregivers continue to be
impacted by their experience of cancer. Due to the rising number of cancer deaths
across the globe, there is an urgent need to value and consider the caregiving
experience and the caregiver’s role in cancer care. Bereaved caregivers need to be
followed to assess their health and well-being, offer interventions and provide
support. They need an opportunity to process the cancer experience, reflect on their
role as caregivers and be given an opportunity to find meaning and purpose in their
current situation.

The results of the metasynthesis of qualitative research with bereaved caregivers
must be considered in the light of which countries participated in these qualitative
studies, the methodologies applied and degree of interpretation of the researchers,
and the sample or participants in each study. Those bereaved caregivers who were
unable to talk about or reflect on their experiences may not have been willing to
engage in the research. The bereaved caregivers who are struggling the most may
have been least likely to participate, thus the findings of these studies only represent
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the tip of the iceberg when considering just how much difficulty many bereaved
caregivers can find themselves in.

For many bereaved caregivers, who have provided care for a spouse or partner
with advanced cancer, caregiving was a life-changing experience, often resulting in
an overwhelming number of losses and a great deal of loneliness. Qualitative
research, when analyzed using metasynthesis techniques, provides insight into an
overwhelming experience of grief, specific and concerning mental health issues, the
need to recover from the stress of caregiving, and the vital importance of assess-
ment and supportive interventions to promote positive outcomes for this under-
valued and often neglected population of cancer survivors. Currently, most
bereavement research is not being applied in clinical practice (Hudson 2013),
however, a metasynthesis is a powerful tool to base relevant changes to practice by
bringing together the results and increasing their combined contribution
(Sandelowski and Barroso 2007).

Implications for Clinical Practice

The number of family caregivers will continue to increase with the aging of the
population, higher life expectancies, and a shift from institutionalized care to
community-based care. Many factors can affect the health and bereavement out-
comes of family caregivers such as gender, age, location, education, environment,
social support, access to health services, socioeconomic status, and culture. An
individualized approach that begins with assessment that includes acknowledging
the role of the family caregiver in the trajectory of cancer survivorship is an
important first step to inform clinical practice. Family caregivers are unique and
their situations and need for support will become evident when they are assessed
either during caregiving or during bereavement. Ideally, there is a follow-up pro-
vided to family caregivers by known health care providers after the death of the
patient to cancer. Listening to their caregiving story is a first step in supporting the
caregiver to explore the narrative and constructively find meaning in their experi-
ence. Identifying those at most risk of poor outcomes necessitates appropriate
referrals to health care and community supports to follow up on emotional and
physical health status.

The negative outcomes of grief can be prevented by employing health promotion
strategies that also involve the unique needs and strengths of the community,
recognizing the sociocultural context such as rural and urban settings and acces-
sibility of services and supports. During caregiving, family caregivers need to be
supported in their role through careful assessment and intervention including pro-
viding information and support, involving family in a discussion of the goals of care
while identifying concerns and questions that can promote a positive caregiver
experience (Hudson and Aranda 2013). Without supportive and preventative care
focused on the family caregiver, their health is at risk, which can result in even
greater demands on an already overburdened health care system.
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Nurses, social workers, oncologists, and family practitioners are well positioned
to improve current health care approaches, by taking the opportunity to engage in a
conversation with a family caregiver, assess their needs and find ways to reduce
their suffering. When considering the spectrum of cancer care, the family caregiver
is often neglected and taken for granted. What is known about the experience of
bereavement for family caregivers is typically underfunded, underinvestigated, and
not consistently applied to practice (Hudson 2013). Unheard voices, vulnerable to
many deleterious outcomes, are left without systems of support especially once
caregiving ends. Paying attention to their needs and prioritizing those at most risk
of negative outcomes is an important health promotion strategy that will result in
savings to the health care system. By considering the bereaved family caregiver as a
cancer survivor, they become part of the spectrum of cancer care as deserving of
assessment and intervention to meet their unique needs and support positive
outcomes.
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