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He used to say:

If I am not for myself, who will be for me?
And if I am only for myself, what am I?

And if not now, then when?

—Hillel Mishna Avot 1:14

Who is wise? He who learns from every person
—Ben Zoma Mishna Avot 4:1

For my daughters: Ophira and Feridey



Preface

The idea for this book of essays arose after several years during which the
co-editors collaborated at the University of Pittsburgh on the medical
oncology and psychological care of patients diagnosed with hepato-biliary
cancer. Although the need for patient psychosocial support was evident, the
time available in an ever-busy clinic was not conducive to the extended
discussions that many patients and families wanted. The time pressures on
staff in US hospitals are increasing annually, in the name of system and
business efficiencies. We noted a dichotomy between ideal total patient care
in clinical practice and the realities of limited time per patient for employees
of medical organizations. To some extent, patient-enabling Internet
communication and services with health-care providers are beginning to be
introduced with this dichotomy in mind. Still, the need for real-time, face-to-
face contact and sufficient time with health professionals to hear and address
their concerns are a patient priority.

The medical/psychological literature has exponentially expanded in the
last decade with increasing documentation and sub-set characterization of
various aspects of the quality of life of patients and their loved ones. Moreover,
feedback from patients has resulted in a further proliferation of research that
has extended to family and caregivers, who are rightly seen as important
components of the patient environment, as well as subjects in need of study
and care in their own right.

The arrival of unwelcome health-related news in the form of a cancer
diagnosis would be expected to interrupt a person’s self-perception and plans
for his or her unfolding life story. Reflection on this interruption will likely
result in fear and anxiety about the unknown quality and quantity of life that
will now lie ahead. The major part of this book is taken up by considerations
of the available resources in support of patient coping with his or her post-
diagnosis new life structure as it is imagined and might become. Much of that
is worldview driven, as seen in Part 3. Constructing a post-diagnosis new life
structure involves concepts of hope, meaning, and spirituality and their vari-
ous impacts on coping, which in turn may change during the development
and course of an individual’s disease. All of this is concerned with the various
cognitive and emotional aspects of coping with cancer and flows logically
from the expected effects of disease on a person’s thoughts, hopes, plans, and
feelings. An emerging concept, however, is the idea of the potential revers-
ibility of this process, in which thoughts and emotions might influence body
function and disease development and its progression. For example, the con-
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cept that stress might be involved in and predisposing of cardiac ischemia and
peptic dysfunction is very old. Evidence is emerging that these psychological
and behavioral processes might also be involved in the development and/or
progression of several chronic diseases, such as the inflammatory diseases
and cancer. If mental processes can impact the immune and endocrine sys-
tems, then they might modulate the inflammatory and tumor growth pro-
cesses that these systems mediate.

This book opens with two essays on the biological basis of emotion/
mental-driven body processes and disease. The consequence of such
considerations is that since thoughts and emotions can be modulated and
changed with assistance from health-care professionals, then psychological
counseling might be seen not only to help patients cope but possibly to
influence the disease itself. The book then proceeds to a part on genetic
predispositions to cancer and the psychological considerations involved in
screening and preemptive therapies and decision-making in cancer therapy.
The third part deals with the philosophical and religious underpinnings of
psychological factors involved in coping with disease state stressors and the
roles of hope in coping. The fourth part is an acknowledgment that patients
live in a social context, which often includes a partner and/or caregiver. The
fifth part includes several essays on aspects and modalities of caregiving that
are designed to help patients coping with their cancer and its aftermath, which
increasingly extends for years. This is followed by a part with some
considerations of approaches to dying and concerns of those who are left
behind. The last part seeks to tie all this together and provide a resource
chapter.

This book is not intended as a textbook, but as a set of essays for both
health-care professionals and all people whose lives are directly or indirectly
affected by cancer, to provide a sense of the activity and several new concepts
in the rapidly expanding field of psychological support and psycho-social
needs and context of the patient with cancer.

The book is presented in seven parts: A. Biological Basis; B. Prevention
and Decision-Making; C. Theory in Psychosocial Oncology; D. The Social
Context; E. Patient Support; F. Advanced Cancer; G. Wide-Angle Lens:
Resources and Overview.

Puglia, Italy Brian I. Carr
Philadelphia, PA, USA
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Inflammation, Chronic Disease,
and Cancer: Is Psychological
Distress the Common Thread?

Feridey N. Carr, Elizabeth M. Sosa, and Brian I. Carr

Inflammation is a hallmark of immunological
responses to invading microbes and has been
implicated in a growing list of major diseases,
including rheumatoid arthritis and lupus, inflam-
matory bowel disease, pulmonary and cardiovas-
cular diseases, obesity, and diabetes mellitus. The
focus on chronic inflammation has intensified
since it has been linked with specific types of
cancer, particularly those associated with viral
infection or an inflammatory response. Although
some chronic inflammatory diseases have long
been acknowledged to increase the risk of malig-
nancy, it is only within the past decade that
chronic inflammation has been hypothesized to
be a key factor in the development of several can-
cer types, such as cancer of the pancreas, colon,
and liver (hepatocellular carcinoma or HCC).
While there is as of yet little evidence to suggest
that psychological distress, particularly chronic
stress and depression, directly affects the patho-

F. N. Carr
Pasadena, CA, USA

E. M. Sosa
Los Angeles, CA, USA

B. I. Carr (IX)
Liver Transplantation Institute,
Inonu University, Malatya, Turkey

genesis of tumors, there is an increasing amount
of scholarship indicating that psychosocial fac-
tors directly contribute to the development and
maintenance of chronic inflammation. In fact, it
is possible that while depression may contribute
and increase the levels of circulating pro-
inflammatory cytokines, inflammation may itself
act on the brain to induce depressive symptom-
atology. This chapter focuses on the primary dis-
ease categories in which inflammation is a known
contributor and discusses the mechanisms by
which the inflammatory processes interact with
carcinogenesis as well as psychological aspects
of chronic inflammation. Some clinical consider-
ations are offered for interventions targeting the
anxio-depressive symptoms associated with
major illness that may also disrupt the chronic
inflammatory cycle and its resultant disease
process.

Inflammation and Cancer

In 1863, Rudolf Virchow hypothesized that
tumors originated at sites of chronic inflamma-
tion within the human body [1]. Virchow identi-
fied the role of inflammation in carcinogenesis
when he noticed the presence of leucocytes in
neoplastic tissue and suggested that the “lympho-
reticular infiltrate” reflected the origin of malig-
nancies where inflammatory processes occurred
[1]. Virchow’s claim was not investigated for
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J. L. Steel, B. L. Carr (eds.), Psychological Aspects of Cancer,

https://doi.org/10.1007/978-3-030-85702-8_1


http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-85702-8_1&domain=pdf
https://doi.org/10.1007/978-3-030-85702-8_1#DOI

F.N. Carr et al.

more than a century. Researchers have recently
begun examining the hypothesized relationship
and directing efforts to research the possible con-
nection between chronic inflammation and can-
cer. Epidemiological studies have demonstrated
that chronic inflammation predisposes individu-
als to a variety of cancers such as thyroid, blad-
der, cervical, prostate, esophageal, gastric,
pancreas, liver, and colon [1, 2]. About 25% of all
deaths from cancer worldwide are attributable to
underlying  infections and  inflammatory
responses [3]. Chronic infection and inflamma-
tory responses are known to have associations
with the development of certain cancers, such as
the human papilloma virus (HPV) and its rela-
tionship to cervical cancer or the infection of
hepatitis B or C viruses leading to hepatocellular
carcinoma (HCC) [4]. Increased risk of tumor
growth can be associated with chronic inflamma-
tion caused by microbial infections and autoim-
mune diseases, as in inflammatory bowel disease
and the risk of colon and colorectal cancers, as
well as inflammatory conditions resulting from
uncertain origins such as prostatitis, which can
lead to prostate cancer [5—7]. Chronic inflamma-
tion contributes to a tumor-promoting environ-
ment through various avenues that may include
cellular transformation, the proliferation and sur-
vival of malignant cells, development of angio-
genesis and metastasis, reduction of adaptive
immune responses, and tumor response to che-
motherapeutic drugs and hormones [7]. The
inflammatory response and resultant tumors may
be conceptualized as wounds that do not heal [8].

The role of chronic inflammation in the devel-
opment of cancerous tissue easily becomes con-
voluted with many aspects that must be
considered, such as the contributions of various
inflammatory cells, mediators, and signaling
pathways in carcinogenesis [7]. The inflamma-
tory process involves the presence of inflamma-
tory cells and inflammatory mediators, which
include chemokines and cytokines in tumor tis-
sues, tissue remodeling, and angiogenesis [7].
The prime endogenous promoters include tran-
scription factors such as nuclear factor-kappa B
(NF-kB) and signal transducer activator of tran-
scription-3 (Stat3) as well as major inflammatory

cytokines, such as interleukin beta (IL-1 b), inter-
leukin 6 (IL-6), interleukin 23 (IL-23), and tumor
necrosis factor alpha (TNF-a) [9-12]. TNF-a was
the first factor isolated as an anticancer cytokine,
but at dysregulated levels within the immune sys-
tem, its presence mediates a variety of diseases
[13]. TNF-a has also been demonstrated to be a
major predictor of inflammation [14]. Several
pro-inflammatory cytokines have been related to
tumor growth, indicating that inflammation is
associated with carcinogenesis [1, 15]. These
include IL-1, IL-6, IL-8, and IL-18. Interleukins
are involved in different steps of tumor initiation
and growth. Specifically, Negaard et al. demon-
strated that individuals with hematological
malignancies have increased bone marrow
microvessel density as well as elevated levels of
IL-6 and IL-8, possibly contributing to the malig-
nant phenotype [16].

Chemokines are a family of proteins that play
several roles in cancer progression, including in
angiogenesis, inflammation, cell recruitment, and
migration. Chemokines also play a central role in
leucocyte recruitment to sites of inflammation
[1]. Most tumors produce chemokines that are
one of two major groups, alpha and beta chemo-
kines [1]. Evidence from murine models and
human tumors support the idea that beta chemo-
kines greatly contribute to macrophage and lym-
phocyte infiltration in melanoma; carcinoma of
the ovary, breast, and cervix; as well as in sarco-
mas and gliomas [1, 17, 18]. A key molecular
link between inflammation and tumor promotion
and progression is transcription factor NF-kB,
which regulates TNF, interleukins, chemokines,
and other molecular factors [9]. Although NF-kB
is inactive in most cells, there is an activation
state that is induced by a wide variety of inflam-
matory stimuli and carcinogens that, in turn,
mediate tumorigenesis [19].

Inter-Relationship Between
Depression and Inflammation

The relationship between the brain and the
peripheral organs, often referred to as the “mind—
body” connection, is based on alterations in the
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endocrine and immune systems that lead to the
chemical changes that occur in clinical depres-
sion. Pro-inflammatory cytokines, particularly
IL-6, have been found to occur in greater quanti-
ties in depressed patients [20]. It has also been
shown that about 45% of patients being treated
medically with pro-inflammatory cytokine
interferon-alpha (IFNa) developed symptoms of
depression that was reversed once the treatment
ended [21]. Inflammation is not only a contribut-
ing factor in depression but also in many domains
of medical illness. Among patients diagnosed
with major depression, there is evidence to sug-
gest that relationships exist between severity and
duration of depression and increased prevalence
of other disease processes, such as cardiovascular
disease, type 2 diabetes, a variety of autoimmune
diseases, and cancer [22]. Major depressive dis-
orders are also more prevalent in patients who
suffer from illnesses that are associated with
chronic inflammation than in healthy people [23].
While the presence of an inflammatory disease
may initiate depressive symptoms in patients
without preexisting psychological disorders, it is
also the case that inflammation occurs in
depressed patients who are not suffering from
concurrent inflammatory disorders [24].

It is now known that the brain is not the
“immune-privileged” organ that it was once pre-
sumed, as many thought it to be protected by the
blood-brain barrier. Rather, the brain is very
much influenced by the peripheral immune sys-
tem where large molecules such as cytokines,
chemokines, and glucocorticoids originating in
the peripheral organs can affect the neuronal
pathways implicated in depression [20, 25].
Recently, it has been shown that symptoms of
sickness (fatigue, decreased appetite, social with-
drawal, disturbed sleep cycles, and mild cogni-
tive impairment), the normal bodily response to
infection, are triggered by pro-inflammatory
cytokines, including IL-1a and IL-1b TNF-a and
IL-6 [20]. These cytokines are responsible for
developing the body’s inflammatory (local and
systemic) response to invading microbes. In
doing so, they also impact neural circuitry within
the brain, resulting in the behavioral symptoms
of sickness. Such sickness behavior is remark-

ably similar to the symptoms of clinical depres-
sion. It is generally the role of anti-inflammatory
cytokines to regulate the duration of these sick-
ness symptoms, possibly by inhibiting pro-
inflammatory cytokine production and interfering
with pro-inflammatory cytokine signaling [26].
Despite the evidence to support the mecha-
nism by which pro-inflammatory cytokines act
on the brain, the directionality of the inflamma-
tion—depression relationship is as yet unclear. As
mentioned earlier, there is also research to sug-
gest that depression may predispose people to
developing illness. One study attempting to
examine the directionality of the inflammation—
depression relationship found that baseline
depression scores of healthy (no medical illness)
patients independently predicted change in IL-6.
In contrast, IL-6 did not predict change in depres-
sion score [27]. The implication of those findings
suggests that depression in previously healthy
people may lead to inflammation and inflamma-
tion may be the mechanism through which
depression potentiates chronic illness.

Rheumatic Disease

Rheumatic diseases, including rheumatoid arthri-
tis (RA) and systemic lupus erythematosus
(SLE), are autoimmune conditions that often
involve periods of painful swelling and inflam-
mation in the joints and muscles. The inflamma-
tory stages of RA involve the infiltration by
inflammatory cells of the synovial sublining,
activating the production of pro-inflammatory
cytokines, chemokines, and growth factors that
results in synovial lining hyperplasia [28]. This
process results in the hyper-activation of macro-
phage and fibroblast-like synoviocytes, which
releases additional cytokines, chemokines, and
growth factors [28]. This process leads to sys-
temic inflammation and the production of
enzymes that destroy the organized extracellular
matrix [29]. IL-6, a cytokine that regulates the
immune and inflammatory response, is thought
to play pathologic roles in RA [30]. Increased
IL-6 levels have been found in both serum and
synovial fluid in patients with RA and are also
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known to correlate with increased disease activ-
ity [31, 32]. Baecklund et al. examined disease
activity and various secondary symptoms of
rheumatic disease, as well as drug treatment to
evaluate risk factors for the development of lym-
phoma, a cancer associated with RA [33]. In a
nested case—control study with 41 patients and
113 controls, no association was found between
any specific immunosuppressive drug and
increased risk of lymphoma. However, a strong
association was seen between disease activity
and risk of developing lymphoma. In a similar
study, Baecklund et al. investigated both RA
patient cancer risk and the danger of antirheu-
matic treatment in lymphoma development [34].
After comparing 378 RA patients positive for
malignant lymphoma history with 378 healthy
controls, data revealed that individuals with
severe disease activity were at increased risk of
lymphoma. In addition, increased level of pro-
inflammatory cytokines, not drug treatment, pre-
dicted lymphoma risk.

Although RA patients’ increased risk for
developing malignant lymphomas is not com-
pletely understood, there are several possible
hypotheses that have emerged, including the role
of immunosuppression, Epstein-Barr virus infec-
tion, and unregulated systemic inflammation
[33-39]. In one systematic review and meta-
analysis, Smitten et al. characterized the associ-
ated risk of four site-specific malignancies that
included lymphoma, lung, colorectal, and breast
cancer in patients with RA [40]. Results indi-
cated that compared with the general population,
RA patients have an approximately twofold
increase in lymphoma risk and greater risk of
Hodgkin’s than non-Hodgkin’s lymphoma. There
was also data to suggest an increased risk of lung
cancer but a decreased risk for colorectal and
breast cancer.

The prevalence of psychological distress
among patients with rheumatic diseases is a well-
known and highly documented phenomenon.
Among patients with SLE, there is evidence to
suggest a range of 16-65% of patients in active
disease states who meet criteria for a psychologi-
cal disorder [41, 42]. In particular, mood and

anxiety disorders appear to be the most frequently
occurring [41, 43]. One study showed that 69%
of patients diagnosed with SLE were positive for
a lifetime history of mood disorder and 52% for
lifetime anxiety disorder [44]. Some research
links psychological distress, particularly depres-
sion, with disease activity in SLE. Segui et al.
evaluated patients for depression and anxiety
during both active and inactive stages of their dis-
ease [42]. Forty percent of participants were
diagnosed with a psychological disorder during
the acute phase, but only 10% met criteria a year
later when the participants no longer displayed
disease activity associated with SLE. However, it
is often difficult to determine whether this phe-
nomenon has biological influences or is a psy-
chological adaptation to managing a chronic
illness. In a study comparing depressive symp-
toms in patients with RA and patients diagnosed
with osteoarthritis (a chronic non-inflammatory
degenerative disease), those with the inflamma-
tory disease were found to have significantly
higher depressive symptoms [45]. The authors
point out that while the two diseases are similar
in terms of pain and functional impairments, the
difference may be the neuroimmunobiological
cytokine mechanism in inflammatory diseases,
postulated to play a role in the development of
depression. Psychological distress is associated
with increased inflammation in both healthy indi-
viduals and RA patients [23, 46]. Depression
could facilitate the development of inflammation
by leading to poor health behaviors, hormonal
dysregulation, and vulnerability to atherogenesis
[47, 48]. Depression has also been specifically
linked to increased levels of CRP and IL-6, as
well as increased weight, which itself has been
associated with the release of pro-inflammatory
cytokines [49, 50].

While results suggest that some depressive
symptoms are correlated with CRP and other bio-
markers of inflammation, particularly among
women with RA, the relationship may be at least
partially explained by disease-related factors,
such as increased pain among patients with
higher levels of inflammation [51]. The proposi-
tion that inflammation leads to depression among
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RA patients may deserve closer evaluation in lon-
gitudinal studies. In addition to experiencing
increased pain, patients with RA and SLE often
have symptoms such as fatigue and sleep distur-
bance that may mimic or interact with depres-
sion. Results have indicated that depression is a
stronger contributor to patient fatigue than self-
reported disease activity [52]. Moreover, depres-
sion in patients with inflammatory disease
predictor of mortality affects quality of life,
increases healthcare costs, and contributes to dis-
ability [53].

Gastrointestinal Disease

Inflammatory bowel disease (IBD), including
both Crohn’s disease (CD) and ulcerative colitis
(UC), is characterized by chronic inflammation
and abnormal physiological immune response
that flares and then remits throughout an individ-
ual’s lifetime, often beginning in childhood.
Current prevalence rates estimate that inflamma-
tory bowel diseases affect 1.4 million people in
the USA [54]. IBD is an example of a disease
process where chronic inflammation is known to
mediate the risk of cancer and involves both
immune deregulation and autoimmunity. The
precise mechanisms by which inflammation
leads to tumor development are not yet clear;
however, patients with IBD, both UC and CD, are
at increased risk of developing colorectal cancer
[55]. Ulcerative colitis is characterized by the
inflammation of the mucosa of the colon and rec-
tum. CD involves inflammation of the bowel wall
and may include any part of the digestive tract
from the mouth to the anus. Itskowitz and Yio
highlight the various predisposing factors that
contribute to the link between chronic inflamma-
tion and colorectal cancer (CRC) in IBD, explain-
ing how risk of colorectal cancer in IBD increases
with longer duration of colitis and with the extent
of involvement of the large intestine [56]. There
is also a positive association between the severity
of colitis and the risk for colon cancer where the
risk of colon cancer increases with the severity of
disease. Rutter et al. examined risk factors for

colorectal neoplasia in patients with UC using a
case—control study. Sixty-eight participants were
matched with two control patients from the same
population on various factors [55]. Results
revealed a highly significant correlation between
colonoscopic and histological inflammation
scores and the risk of colorectal neoplasia, dem-
onstrating that the severity of colonic inflamma-
tion is an important determinant of colorectal
neoplasia risk. Other studies have shown that
IL-6 and STAT3 are activated in the intestinal
mucosa in murine models of IBD and colitis-
associated cancers [57, 58]. TNF-a concentration
is also elevated in the serum and stool of IBD
patients [59]. The increased level of TNF-a stim-
ulates the production of other pro-inflammatory
cytokines that further promotes the inflammatory
process within the microenvironment [60]. Landi
et al. examined the specific molecular elements
that contribute to inflammatory responses in
colorectal cancer and assessed the contributions
of IL-6, IL-8, TNF-a, and peroxisome proliferator-
activated receptor gamma (PPARG) genes toward
the risk of colorectal cancer [61]. Results sug-
gested that a polymorphism in the promoter of
the IL-6 gene is associated with a significantly
increased risk of colorectal cancer, whereas poly-
morphisms in the PPARG genes and IL-8 were
related to significantly decreased risk. They con-
cluded that IL-6 could be related to CRC through
its role in affecting the low-grade inflammation
status of the intestine.

The risk of colorectal cancer is much greater
in a small subset of IBD patients who also have
primary sclerosing cholangitis (PSC), a disorder
characterized by inflammation, cholestasis, and
fibrosis in the intrahepatic and extrahepatic bili-
ary ducts [56, 62]. Shetty et al. compared patients
with ulcerative colitis and co-occurring PSC with
a random sample of UC controls without PSC
and found that 25% of 132 UC patients with PSC
developed colorectal cancer or dysplasia com-
pared with 5.6% of 196 controls [63]. This study
demonstrates that UC patients with PSC are at
increased risk for developing colorectal cancer or
dysplasia and therefore should be closely moni-
tored by their physicians. Research also suggests
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that some anti-inflammatory medications can
reduce the development of colorectal dysplasia
and cancer [56, 64]. This last factor provides
strong support for the relationship between
chronic inflammation and resultant carcinoma
and suggests that utilization of anti-inflammatory
medications may reduce cancer risk.

Itskowitz and Yio suggest several possibilities
that explain how inflammation may result in neo-
plastic transformation and progression in IBD
[56]. One theory suggests that an increase in epi-
thelial cell turnover occurs, perpetuating the
molecular and DNA damage caused by height-
ened levels of pro-inflammatory cytokines and
potentially exacerbating the carcinogenic process
[56]. Another theory is that the oxidative stress
accompanying chronic inflammation among
patients with IBD creates an environment that is
malignancy prone [65]. While more research is
needed to better understand the link, there is
mounting evidence demonstrating that chronic
inflammatory processes foster an environment
where carcinoma is more likely to occur.

Major depression has been shown to occur in
31% of patients diagnosed with CD and in 27%
of patients with UC [66]. Compared with patients
diagnosed with erosive esophagitis, those with
Crohn’s disease (and thus chronic inflammation)
have been found to have significantly higher rates
of depression (25.4% vs. 8.2%). Depression was
also found to be highest among patients with
active disease states. Patients with functional gas-
trointestinal disorders such as irritable bowel
syndrome have been shown to have even higher
depressive symptoms than patients with organic
disorders, such as IBD, as well as more severe
depressogenic dysfunctional attitudes [67]. While
there is little evidence that psychological distress
is related to the onset of IBD, there is more con-
sistent evidence that psychological factors such
as depression, anxiety, and chronic life stress
contribute to disease course. This may be particu-
larly true of daily life stress and depression
among patients with UC and CD [68]. One study
evaluating more than 450 patients with CD dis-
covered that the odds of a patient presenting with
an exacerbation of their illness increased 1.85
times for 1 standard deviation of perceived stress.

After statistically controlling for the mood and
anxiety components, the association between
perceived stress and exacerbation of illness no
longer existed [69].

An interesting theory surrounding the recent
increase in reported cases of IBD suggests that
lack of exposure to certain microorganisms in
industrialized societies may play a role in sensi-
tizing modern immune systems. The theory
implicates the over-sanitation of these societies
in the rise of major depressive disorder, which
may arise from a lack of contact with sources of
anti-inflammatory, immunoregulatory signaling
[70]. Due to a paucity of immune training, some
predisposed individuals may be at greater risk of
unnecessary inflammatory attacks on benign
environmental and organic antigens. Increased
levels of pro-inflammatory and depressogenic
cytokines may lead to a higher prevalence of
depressive disorders. This theory is often referred
to as the “hygiene hypothesis,” and though it is
still in its infancy in terms of supporting evi-
dence, the idea is rapidly gaining momentum. To
this end, one randomized double-blind study was
able to decrease anxiety in patients with chronic
fatigue syndrome by introducing a probiotic [71].
Although these are certainly intriguing results,
thus far there is little else in the clinical literature
to suggest that intestinal microbiota may influ-
ence emotional state.

Patients with inflammatory bowel disease are
viewed as a population at high risk for develop-
ing colorectal cancer, a leading cause of cancer-
related mortality. One study evaluating the
psychological implications of having such high-
risk status found that among patients with IBD,
those with higher perceived social support
reported lower generalized distress [72].
Additionally, those with first-degree relatives
with both colorectal and non-colorectal cancers
were found to have higher reported generalized
distress. Although there is not yet much research
connecting better psychological status with lower
incidence of colorectal cancer, it is tempting to
surmise whether psychological interventions
could improve the course of irritable bowel dis-
ease and therefore decrease risk of related
cancers.
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Obesity and Type 2 Diabetes

The prevalence of obesity is increasing signifi-
cantly in the USA, and recent estimates demon-
strate that nearly two-thirds of the population is
currently either overweight or obese [73]. When
abdominal obesity is accompanied by other met-
abolic risks such as insulin resistance, low HDL,
and elevated triglycerides, individuals are at
increased risk for developing type 2 diabetes,
hypertension, hyperlipidemia, and cardiovascular
disease [74, 75]. Type 2 diabetes, hypertension,
and cardiovascular disease are all complications
of disease processes that also involve chronic
inflammatory mechanisms. Obesity is associated
with a chronic, low-grade inflammation and can
itself be viewed as an inflammatory condition
since weight gain activates inflammatory path-
ways [76]. Studies have demonstrated that
numerous inflammatory markers are highly cor-
related with the degree of obesity and insulin
resistance [77, 78]. Serum levels of pro-
inflammatory cytokines, including IL-6, TNF-a,
and CRP, are generally all elevated in individuals
with obesity and insulin resistance [79].

It is clear that the adipocyte is an active par-
ticipant in the generation of the inflammatory
state in obesity. Adipocytes secrete several pro-
inflammatory cytokines that promote inflamma-
tion, including IL-6 and TNF-a [80, 81]. Among
patients with type 2 diabetes, these cytokines
can enhance insulin resistance directly in adipo-
cytes, muscle, and hepatic cells [82, 83].
Hotamisligil et al. examined the expression pat-
tern of TNF-a in adipose tissue and found that
TNF-a plays a role in the abnormal regulation of
this cytokine in the pathogenesis of obesity-
related insulin resistance [84]. The increased
levels of cytokines lead to hepatic production
and the secretion of CRP, plasminogen activator
inhibitor-1 (PAI-1), amyloid-A, alphal-acid
glycoprotein, and haptoglobin, which are all
inflammatory markers that appear in the early
stages of type 2 diabetes and increase as the dis-
ease progresses [85]. Panagiotakos et al. evalu-
ated the association between various markers of
chronic inflammation in a population-based
sample of 3042 adults and found that compared

with participants with normal body fat distribu-
tion, individuals with central fat exhibited 53%
higher CRP levels, 20% higher TNF-a levels,
26% higher amyloid-A levels, 17% higher white
blood cell counts, and 42% higher IL-6 levels
[86]. They also found that all inflammatory bio-
markers were related to body mass index (BMI),
waist, and waist-to-hip ratios. This study dem-
onstrates a relationship between central adipos-
ity and inflammation that can be associated with
increased coronary disease risk. Some research
suggests that obesity stimulates inflammation
through oxidative stress, which can result either
from high levels of free radical production, a
decrease in endogenous antioxidant defenses, or
both [87-89]. The oxidative stress that is cre-
ated activates the pro-inflammatory transcrip-
tion factor, NF-kB, continuing to promote
low-grade chronic inflammation [90, 91].
Several epidemiological studies have demon-
strated that elevated weight and obesity, defined
by a BMI higher than 25, results in significant
increase for risk of cancer [92-94]. In a large
population-based study, Calle et al. found that the
relative risk of cancer-related deaths for men and
women was 1.52 and 1.62, respectively [94]. The
increase in risk was dependent on the type of can-
cer, with the largest observed risk being for HCC,
the most common form of liver cancer. BMI, in
both men and women, was also significantly
associated with increased mortality due to cancer
of the esophagus, colon and rectum, liver, gall-
bladder, pancreas, and kidney. Moreover, men
with higher BMI were at increased risk of death
from cancers of the stomach and prostate. Women
showed increased risk for death from cancers of
the breast, uterus, cervix, and ovary. Park et al.
examined how obesity enhanced cancer risk and
development by studying HCC in mice [95].
Results revealed that dietary and genetic obesity
promoted the growth of tumors associated with
the liver. There was a direct association between
obesity-promoted HCC  development and
enhanced production of the tumor-promoting
cytokines IL-6 and TNF, both of which cause
hepatic inflammation and activate the oncogenic
transcription factor STAT3. Such data suggests
that inflammatory mechanisms may mediate the
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association  between and
development.

The link between depression and obesity is a
well-researched one with copious studies sup-
porting it [96-98]. Both obesity and depression
are public health problems with high prevalence
rates and carry multiple health implications [99].
Evidence suggests that depressed individuals
have about an 18% increased risk of becoming
obese [96]. An examination of the association
between obesity and depression revealed that
large waist circumference and class III obesity
(BMI >40 kg/m?) were associated with higher
prevalence of depression among female partici-
pants only [100]. In a systematic review and
meta-analysis of longitudinal studies examining
the relationship between depression, weight, and
obesity, results suggested a reciprocal relation-
ship between depression and obesity [101]. In a
separate review, Taylor and MacQueen examined
the role of adipokines (cytokines that are secreted
by adipose tissue) in mediating the relationship
between obesity and depression [102]. Data
revealed that obesity was generally accompanied
by the presence of pro-inflammatory cytokines as
well as elevated levels of adipokines. Such
inflammation increases the risk for individuals
with obesity to develop functional bowel disor-
ders such as irritable bowel syndrome, as well as
colorectal cancer [103, 104]. Given that sweep-
ing behavioral changes are often necessary to
avoid the extensive tissue damage that may result
in uncontrolled type 2 diabetes, targeting possi-
ble depression in patients with obesity and/or
diabetes appears to be an important area for clini-
cal intervention. In fact, assessing overweight or
prediabetic patients for depression may also be a
crucial step in prevention of serious medical
illness.

obesity cancer

Pulmonary and Cardiovascular
Disease

Pulmonary disease, in particular chronic obstruc-
tive pulmonary disease (COPD), deserves special
mention due to the fact that it is a progressive ill-
ness initiated and exacerbated by inflammatory

processes. The illness involves a significant and
generally progressive limitation in airflow of the
lungs after long-term exposure to irritants and
resultant inflammation [105]. COPD is a disease
noted for its chronic inflammation in both stable
phases and during periods where it becomes
exacerbated. It is often associated with comor-
bidities including cardiovascular disease, diabe-
tes, and hypertension, illnesses involving chronic
inflammatory mechanisms. COPD is an impor-
tant risk factor for atherosclerosis, the beginning
stage of heart disease [106, 107]. Several studies
have demonstrated that even minimal reductions
in expiratory flow volume elevate the risk of isch-
emic heart disease, stroke, and sudden cardiac
death two- to threefold, independently of other
risk factors [106—108]. Even though the mecha-
nisms responsible for this link continue to be
examined, persistent low-grade systemic inflam-
mation is believed to play a significant role in the
development of clot formation [109]. CRP spe-
cifically has been implicated in the pathogenesis
of plaque formation [110, 111]. Sin and Man
(2003) examined data from participants evalu-
ated in the Third National Health and Nutrition
Examination Survey to determine whether CRP
and other systemic inflammatory markers are
present in patients with chronic airflow obstruc-
tion and whether they may be associated with
cardiac injury [112]. Results indicated that indi-
viduals with severe airflow obstruction had circu-
lating leukocyte, platelet, and fibrinogen levels
that were higher than in individuals without air-
flow obstruction. They also discovered that these
individuals were more likely to have an elevated
circulating CRP level. This data suggests that
low-grade systemic inflammation was present in
participants with moderate to severe obstruction
and was associated with increased risk of cardiac
injury.

One of the hallmarks of COPD is a chronic
inflammation of the lower airway. COPD
increases the risk of lung cancer up to 4.5-fold
among long-term smokers [112-114]. Cigarette
smokers develop some degree of lung inflamma-
tion, but individuals with COPD develop a greater
degree that progresses with advanced disease
[115]. Cigarette smoke induces the release of
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several pro-inflammatory cytokines and growth
factors including IL-1, IL-8, TGF-beta, and
G-CSF through an oxidative pathway [116]. The
activation of epithelial growth factor receptor
(EGFR) is elevated in bronchial biopsies from
smokers with or without COPD compared to
nonsmokers [117, 118]. The increased activation
of EGFR has been identified to be an early abnor-
mality found in smokers at high risk for develop-
ing lung cancer [119]. Moreover, NF-kB is
activated by inflammatory processes and by oxi-
dative stress. Since NF-kB is highly activated in
both COPD and lung cancer, it is possible that it
may provide the molecular association between
inflammation and the pathogenesis of tumor in
the lung [120].

Among patients with COPD, depression
occurs with such a high prevalence that such psy-
chological distress cannot be easily attributed to
behavioral factors. In a recent study, prevalence
of depression in a Japanese male sample of
patients with COPD ranged from just under
30-40%, depending on the screening tool [121].
The severity of COPD also significantly pre-
dicted depressive symptoms in participants. In
one study investigating whether depression was
associated with systemic inflammation in COPD
by using a range of biomarkers and several
depression and fatigue scales, it was found that
TNF-a was correlated with depression score.
Patients with a higher TNF-a level had higher
mean depression scores. A slightly weaker cor-
relation occurred between TNF-a and fatigue
[122]. As COPD results from inflammation and/
or changes in immunological repair mechanisms,
a “spillover” of inflammatory mediators into cir-
culation often results in greater systemic inflam-
mation [123]. Systemic inflammation may
aggravate any comorbid diseases, such as isch-
emic heart disease, lung cancer, diabetes, and
depression. Such co-occurring health problems
may increase the severity of COPD, resulting in
frequent hospitalizations, increased healthcare
costs, and disability. Psychological comorbidi-
ties, such as major depression and anxiety, affect
the patient’s ability to adhere to their physicians’
recommendations and to cope personally with
COPD.

Hypertension is a major risk factor for the
development of cardiovascular disease, the prev-
alence of which is dramatically higher in women
with a chronic inflammatory disease, such as
SLE. In fact, some studies have shown that up to
74% of their patient samples have significant
hypertension [124, 125]. It is likely that the
pathogenesis of hypertension involves inflamma-
tory mechanisms, including metabolic factors as
well as pro-inflammatory cytokines. The inflam-
matory process involves adipose tissue, which
produces cytokines (leptin and adiponectin)
[126]. Blood pressure has been found to correlate
with circulating inflammatory cytokines, such as
IL-6, TNF-a, and CRP [127]. One study found
that the concentration level of circulating IL-6
and adhesion molecules could be modified by
decreasing blood pressure in hypertensive sub-
jects. After successfully treating the high blood
pressure of participants, the circulating IL-6 was
found to be significantly lower [128].
Relationships between inflammation and auto-
nomic function have also been observed: in a
sample of cardiac patients, heart rate variability
(HRV) was demonstrated to be negatively corre-
lated with inflammatory biomarkers, CRP and
IL-6 [129].

Hypertension is a significant risk factor for the
development of certain types of malignancies
[130-132]. In a study of health records evaluat-
ing almost 364,000 men, data revealed a direct
relationship between higher blood pressure and
increased risk of renal cell carcinoma [133].
Another association was found to occur between
obesity and hypertension and higher risk of renal
cell carcinoma. Importantly, after the sixth-year
follow-up, the cancer risk rose further with
increasing blood pressure and decreased with
lowered blood pressure. In a systematic review of
articles published between January 1966 and
January 2000 examining the relationship between
hypertension and malignancy, Grossman et al.
suggested that individuals with hypertension
experienced an increased rate of global cancer
mortality, particularly with regard to renal cell
carcinoma [134].

Evidence suggests that depression and anger
suppression (as opposed to anger expression) are
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strong predictors of hypertension [135]. Other
types of psychological distress that are known to
relate to higher blood pressure and poorer cardio-
vascular outcomes include loss of social support,
cultural alienation, and difficulty coping with
stressful events [136]. In the USA, historically
underserved populations are especially likely to
have overlapping psychological distress and
higher rates of hypertension, particularly among
the urban American Indian and African American
communities [137, 138]. Recent research demon-
strates that this pattern is also true among newly
urbanized peoples, such as urban black South
African community. Among a sample of urban
black South Africans with hypertension, psycho-
logical distress was associated with higher blood
pressure as well as left ventricular hypertrophy
[139]. It is interesting to note that depression
among historically neglected communities is
linked not only to hypertension but also to cardio-
vascular disease, obesity, and chronic inflamma-
tory diseases [140].

Despite increased media attention focused on
prevention of cardiovascular disease (CVD), it
continues to be the leading cause of death in the
USA and the second most common cause of
death worldwide [139]. Researchers have
recently begun to examine the role of inflamma-
tion in atherogenesis and thrombosis and found
that inflammatory processes play a role in all
stages of atherothrombosis, known to be the
underlying cause of approximately 80% of all
sudden cardiac deaths [141]. The molecular pro-
cess involves a response to oxidized low-density
lipoprotein cholesterol, injury, or infection
whereby leukocytes bind monocytes to the site of
a developing lesion. The monocytes become
macrophages, forming foam cells and initiating
fatty streaks [142]. The macrophages are the
main atherosclerotic inflammatory cells that
induce a microenvironment that facilitates
inflammation. At this stage, activation of macro-
phages, T lymphocytes, and smooth muscle cells
(SMCs) leads to the release of additional media-
tors, including adhesion molecules, cytokines,
chemokines, and growth factors, all of which
play important roles in atherogenesis [142, 143].
In a study of carotid artery intima-media thick-
ness (IMT) in hypertensive older adults, research-

ers found that inflammation, as measured by
CRP, was one of the few predictors of arterial
IMT [144]. In fact, new therapies aimed at pre-
venting and treating atherosclerosis have targeted
cytokine-based inflammatory mechanisms pre-
cisely because of the role of chronic inflamma-
tion in the development of atherosclerotic plaques
[145].

Several studies have shown that elevations in
CRP predict future risk of coronary episodes
[146, 147]. Specifically, Pasceri et al. examined
the effects of CRP on the expression of adhesion
molecules in both human umbilical vein and cor-
onary artery endothelial cells and found that CRP
induces adhesion molecule expression in human
endothelial cells in the presence of serum [148].
These findings support the hypothesis that CRP
may play a direct role in promoting the inflam-
matory component of atherosclerosis. Sakkinen
et al. evaluated the relationship between CRP and
the development of myocardial infarction (MI)
over a 20-year period in men in the Honolulu
Heart Program and found that the odds of MI
increased not only in the first few years of follow-
up but also as far as 20 years into the follow-up
period, indicating that inflammation continues to
affect the atherosclerotic process throughout all
stages [149]. IL-6 is understood to be the princi-
ple procoagulant cytokine and can increase
plasma concentrations of fibrinogen, plasmino-
gen activator inhibitor type 1, and CRP, thereby
amplifying inflammatory and procoagulant
responses [148, 150].

Recent attention has focused on the role of
mood disturbance among cardiac patients recov-
ering from acute MI as results have suggested
that depression contributes to adverse outcomes
following cardiac events [151, 152]. In addition
to other complications of cardiovascular disease,
depression is known to increase the risk of mor-
tality among this population [153]. In fact, the
rate of mortality among depressed patients with
cardiovascular disease is twice that of their non-
depressed peers. Depression has also been dem-
onstrated to have a predictive role in the
development of coronary heart disease (CHD) in
healthy individuals [154]. The risk of developing
CHD has been shown to be about 60% greater in
depressed but otherwise healthy patients.
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Depression is associated with poor health behav-
iors, higher life stress, passive coping styles, as
well as behavioral risk factors such as smoking,
high fat diets, sedentary lifestyle, and lack of
adherence to medical advice [153]. Depression
also plays a role in the development of local and
systemic inflammation, which is associated with
CHD [155]. Following episodes of cardiac arrest
and cardiopulmonary resuscitation (CPR), survi-
vors often suffer global cerebral ischemia after
periods of brain blood flow deprivation. The lev-
els of pro-inflammatory cytokines have been
shown to increase dramatically following cere-
bral ischemia, and this often results in the trans-
portation of circulating immune cells across the
blood-brain barrier [156]. Data indicate that the
prevalence of depression rises considerably fol-
lowing the occurrence of cerebral ischemia, fur-
ther exacerbating neuro-inflammation.

Treatment Considerations

Building on the past decade’s examination of the
psychological contributors to inflammation and
consequent disease and cancer, an interesting
question is whether psychological intervention
may disrupt chronic inflammation and its resul-
tant disease process. A few promising studies
have attempted to shed light on the answer by tar-
geting depressive symptoms in patients diag-
nosed with cancer. In one randomized clinical
trial, newly diagnosed breast cancer patients with
clinically significant symptoms of depression
were assigned to one of two groups: one received
the psychological intervention and the other only
an assessment. Participants who received the psy-
chological intervention demonstrated signifi-
cantly reduced levels of depression, pain, fatigue,
and pro-inflammatory  biomarkers [157].
Interestingly, the effect of the intervention was
mediated by its effect on depressive symptoms.
In another randomized clinical trial, both
depressed and nondepressed women post-
coronary artery bypass graft (CABG) surgery
were assigned to either home-based cognitive
behavioral therapy (CBT) or no intervention
[158]. Depressed post-CABG women demon-
strated decreased natural killer cell cytotoxicity

(NKCC) as well as a higher frequency of infec-
tious illness in the first 6 months after
CABG. Depressed women who received the
intervention demonstrated an increase in NKCC
(D=0.67) and a decrease in IL-6 (D=0.61), CRP
(D=0.85), and postoperative infectious illnesses
(D=0.93). These results indicate that psycholog-
ical status is related to impaired immunological
functioning and increased rates of preventable
illness.

Another angle examined in recent years has
been the pharmacological treatment of depres-
sion, particularly with regard to selective sero-
tonin reuptake inhibitors (SSRIs) and tricyclics.
Researchers have found that activation of the
serotonin 5-hydroxytryptamine (5-HT) 2A recep-
tor, known for its role in brain neurotransmission,
results in inhibition of TNF-a-mediated inflam-
mation [159]. One clinical trial that involved
SSRI treatment of patients with major depression
demonstrated a significant decrease in TNF-a and
CRP [160]. The changes reflected similar
decreases in self-reported depression symptoms.
Similarly, other studies found that among patients
with major depression treated with an SSRI,
IL-6, IL-1 b, and TNF-a, levels were significantly
lower posttreatment [161, 162]. It has been dem-
onstrated that the presence of serotonin is
required for expression of the inflammatory
markers IL-6 and TNF-a. However, it is interest-
ing to note that lower serotonin levels increase,
and higher levels decrease, the expression of pro-
inflammatory cytokines [163]. The inverted
U-shaped trend suggests that serotonin, and
therefore mood state in general, is significant in
influencing the inflammatory mechanism [159].

HCC: An Example of Multistep
Processes: Depression-Obesity-
Inflammation-NAFLD-Tumor

Just as there is a relationship between depression
and obesity, as discussed above, so there is also a
relationship between depression and obesity-
associated liver disease or nonalcoholic fatty
liver disease or NAFLD [164—170]. Nonalcoholic
steatohepatitis (NASH) is a chronic, inflamma-
tory, and progressive form of NAFLD, and its
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global incidence is increasing. NASH patients
are at risk of HCC development. Thus, NASH
has become an epidemic and an increasing cause
of HCC [171-175]. Thus, not only is inflamma-
tion associated with HCC from viral causes
[176], but it is also associated with the metabolic
syndrome of obesity-associated HCC. Patients
with HCC also have increased levels of depres-
sion and stress as measured on quality of life
questionnaires [177-182]. Furthermore, HCC
patients with post-traumatic growth have
increased survival compared to those that do not
[179], suggesting that psychological factors may
play a role in HCC-associated survival. Overall
survival was also found in an HCC group of
patients who received a comprehensive education
and care program, compared to an HCC group
that did not [177], lending support to the idea that
psychological factors might impact HCC patient
survival. Several studies have shown the prog-
nostic significance of anxiety, depression, and
quality of life in relation to survival in HCC
patients [183-185]. The unanswered question
relates to which is cause and which is conse-
quence. If stress and anxiety are causally related
to poorer survival in HCC patients, then psycho-
logical interventions might have a role in improv-
ing HCC patient survival. Regardless, anxiety
and especially depression thus are associated
with HCC causation (obesity and NASH) and
HCC outcomes.

Conclusions and Future Directions

A current major debate among healthcare provid-
ers centers on the nature of the role of chronic
inflammation in the pathogenesis of cancer.
While it appears likely that the inflammatory
mechanism is a major contributor toward a
tumor-promoting environment that may also
involve cellular transformation, the proliferation
and survival of malignant cells, development of
angiogenesis and metastasis, and reduction of
adaptive immune response, direct causation
between inflammation and tumor has not yet
been established. Due to the rapid expansion of
clinical and scientific literature on the topic, it is

possible that more decisive evidence will be dis-
covered within the next 5 years. Of perhaps equal
interest (though perhaps to slightly different par-
ties) is the interaction between psychological dis-
tress and chronic inflammation. While the
directionality of this relationship remains unclear,
and there is even evidence supporting bi-
directionality, data suggests that psychological
factors such as major depression, anxiety, chronic
and daily life stress, and anger suppression may
trigger an inflammatory response. Unregulated,
and often aggravated by the contribution of
behavioral factors (dietary obesity, smoking, sed-
entary lifestyle), such immunological response
often develops into chronic disease, some of
which have been discussed in this chapter.
Although there is no evidence to support a direct
effect of psychological distress on the develop-
ment of malignancies, psychosocial factors
should be a target of critical importance in clini-
cal settings as they are often modifiable and such
intervention may alter or even prevent the course
of chronic diseases associated with cancer devel-
opment. Much of the literature discussed in this
chapter indicated that illnesses such as rheumatic
disease, gastrointestinal disease, obesity and type
2 diabetes, and pulmonary and cardiovascular
disease all have increased risk cancer develop-
ment associated with chronic inflammation. The
obvious and necessary question that follows is
whether, and to what extent, reduction of psycho-
logical distress could improve the course of cer-
tain inflammatory diseases (or diseases where
inflammation is a major feature) and therefore
decrease risk of cancer.

The interaction between psychological dis-
tress and chronic disease is most acute in the
health disparities among historically underserved
populations in the USA, particularly among some
American Indian/Alaska Natives (AI/AN),
African American, and Hispanic communities.
Various risk factors contribute to such health dis-
parities including ethnicity, social economic sta-
tus, age, gender, literacy, transportation, and
availability of services [186]. Compared with
non-Hispanic Whites, AI/AN, Hispanics, Asians,
and Pacific Islanders have much higher rates of
cancer [187]. National data revealed increased
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long-term rates of renal cell, HCC, thyroid, mela-
noma, bladder, and pancreatic carcinomas as well
as increased mortality rates from melanoma,
esophageal, pancreatic, and liver cancers [187].
Ethnic and racial minority groups in the USA,
particularly non-Hispanic Blacks, have a higher
prevalence of CVD risk factors. Racial discrimi-
nation contributes to disparities in health-related
domains, as new studies have linked self-reported
experiences of discrimination to adverse cardio-
vascular health outcomes and hypertension and
have been more pronounced for African
Americans [188, 189]. In fact, among a sample of
older African American adults, experiences of
discrimination have been associated with
increased levels of pro-inflammatory cytokines
[190]. Understanding the role of psychosocial
factors can provide important targets for clinical
assessment, connection with resources, and inter-
ventions. Clinical literature examining health dis-
parities within the context of the interaction
between psychological distress and chronic dis-
ease is a relatively new but rapidly expanding
field and warrants more efforts in this promising
direction.
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Since a “war on cancer” was declared in the
1970s, research and clinical services focused on
psychological factors in cancer have followed
closely behind medical and epidemiological
advances in cancer prevention and control. The
field of psycho-oncology, developed to specifi-
cally address the “human experience” of cancer
(including psychological and emotional experi-
ences), emerged about 10 years after the “war on
cancer” began and has been an extremely active
area of empirical study and clinical care ever
since [1, 2]. Over the past decade in particular, as
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the number of people alive in the United States
with a personal history of cancer surpassed the 10
million mark, psycho-oncology research and
practice has increasingly focused on the post-
treatment phase of the cancer trajectory [3-5].
Fig. 2.1 shows the growth in the number of can-
cer survivors alive in the United States today over
the first decade of the new millennium [6], with a
sample of key events that have occurred in
psycho-oncology emblematic of the increase in
attention paid to life after cancer treatment ends.

The events highlighted in Fig. 2.1 represent
significant progress in understanding the experi-
ences of post-treatment cancer survivors and the
variety of research and clinical efforts that are
underway to ensure that our health-care system is
prepared to meet the needs of this population of
nearly 12 million (and growing) people. The
Biennial Cancer Survivorship conferences held
by the National Cancer Institute’s (NCI) Office
of Cancer Survivorship [7], in collaboration with
the American Cancer Society (ACS), the Centers
for Disease Control and Prevention (CDC), and
LIVESTRONG (the Lance  Armstrong
Foundation), have created a consistent setting for
showcasing cutting-edge research and care prac-
tices devoted to post-treatment cancer survivors.
The LIVESTRONG Survivorship Centers of
Excellence represent a platform of diverse cancer
centers from which we will derive new knowl-
edge about best practices in post-treatment survi-
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vorship care [8]. Peer-reviewed publications,
including Journal of Clinical Oncology and
Journal of Cancer Survivorship, have been cre-
ated or devoted entire special issues to survivor-
ship care, with an emphasis on the post-treatment
period [9, 10]. Surveillance research to document
the experiences of post-treatment cancer survi-
vors has been established by LIVESTRONG
[11, 12], ACS [13], and the CDC, with the inclu-
sion of a cancer survivorship module in the
annual Behavioral Risk Factor Surveillance
System starting in 2009 [14]. Finally, in the past
decade, three landmark reports were released by
the Institute of Medicine (IOM): one focused on
post-treatment survivorship for pediatric cancers
[15]; one devoted exclusively to the transition out
of primary treatment for cancer and into post-
treatment survivorship [16]; and the third focused
on the need for psychosocial care across the can-
cer trajectory, including in the post-treatment sur-
vivorship phase [17].

One broad conclusion from the past decade of
work devoted to understanding the post-treatment
experiences of cancer survivors is that there are
numerous physical, emotional, and practical
challenges encountered in the post-treatment
period [5, 11] and that these challenges are dis-
tinct from the experiences people have earlier in
the cancer trajectory, near time of diagnosis, or
during treatment [16, 18] and require further
study to adequately characterize and clinically
address [4, 19, 20]. Indeed, even for cancers such

8
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as breast cancer — which has been extensively
studied from psychological and psychosocial
perspectives — we know much more about the
psycho-oncology of time near diagnosis and dur-
ing treatment compared to what we understand
about the post-treatment period [21].

This chapter is focused on the psychological
experiences of adult post-treatment cancer survi-
vors, which are not as well described or under-
stood in the literature as the physical long-term
and late effects of cancer and its treatment [22].
The psychological component of post-treatment
cancer survivorship has been referred to by a
variety of terms, including psychological health
(e.g., [23]); quality of life (e.g., [22]); mental
health-related quality of life (e.g., [24, 25]); psy-
chosocial factors (e.g., [21]); depression (e.g.,
[26]); and broader characterizations of symptoms
of depression, anxiety, and post-traumatic stress
disorder (PTSD) (e.g., [27]). Here, we will con-
sider a broad range of “psychological factors,”
certainly not restricted to psychological or psy-
chiatric disorders but more generally a range of
emotionally relevant experiences that may cause
stress, distress, or disruption in the post-treatment
period. As such, we will use terms like “psycho-
logical concerns,” “distress,” “emotional disrup-
tion,” and the like interchangeably.

At this point, it is worth noting two areas that
will not be included in this chapter. There is evi-
dence that positive psychological experiences in
post-treatment cancer survivorship, such as post-
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traumatic growth, will not be reviewed in this
chapter, though they do represent important psy-
chological factors in cancer survivorship [23, 28]
and are commonly encountered in the post-
treatment phase. Kornblith and colleagues found
that 75% of post-treatment ovarian cancer survi-
vors reported that cancer had had at least one
positive impact on their life [29]; Bellizzi and
colleagues found that about the same percentage
of survivors of non-Hodgkin lymphoma (NHL)
reported the same [30]. Yet Bellizzi et al. also
found that a similar percentage of post-treatment
NHL survivors said that cancer had been respon-
sible for at least one negative impact and that this,
rather than positive impact, was associated with
(poorer) HRQOL [30]. Other studies have found
different results, with associations between post-
traumatic growth and more positive psychologi-
cal outcomes for cancer survivors (e.g., [31]).
Overall, we have a better understanding of psy-
chopathology and negative psychological experi-
ences in the context of cancer than we do for
positive psychological experiences, and contin-
ued methodological and psychometric research is
needed to advance what we know about positive
psychological outcomes associated with cancer
and, in particular, how to promote positive psy-
chological experiences in the post-treatment
period [32].

Second, the literature reviewed and data pre-
sented will focus on post-treatment survivors of
cancers diagnosed in adulthood. Post-treatment
survivors of childhood cancers certainly encoun-
ter psychological challenges — particularly survi-
vors of central nervous system tumors (compared
to hematological malignancies) — and with some
evidence that post-treatment psychological
adjustment is worse among women, Survivors
who were treated with cranial radiation therapy,
or those who were diagnosed at younger ages
[15, 33]. Because the epidemiology of cancer and
its treatment for pediatric oncology is relatively
distinct from cancers diagnosed during adult-
hood, this review will focus on post-treatment
survivors of adult cancer diagnoses.

Though post-treatment survivorship is an
evolving field of inquiry and clinical care [34],
there is evidence that psychological concerns are

under-addressed in the post-treatment phase [4,
16, 17, 21, 35], with estimates indicating that as
many as half of post-treatment cancer survivors
do not receive the help they need for emotional or
psychological concerns (e.g., [29]).
Understanding the psychological experiences of
post-treatment cancer survivors is critical to
ensuring that our health-care system can better
respond to the needs of this growing group. This
chapter is divided into three sections: first, we
briefly review the literature on the psychological,
emotional, and psychosocial experiences of post-
treatment cancer survivors, a literature compara-
tively smaller than studies focused on individuals
newly diagnosed or in-treatment (beyond the
scope of this chapter). Second, we describe meth-
ods and results of a unique data source, the 2010
LIVESTRONG Survey for People Affected by
Cancer, which provides one of the largest sam-
ples of post-treatment cancer survivors’ emo-
tional concerns. Finally, we turn to the 2006 and
2008 IOM reports [16, 17] to derive recommen-
dations for addressing psychological factors in
survivorship, given the results of the literature to
date and the new data provided by the
LIVESTRONG survey.

Psychological Factors
in Post-treatment Cancer
Survivorship: A Brief Review

What Do We Know About the Types
and Levels of Psychological Distress
Encountered in Post-treatment
Survivorship?

It is important to begin any review of psychologi-
cal factors in post-treatment cancer survivorship
with an overarching conclusion that has been
revealed in numerous studies on the topic: there
is no evidence that most post-treatment cancer
survivors experience clinically significant levels
of emotional distress (i.e., meet diagnostic crite-
ria for a psychiatric disorder) [4, 22-24, 27-29,
35-37]. Further, it is important to qualify this
broad conclusion with two other commonly
encountered results: there are a not-insignificant
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number of post-treatment cancer survivors who,
though a minority, encounter psychological, psy-
chosocial, and emotional concerns in the post-
treatment period that are disruptive and cause for
concern [11, 38—43] and the trajectories of psy-
chological experiences of post-treatment cancer
survivors are highly idiographic, that is, highly
variable and related to a number of premorbid,
disease, treatment, and post-treatment factors
[19, 35, 36].

Estimates of emotional distress, such as mod-
erate to severe symptoms of anxiety and depres-
sion, among post-treatment cancer survivors of
multiple cancer types range from in the neighbor-
hood of 15-20% (e.g., [40]) to 20-30% (e.g., [39,
41, 44, 45]) and even as high as greater than 40%
(e.g., [42]). Emotional issues typically rank high
in lists of post-treatment survivors’ unmet needs;
in a study of post-treatment ovarian cancer survi-
vors, Kornblith and colleagues found that 30% of
women reported that their emotional needs were
not fully met, second only to their needs regard-
ing sexual dysfunction [29]. A few studies have
used an age-matched control design to determine
whether post-treatment cancer survivors have
more psychological or emotional problems than
their healthy same-aged peers. The results of
these studies have been mixed; using nationally
representative data from the National Health
Interview Survey, Mao and colleagues found that
distress was higher among people with a personal
history of cancer (26% reported emotional dis-
tress) compared to age-matched controls with no
history of cancer (16% reported emotional dis-
tress) [46]. In a study of individuals enrolled in a
managed care organization, post-treatment can-
cer survivors were statistically significantly more
likely to have a psychiatric diagnosis (34%) than
age-matched controls (30%), driven largely by
higher rates of anxiety or sleep disorders (not
including PTSD) among members with a per-
sonal history of cancer [47]. In contrast, in a
study of post-treatment breast cancer survivors,
Ganz et al. showed that HRQOL did not differ
between women with a history of breast cancer
and age-matched controls, though menopausal
symptoms and problems with sexual function
were more common in the women with a history

of cancer [24]. Other studies have used instru-
ments to measure emotional outcomes among
post-treatment cancer survivors that have norma-
tive data available for comparison. These studies
have generally found that the outcomes for post-
treatment cancer survivors are as good as or bet-
ter than population norms (e.g., [21, 29]).

In addition to symptoms of general anxiety
and depression, studies have also specifically
examined symptoms of PTSD, which has been
shown to be the most commonly diagnosed psy-
chiatric condition among newly diagnosed can-
cer patients [48]. Clinically significant levels of
PTSD symptoms have been estimated at lower
levels than anxiety and depression, usually at lev-
els between 10% and 20% (e.g., [27]). However,
in a recent study of NHL survivors who were at
least 7 years post-diagnosis, PTSD symptoms
had persisted or worsened over a period of 5 years
after treatment for more than one-third of survi-
vors [49]. In a sample of cancer survivors 1-year
post-stem cell transplant, Rusiewicz and col-
leagues [42] found that symptoms of PTSD were
not universally common. In fact, in their sample,
some survivors reported high levels of emotional
distress and symptoms of PTSD, while others
reported high levels of emotional distress with no
symptoms of PTSD (i.e., symptoms of more gen-
eral anxiety and/or depression), suggesting that
symptoms of PTSD may represent a distinct psy-
chological experience in the post-treatment
period.

In contrast to symptoms of depression, anxi-
ety, or PTSD, a psychological experience that is
often found to be prevalent among post-treatment
cancer survivors is fear of recurrence [4, 50, 51].
Estimates of the percentage of post-treatment
survivors who report fears of recurrence range
upwards of 30% [22, 23, 28, 36, 39, 52]. Fears of
recurrence are more common among post-
treatment survivors with other psychological
concerns, such as symptoms of anxiety and
depression, but interestingly, fears of recurrence
have not always been shown to significantly dis-
rupt quality of life [44]. This may be, in part, due
to fears of recurrence occurring in conjunction
with follow-up tests and treatments, thereby leav-
ing long stretches of time when post-treatment
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cancer survivors may be able to keep fears of
recurrence successfully at bay [16, 44].

Finally, the length of time that psychological
disruptions last for post-treatment survivors var-
ies significantly. There is some evidence that
emotional concerns resolve at a slow pace over
the first year post-treatment [21]; other studies
suggest that distress remains for longer, between
1 and 2 years after treatment ends [38]. Long-
term studies of post-treatment cancer survivors
have documented the typical 20-30% of partici-
pants with emotional problems as far out as
4 years post-diagnosis [27]. We explore the rela-
tionship between time since diagnosis and psy-
chological distress more fully in the next section
of this review, where we consider the correlates
of psychological disruption in post-treatment
survivorship.

What Disease and Sociodemographic
Factors Are Associated

with Psychological Disruption

in the Post-treatment Period?

With an understanding of the nature of psycho-
logical problems encountered in the post-
treatment period, it is reasonable next to consider
under what circumstances such problems are
most likely to present. A useful framework, intro-
duced by Andrykowski and colleagues [23],
identifies a necessary balance or match between
the stress and burden associated with cancer and
the resources that one has available to cope with
or respond to that stress and burden as a critical
factor in preventing psychological distress. When
these factors are not matched or balanced, either
due to an increase in stress or burden, a decrease
in resources, or both, psychological problems are
likely to occur.

Evidence for this framework’s validity in the
post-treatment period can be found across a vari-
ety of studies involving numerous types of can-
cer. Regarding factors that increase the stress and
burden of cancer and that have been associated
with more psychological problems in the post-
treatment period, multiple studies have shown
that survivors who are experiencing more physi-

cal symptoms or problems are more likely to
experience more emotional problems as well [4,
23, 46]. The most commonly encountered physi-
cal problems in the post-treatment period are
fatigue, cardiovascular disorders, fertility, and
second malignancies [53]; a full review of these
and other physical long-term and late effects is
beyond the scope of this chapter, but it is worth
noting that a challenge in diagnosing and treating
psychological issues in post-treatment survivor-
ship is that commonly encountered physical
issues (e.g., fatigue) are also symptoms of psy-
chiatric disorder (e.g., major depressive disorder;
[26]). There is some evidence that physical prob-
lems that have significant and direct impact on
function or physical appearance are more likely
to be associated with worse psychological out-
comes (e.g., surgical treatment for cancer that
results in disfigurement or loss of a specific
bodily function; [36]). Further, while the rela-
tionship between physical and emotional prob-
lems is not unique to the cancer experience, it
may be particularly important in the context of
post-treatment survivorship. In their study of
cancer survivors and age-matched healthy con-
trols, Mao and colleagues found that more physi-
cal problems were associated with higher levels
of emotional distress only among cancer survi-
vors but not for those without a history of the dis-
ease [46].

Also related to the stress and burden of the
cancer experience are treatment received and
time since diagnosis. A significant amount of evi-
dence has indicated that cancer survivors who
undergo systemic treatment with chemotherapy
are more likely to experience psychological prob-
lems in the post-treatment period [22, 35, 36, 49].
Additional, though not direct, support for this
hypothesis can be found in a study by Rusiewicz
and colleagues [42], who showed that 43% of
cancer survivors 1-year post-stem cell transplant
reported clinically significant levels of emotional
distress, a percentage that is arguably higher than
what is typically observed. This may, in part, be
due to the severity of the treatment experience of
stem cell transplant that is also more intense than
typically experienced in other types of cancer.
Still, the association between receipt of systemic
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treatment and poorer psychological outcomes is
not universal: a recent publication by Ganz and
colleagues found no significant difference in psy-
chosocial recovery for breast cancer survivors
who did and who did not receive chemotherapy
(though did note that for women who did receive
chemotherapy, symptoms tended to be more
severe and to persist somewhat longer; [21]).
Other results suggest that survivors’ recalled
experiences of symptom severity during treatment
are better predictors of long-term psychological
outcomes, as compared to treatment received per
se [44]. This result underscores the idiographic
nature of the cancer experience and the relation-
ship between treatment and emotional out-
comes — the “emotional fallout” of cancer and its
treatment [36] for two people affected by cancer
who experience the same type of treatment very
differently is likely to be different as well. For
time since treatment ended, though there is some
reasonable support for the assertion that emo-
tional distress subsides in the first year or two
post-treatment (e.g., [4, 35, 52]), other studies
have observed no relationship between time since
diagnosis or when treatment ends and emotional
outcomes [46], or observe relatively high per-
centages of post-treatment survivors reporting
emotional concerns far into the post-treatment
period (e.g., [27]).

Andrykowski’s framework [23] suggests that
resources are required to prevent the stress and
burden posed by cancer and its treatment from
negatively affecting psychological outcomes.
“Resources” can be interpreted fairly broadly but
should at least include premorbid psychological
distress (which would presumably reduce
resources available for dealing with the stress and
burden of cancer) and a variety of psychosocial
and environmental resources that may provide
support during the cancer experience as well.
Indeed, individuals with a history of psychiatric
disorders have been found to be more likely to
experience higher levels of emotional distress
during their cancer experience [48], including the
post-treatment period [4, 28, 36]. It is worth not-
ing that the percentage of cancer survivors who
have a history of a psychiatric disorder has been
shown to be comparable to the percentage of the
general population with such a history, at a life-

time prevalence rate of about 50% [48, 54]. Other
resources associated with better psychological
outcomes in the post-treatment period include
external and internal factors such as having a
spouse or partner (e.g., [22]) or adequate social
support [27, 36]; higher socioeconomic status
evidenced by level of education attained and
annual income [22, 27, 46, 49]; and personality
or trait-like variables such as dispositional opti-
mism [4, 44].

Finally, there are some sociodemographic
characteristics associated with emotional out-
comes in the post-treatment period that do not
easily fit into the “stress or burden” or “resource”
categories which are age and gender. Female
post-treatment  survivors have consistently
reported more emotional concerns in the post-
treatment period as compared to men (e.g., [38,
45, 46]), and younger survivors report more psy-
chological disruption as well [22, 25, 36-39, 45,
46]. For example, though Mao and colleagues
found that individuals with a history of cancer
reported, on average, higher levels of emotional
distress compared to age-matched healthy con-
trols, they found that this difference was largest
for cancer survivors under age 44 [46]. The
increased distress among younger post-treatment
cancer survivors may be a function of a sense of
social isolation, as more than 50% of all cancer
diagnoses occur in individuals age 65 and older
[3]. Finally, race and ethnicity have not consis-
tently been associated with psychological out-
comes in the post-treatment period, though in one
study [22], they were found to moderate an asso-
ciation between physical and emotional con-
cerns, wherein African American prostate cancer
survivors reported more emotional distress than
Whites experiencing the same levels of sexual
dysfunction in the post-treatment period.

Summary

While clinically significant levels of emotional
distress may not be common in a majority of
post-treatment cancer survivors, a variety of psy-
chological concerns are encountered in the post-
treatment period; some are more common than
others (e.g., fear of recurrence) and are more
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likely to occur for individuals who experience
stress and burden associated with cancer in
excess of resources available to cope with that
stress. Given the idiographic nature of psycho-
logical factors in post-treatment cancer survivor-
ship, it would be particularly useful to examine a
variety of emotional concerns in a large sample
of individuals in the post-treatment period who
are asked to reflect on the experience of emo-
tional concerns that are specifically new to them
since completing their treatment for cancer.
Though framing the question of emotional con-
cerns in this way is not free from problems of
potential recall bias (i.e., will survivors accu-
rately recall whether a specific emotional con-
cern did or did not have a pre-treatment onset?),
asking about new emotional concerns since treat-
ment ended across a variety of areas and examin-
ing the correlates of emotional concerns, their
relationship with physical concerns, and patterns
of care received for emotional concerns would
significantly advance our understanding of the
post-treatment emotional landscape. The 2010
LIVESTRONG Survey for People Affected by
Cancer provides such a data source and will be
examined here.

The Emotional Concerns of Post-
treatment Cancer Survivors:
Evidence from the 2010
LIVESTRONG Survey for People
Affected by Cancer

Participants and Procedures

The 2010 LIVESTRONG Survey for People
Affected by Cancer built upon the 2006
LIVESTRONG Survey for Post-treatment
Cancer Survivors [12]. The 2006 survey instru-
ment was designed through a process that
engaged both cancer survivors and experts in the
field of survey methodology and oncology
through peer review, focus groups, and a pilot
test. The majority of the 2010 survey content was
focused on the physical, emotional, and practical
concerns of post-treatment cancer Survivors;
however, there were additional areas of the sur-
vey aimed at survivors currently in treatment and

individuals affected by cancer who did not have a
personal history of cancer. The results shown
here are focused on the 3682 post-treatment can-
cer survivors who completed the 2010 survey.
Post-treatment cancer survivors included indi-
viduals who had been diagnosed with cancer and
who reported that they were currently finished
with treatment or were managing cancer as a
chronic condition.

The survey was fielded online and opened on June
20, 2010, in conjunction with the release of Parade
magazine’s issue devoted to cancer survivor-
ship. The survey was available on LIVESTRONG.
org as well as LIVESTRONGespanol.org.
LIVESTRONG constituents, including cancer
patient and survivors, were notified about the sur-
vey by email and through Twitter and Facebook.
Additionally, LIVESTRONG reached out to many
of its community, national and international part-
ner organizations, and all state cancer coalitions to
provide information about the survey and to assist
these organizations in reaching potential respon-
dents. LIVESTRONG also collaborated with
Comprehensive Cancer Centers, such as members
of the LIVESTRONG Survivorship Center of
Excellence Network, to share the survey with their
constituents. The study was reviewed and approved
by the Western Institutional Review Board.

Measures

Physical and Emotional Concerns The goal of
the LIVESTRONG survey program is to gather
surveillance data from large groups of people
affected by cancer, with an emphasis on post-
treatment cancer survivors. The surveys assess
whether or not survivors are currently experi-
encing specific concerns, the degree to which
those concerns cause functional impairment,
and whether or not care is received to help alle-
viate their concerns. As such, symptom check-
lists or multi-item measures of physical health
or emotional outcomes were not well suited
for the LIVESTRONG survey efforts; rather,
LIVESTRONG research staff developed con-
tent for the survey (in collaboration with sub-
ject matter experts and with feedback from their
constituency) that would allow respondents to
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indicate if they were experiencing a particular
physical or emotional concern in the post-treat-
ment period (practical concerns were assessed
as well, though will not be addressed here;
please see [11] for a full description of the 2006
and 2010 LIVESTRONG surveys).

Post-treatment cancer survivors were asked
about physical and emotional concerns that had a
post-treatment onset; that is, they were asked to
endorse physical and emotional concerns that
they were experiencing in the post-treatment
period that they had not experienced before their
treatment began. Physical and emotional concerns
were organized into groups of related items,
which will be referred to as “collections.” For
example, one emotional concern collection con-
tained four items related to sadness and depres-
sion (e.g., “I have felt blue or depressed”). If a
respondent endorsed any item in a collection, then
they were counted as having endorsed the concern
category. Fourteen collections focused on physi-
cal concerns (e.g., incontinence; sexual dysfunc-
tion; pain); eight focused on emotional concerns
(for a full copy of the survey and complete list of
the physical concerns queried, please see [11]).

The eight emotional concerns considered in
the 2010 survey were fear of recurrence (three
item collection; e.g., “I have been preoccupied
with concerns about cancer”); sadness and
depression (seven item collection; e.g., “I have
felt blue or depressed”); grief and identity issues
(four item collection; e.g., “I have felt that I have
lost a sense of my identity”’); family member can-
cer risk (three item collection; e.g., “I have wor-
ried that my family members were at risk of
getting cancer”); personal appearance (three item
collection; e.g., “I have felt unattractive”);
cancer-related stigma (four item collection; e.g.,
“I have felt ashamed because I have had cancer”);
personal relationships (five item collection; e.g.,
“I have been reluctant to start new relation-
ships™); and faith and spirituality (two item col-
lection; e.g., “I have felt that I have lost a sense of
my faith or spirituality”).

Functional Impairment If a respondent
endorsed any item in an emotional concern col-

lection, they were counted as having endorsed
that emotional concern and were further asked to
what degree the concern impaired their daily
functioning (a lot, a little, not at all, don’t know).

Receipt of Care Finally, if arespondent endorsed
an emotional concern collection, they were asked
whether they had received care for the concern
(ves, no).

Sociodemographic and Medical Variables A
number of sociodemographic and medical vari-
ables are included in the current study, based on
variables that have been associated with psycho-
logical factors in post-treatment survivorship and
that represent indices of the stress and burden of
cancer as well as resources to cope with cancer.
These include age; gender; race/ethnicity; level
of education; marital status; annual income; time
since treatment ended; and type of treatment
received.

Data Analysis

Data were analyzed using SPSS 16.0.
Descriptive statistics were used to summarize
the emotional concerns of post-treatment can-
cer survivors and their sociodemographic and
medical characteristics. Bivariate statistics
(t-tests; bivariate correlation; analysis of vari-
ance) were used to examine associations
between number of emotional concerns and
sociodemographic and medical variables,
including number of physical concerns
reported. We used logistic regression to model
the endorsement of each of the emotional con-
cern categories separately, where each model
included the same independent variables
(sociodemographic characteristics; medical
variables; and number of physical concerns).
Linear regression was used to model the total
number of emotional concerns reported in the
context of sociodemographic and medical vari-
ables and number of physical concerns reported.
Finally, we used logistic regression to look at
the correlates of having received care for any
emotional or physical concern, where depen-
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dent variables included sociodemographic
characteristics; medical variables; number of
physical concerns; and number of emotional
concerns. Due to the high number of statistical
tests conducted, we chose to conservatively
evaluate statistical significance at a level of
p <0.01.

Results
Sample Characteristics Table 2.1 shows the

sociodemographic and medical characteristics of
the 3682 post-treatment cancer survivors who

Table 2.1 Sample description (n=3682)

Current age 49.9 years (SD = 12.2)
Gender 65.2% female
Race/ethnicity  93.3% white

Level of High school or less: 8.5%
education Some college: 36.4%

College degree: 31.7%
Post-college degree: 23.4%
$60 K or less: 28.4%

$61 K to <$100 K: 24.7%
$100 K or more: 27.3%
Prefer not to answer: 19.6%
66.8% married

Annual income

Marital status

Age at 43.4 years (SD = 13.9)
diagnosis
Time since last 4.37 years (SD = 5.85)
treatment

Breast: 27.5%

Testicular: 6.4%

Non-Hodgkin lymphoma: 5.6%
Hodgkin lymphoma: 4.7%

Prostate: 6.9%

Other (includes more than 50 types of
cancer, each reported by less than 5%
of respondents): 48.9%

Type of cancer

Type of Chemotherapy, radiation, and surgery:
treatment 26.3%
Chemotherapy plus radiation or
surgery: 23.8%
Only chemotherapy: 8.7%
No chemotherapy: 41.3%
Number of 3.67 (SD = 1.9) (range = 0-8)
emotional
concerns
Number of 3.56 (SD = 2.6) (range = 0-14)
physical
concerns

responded to the 2010 LIVESTRONG Survey
for People Affected by Cancer.

The sample was relatively young, with an
average age under 50 years, and more than half
were female. The vast majority reported White
race/ethnicity, and most (about 55%) had at least
a college degree or more education. More than
one-quarter had an annual income of more than
$100,000 per year (though about 20% preferred
not to answer the income query). About 70% of
the sample were married or living with a partner.

On average, more than 4 years had passed since
respondents’ last treatment for cancer, and the
average age at diagnosis for the sample was
43 years old. A wide variety of cancer types were
represented, the largest being breast cancer survi-
vors (27.5%), though no other cancer type included
more than 10% of the sample. Respondents had
endured a lot of treatment for their cancer: more
than half had received chemotherapy as part of
their treatment regimen, and within that group,
most received at least on other treatment (surgery,
radiation, or both) as well. Finally, respondents
reported an average of almost four post-treatment
emotional and physical concerns.

Emotional Concerns Figure 2.2 shows the per-
cent of respondents who endorsed each emo-
tional concern.

Overall, 95% of respondents endorsed at least
one emotional concern. Fear of recurrence was
most common, with more than 70% of respon-
dents endorsing that concern. Half or more of the
sample reported sadness and depression, grief
and identity concerns, and concerns about family
member risk for cancer. More than one-third
endorsed having new concerns since treatment
ended about personal appearance, personal rela-
tionships, and dealing with cancer-related stigma;
a small number (10%) reported concerns about
faith and spirituality.

Though many survey respondents endorsed
these emotional concerns, few reported that the
concerns caused “a lot” of functional impairment.
Less than 10% of respondents who endorsed any
concern said that it caused “a lot” of functional
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Emotional Collections: Percentage of Respodents Who Reported Emotional Concerns and Received Care for

These Concerns
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Fig. 2.2 Prevalence of emotional concerns and care received for each

impairment, except for those reporting concerns
about personal appearance (10% reported “a lot”
of functional impairment); personal relationships
(16% reported “a lot” of functional impairment);
and concerns about faith and spirituality (12%
reported “a lot” of functional impairment). In fact,
though fears of recurrence were the most com-
monly endorsed emotional concern, it was ranked
sixth out of eight concerns in terms of functional
impairment (only 6% reported that fears of recur-
rence caused “a lot” of functional impairment),
whereas concerns about faith and spirituality were
least common but ranked second in terms of func-
tional impairment.

Figure 2.2 also shows, for each group of
respondents who reported an emotional concern,
the percentage who reported to receive care for
the concern. The results here are fairly alarming,
given that fewer than half of any group of post-
treatment cancer survivors reporting an emo-
tional concern said that they received care for the
concern, though in light of the functional impair-
ment data, it may be that for most survivors with
emotional concerns, the concerns do not disrupt
their lives to a degree that they believe warrants
treatment. Further, receipt of care was higher
when looking across all emotional concerns:

overall, 66% of respondents who reported at least
one emotional concern said that they received
care for an emotional concern.

In bivariate analyses (data not shown; all
p <0.01), more emotional concerns were associ-
ated with younger age; female gender; not having
a spouse or partner; and by those with annual
incomes of $60,000 per year or less (compared to
those making $100,000 or more). Regarding
medical variables, longer times since treatment
ended were associated with fewer emotional con-
cerns; respondents who had received the most
treatment (chemotherapy plus radiation and sur-
gery) reported the most emotional concerns; and
respondents who reported more physical con-
cerns reported more emotional concerns as well
(bivariate correlation = 0.47).

Who Reports Which Concerns? Multivariate
Logistic Models of Each Concern Category To
examine whether specific sociodemographic and
medical characteristics were differentially asso-
ciated with each of the eight emotional concerns
queried in the survey, we used multivariate logis-
tic regression to model the odds of endorsing
each concern category separately (Table 2.2).
Two variables were consistently associated with
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Table 2.2 Logistic regressions modeling endorsement of each emotional concern separately

Fear of Sadness and Grief and Family member
Study variables recurrence depression identity risk
OR (95% CI)  OR (95% CI) OR (95% CI)  OR (95% CI)
Age 0.98 (0.97, 0.98 (0.97, 0.98 (0.98, 0.99 (0.99,
0.98)* 0.99)* 0.99)* 1.00)
Gender Male (reference) (reference) (reference) (reference)
Female 1.43 (1.19, 1.09 (0.93, 1.29) 1.18 (1.00, 1.44 (1.23,
1.72)* 1.40) 1.68)*
Race/ethnicity White (reference) (reference) (reference) (reference)
Other 0.66 (0.47, 0.85 (0.62, 1.16)  0.78 (0.57, 1.05 (0.78,
0.92) 1.07) 1.41)
Education College or more (reference) (reference) (reference) (reference)
College graduate 0.87 (0.68, 1.10 (0.89, 1.36)  0.98 (0.79, 1.10 (0.91,
1.10) 1.21) 1.34)
Some college 0.79 (0.62, 1.01 (0.82, 1.24) 0.84 (0.69, 1.16 (0.95,
0.99) 1.04) 1.41)
<High school 0.56 (0.41, 1.05 (0.75, 1.45) 1.00 (0.71, 1.27 (0.94,
0.83) 1.39) 1.73)
Marital status Married/partnered (reference) (reference) (reference) (reference)
Other 0.82 (0.67, 0.87 (0.72, 1.04) 0.89 (0.74, 0.68 (0.57,
1.00) 1.07) 0.81)*
Annual income <$60 K (reference) (reference)™ (reference) (reference)
$61 K to <$100 K 1.07 (0.84, 0.93 (0.74, 1.15)  1.01 (0.80, 0.93 (0.75,
1.37) 1.27) 1.14)
$100 K or more 1.19 (0.92, 1.33 (1.06, 1.69) 0.93 (0.74, 0.97 (0.78,
1.54) 1.17) 1.20)
Prefer not to answer 1.08 (0.83, 1.11 (0.87,1.41) 1.02 (0.80, 0.84 (0.67,
1.41) 1.31) 1.06)
Type of treatment Chemo, radiation, and (reference) (reference) (reference) (reference)™*
surgery
Chemo and radiation ~ 1.08 (0.86, 1.08 (0.87, 1.36) 1.01 (0.81, 0.78 (0.64,
OR surgery 1.37) 1.26) 0.96)
Chemotherapy only 1.00 (0.71, 1.30 (0.94, 1.80) 1.16 (0.85, 0.65 (0.49,
1.42) 1.60) 0.87)*
No chemotherapy 1.08 (0.86, 1.02 (0.83, 1.25) 0.83 (0.67, 0.98 (0.81,
1.37) 1.02) 1.19)
Time since 0.99 (1.09, 1.00 (0.99, 1.00) 1.00 (0.99, 1.00 (1.00,
treatment ended 0.99)* 1.01) 1.01)*
Number of 1.13 (1.09, 1.25 (1.21, 1.28 (1.23, 1.11 (1.08,
physical concerns 1.18)* 1.30)* 1.32)* 1.14)*
Personal Personal Cancer-related  Faith and
appearance relationships stigma spirituality
Study variables OR (95% CI)  OR (95% CI) OR (95% CI) OR (95% CI)
Age 0.97 (0.97, 0.98 (0.98, 0.96 (0.96, 0.98 (0.97,
0.98)* 0.99)* 0.97)* 0.98)*
Gender Male (reference) (reference) (reference) (reference)
Female 2.65 (2.21, 0.99 (0.81, 1.20) 1.33 (1.01, 0.88 (0.68,
3.12)* 1.60)* 1.13)
Race/ethnicity White (reference) (reference) (reference) (reference)
Other 0.75 (0.54, 0.97 (0.68, 1.37)  0.85 (0.60, 1.10 (0.71,
1.04) 1.21) 1.71)

(continued)
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Table 2.2 (continued)

Fear of
Study variables recurrence
Education College or more (reference)
College graduate 1.21 (0.97,
1.51)
Some college 1.03 (0.83,
1.28)
<high school 1.09 (0.78,
1.53)
Marital status Married/partnered (reference)
Other 1.04 (0.86,
1.26)
Annual income <$60 K (reference)*
$61 K to <$100 K 0.91 (0.72,
1.14)
$100 K or more 0.90 (0.71,
1.14)
Prefer not to answer 0.57 (0.44,
0.74)*
Type of treatment Chemo, radiation, and  (reference)*
surgery
Chemo and radiation  0.86 (0.69,
OR surgery 1.07)
Chemotherapy only 0.71 (0.52,
0.97)
No chemotherapy 0.61 (0.50,
0.76)*
Time since 0.99 (0.99,
treatment ended 0.99)*
Number of 1.34 (1.30,
physical concerns 1.39)*
“p<0.01

higher odds of endorsing each emotional con-
cern: younger age (except for the concern of fam-
ily member risk of cancer, which was not
associated with age) and reporting more physical
concerns (all p < 0.01). Education, race/ethnicity,
and annual income were not reliably associated
with any emotional concerns, except survivors
who preferred not to report their annual income
had significantly lower odds of reporting con-
cerns about their physical appearance, compared
to those who reported less than $60,000 per year
(OR =0.57;95% CI =0.44, 0.74; p < 0.01).

Compared to men, women had higher odds of
reporting fear of recurrence (OR = 1.43; 95%
CI = 1.19, 1.72); concerns about family member
risk of cancer (OR = 1.44; 95% CI = 1.23, 1.68);
concerns about personal appearance (OR = 2.65;
95% CI = 2.21, 3.12); and cancer-related stigma

Sadness and Grief and Family member

depression identity risk

(reference) (reference) (reference)

0.95 (0.75,1.21)  0.86 (0.68, 0.79 (0.58,
1.09) 1.07)

0.80 (0.63, 1.01) 0.82 (0.65, 0.65 (0.48,
1.03) 0.89)

0.96 (0.67, 1.37)  0.57 (0.39, 0.49 (0.29,
0.83) 0.84)

(reference) (reference) (reference)

2.69 (2.21, 1.32 (1.08, 1.10 (0.85,

3.27)* 1.61)* 1.44)

(reference) (reference) (reference)

0.82 (0.65, 1.05) 1.04 (0.81, 0.89 (0.65,
1.32) 1.23)

0.71 (0.55,0.92)  0.90 (0.70, 0.84 (0.60,
1.16) 1.17)

0.70 (0.53, 0.92) 0.91 (0.70, 0.73 (0.49,
1.20) 1.06)

(reference)* (reference) (reference)*

0.89 (0.70, 1.13)  0.90 (0.71, 0.74 (0.54,
1.14) 1.02)

1.19 (0.85, 1.67)  0.98 (0.70, 0.57 (0.34,
1.36) 0.94)

1.53 (1.21, 1.23 (0.98, 1.14 (0.89,

1.93)* 1.56) 1.54)

0.99 (0.99, 0.99 (0.98, 1.00 (0.99,

1.00)* 0.99)* 1.00)

1.41 (1.35, 1.20 (1.16, 1.18 (1.13,

1.46)* 1.24)* 1.24)*

(OR =1.33; 95% CI = 1.01, 1.60; all p < 0.01).
Respondents without a spouse or partner were
significantly less likely to endorse concerns about
family member risk of cancer (OR = 0.68; 95%
CI = 0.57, 0.81) but were more likely to report
concerns about  personal  relationships
(OR = 2.69; 95% CI = 2.21, 3.27) and cancer-
related stigma (OR = 1.32; 95% CI = 1.08, 1.61;
all p <0.01).

Finally, for medical variables, respondents
who received less treatment had lower odds of
endorsing some emotional concerns compared to
post-treatment survivors who had received che-
motherapy, radiation, and surgery. Survivors who
only received chemotherapy had lower odds of
reporting concerns about family member cancer
risk (OR =0.65; 95% CI = 0.49, 0.87), and survi-
vors who did not receive chemotherapy had lower
odds of reporting concerns about personal
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appearance (OR =0.61; 95% CI = 0.50, 0.76) but
higher odds of reporting concerns about personal
relationships (OR = 1.53; 95% CI = 1.21, 1.93;
all p <0.01). Longer times since treatment ended
were associated with fewer emotional concerns,
including lower odds of reporting fears of recur-
rence; concerns about personal appearance; per-
sonal relationships; or cancer-related stigma (all
ORs = 0.99; p < 0.01); however, longer times
since treatment ended were associated with
slightly higher odds of reporting concerns about
family member risk of cancer (OR < 1.01;
p <0.01).

Who Reports the Most Concerns?
Multivariate Linear Regression Model
of Number of Emotional Concerns

In looking at the sociodemographic and medical
characteristics associated with number of emo-
tional concerns reported (Table 2.3), only
younger age (B = -0.19), female gender
(B =0.11), and reporting more physical concerns

(B = 0.44) were associated with reporting more
emotional concerns (all p < 0.01).

Longer times since treatment ended were mar-
ginally associated with fewer emotional concerns
(B = —0.04; p = 0.02) as was preferring not to
report annual income (as compared to reporting
$60,000 or less per year; B =-0.05; p = 0.02).

Who Is Most Likely to Receive Care for
Concerns? Finally, we used multivariate logis-
tic regression to examine associations between
sociodemographic characteristics, medical vari-
ables, and emotional and physical concerns with
odds of receiving care for emotional or physical
concerns for respondents who reported at least
one emotional concern (n = 2869). In the model
of receipt of care for emotional concerns
(Table 2.4), we found that women were more
likely to have received care for emotional con-
cerns compared to men (OR = 1.64; 95%
CI = 1.36, 1.97). Longer times since diagnosis
were associated with slightly higher, though sig-
nificant, odds of receiving care for emotional
concerns (OR = 1.00; 95% CI = 1.00, 1.01), and
compared to survivors who received chemother-

Table 2.3 Linear regression modeling total number of emotional concerns (model adjusted R>=0.28)

Study variables
Age

Gender Male

Female

White

Other

College or more
College graduate
Some college
<High school

<$60 K

$61 K to <$100 K
$100 K or more
Prefer not to answer

Race/ethnicity

Education

Annual income

Marital status Married/partnered

Other
Type of treatment

Chemotherapy only
No chemotherapy
Time since treatment ended
Number of physical concerns

Chemo, radiation, and surgery
Chemo and radiation OR surgery

Standardized f (beta) P
—0.19 <0.01
(reference)

0.11 <0.01
(reference)

—0.03 0.10
(reference)

0.00 0.98
—0.03 0.23
—0.03 0.09
(reference)

—0.02 0.42
—0.02 0.32
—0.05 0.02
(reference)

0.03 0.09
(reference)

—-0.03 0.06
—-0.01 0.66
—-0.01 0.43
-0.04 0.02
0.44 <0.01
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Table 2.4 Logistic regression modeling receipt of care
for emotional concerns (for respondents who reported at
least one emotional concern; n=2869)

Study variables OR (95% CI)
Age 0.99 (0.98, 1.00)
Gender Male (reference)
Female 1.64 (1.36, 1.97)*
Race/ White (reference)
ethnicity Other 0.81 (0.56, 1.15)
Education College or more (reference)
College graduate 0.99 (0.79, 1.25)
Some college 0.89 (0.71, 1.12)
<High school 0.62 (0.43, 0.90)
Marital status Married/partnered  (reference)
Other 1.07 (0.88, 1.31)
Annual <$60 K (reference)
income $61 K to <$100 K 1.20 (0.94, 1.54)
$100 K or more 1.06 (0.83, 1.37)
Prefer not to answer 1.35 (1.03, 1.77)
Type of Chemo, radiation, (reference)*
treatment and surgery
Chemo and 0.64 (0.51, 0.81)*
radiation OR
surgery
Chemotherapy only 0.71 (0.51, 0.99)

No chemotherapy
Time since treatment ended
Number of physical concerns
Number of emotional concerns

“p<0.01

0.85 (0.68, 1.08)

1.00 (1.00, 1.01)*
1.19 (1.12, 1.24)*
1.21 (1.13, 1.28)*

apy, surgery, and radiation, those who received
chemotherapy with surgery or radiation had sig-
nificantly lower odds of receiving care for emo-
tional concerns (OR = 0.64; 95% CI = 0.51,
0.81). Finally, more physical and more emotional
concerns were associated with higher odds of
receiving care for emotional concerns
(ORs = 1.19 (1.12, 1.24) and 1.21 (1.13, 1.28),
respectively, all p < 0.01).

In an exploratory analysis (data not shown),
we also modeled odds of receiving care for phys-
ical concerns for respondents who reported at
least one physical concern (n = 3199). Overall,
69% of post-treatment survivors who reported at
least one physical concern received care. Odds of
receiving care for physical concerns were lower
among respondents who received chemotherapy
without additional treatment or with only one
additional treatment compared to survivors who

received chemotherapy, surgery, and radiation
(ORs = 0.48 (0.33, 0.70) and 0.59 (0.45, 0.78),
respectively). Similar to the results of the model
of receiving care for emotional concerns, longer
times since treatment ended and reporting more
physical concerns were both associated with
higher odds of receiving care for physical con-
cerns (ORs = 1.00 (1.00, 1.01) and 1.87 (1.74,
2.01), respectively, all p < 0.01). However,
respondents who reported more emotional con-
cerns had lower odds of receiving care for physi-
cal concerns (OR = 0.92; 95% CI = 0.87, 0.98;
p=0.01).

Addressing the Emotional Needs
of Post-treatment Cancer Survivors

The results of the 2010 LIVESTRONG survey
suggest that emotional concerns among post-
treatment cancer survivors are exceedingly com-
mon and that individuals often encounter new
emotional challenges after cancer treatment ends
that they had not experienced in earlier phases of
their cancer journey. The LIVESTRONG survey
asked about emotional concerns in a way that is
different from other investigations of post-
treatment cancer survivors, using a format that
allowed for a variety of emotional concerns to be
fielded to respondents, offering a more in-depth
and nuanced picture of the emotional landscape
of the post-treatment period. The consistency of
the results with previous studies — that younger
survivors reported more emotional concerns; that
emotional and physical concerns were strongly
associated — suggests that the survey structure
offered a valid means for assessing cancer survi-
vors’ post-treatment concerns.

Also consistent with previous research (e.g.,
[24, 44]) was the result that while emotional con-
cerns were common, reports of emotional con-
cerns were usually not accompanied by high
levels of functional impairment. This finding may
ease some of the concern over the difference
between the percentage of survivors who reported
an emotional concern and the percentage who
received care for the concern (95% reported at
least one emotional concern; only 66% received
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care for any emotional concern). It may be that
the post-treatment survivors in the study sample
did not judge their emotional concerns to be at a
level requiring intervention, if their concerns
were not consistently and significantly causing
functional impairment.

However, the difference between reports of
emotional concerns and receipt of care was strik-
ing, particularly when considering the results for
each concern separately, and other studies have
found that there are significant numbers of post-
treatment cancer survivors who do not receive
psychological or psychosocial care that they need
(e.g., [29, 45]). Post-treatment survivors may not
be aware of available psychosocial care [27],
underscoring the need for psychosocial services
to be more fully integrated into routine cancer
care [17].

How might this be accomplished? Some have
argued for routine screening to provide early
identification of distress [2, 17, 23, 55]. Such
early identification of distress could have bene-
fits in the post-treatment period as well, as there
is evidence that untreated distress during cancer
treatment predicts poorer psychological adjust-
ment in the post-treatment period [56]. This
approach is also congruent with the most recent
conceptualizations of cancer survivorship, which
emphasize prevention, in recognition of the
increased numbers of people affected by cancer
who will go on to live the balance of their full
life expectancy [3]. However, it is worth noting
that screening for distress in cancer patients is
not without risks or burden. There is evidence
that screening does not lead to adequate enough
numbers of survivors who need psychological
services but are not getting them to offset the
burden of false-positive screens [57]. Some have
suggested that screening should not be aimed at
identification of distress but identification of
unmet needs [45]. This approach is consistent
with the results of this study and the larger litera-
ture on psychological experiences of post-
treatment cancer survivors, which suggests that
survivors may experience a number of concerns
in the post-treatment period without having these
concerns significantly disrupt their mood or
quality of life. Further, a recent study by Arora

and colleagues showed that many post-treatment
cancer survivors do not feel that their follow-up
care providers have an adequate understanding
of the ways that cancer has impacted their QOL
[58]. The results of routine screening to capture
survivors’ unmet needs might serve to facilitate
better patient-provider communication on these
issues.

Andrykowski [59] has recently called for a
more tailored approach to psycho-oncological
intervention, suggesting that we can do a better
job of matching our intervention approaches to
the specific needs of people affected by cancer.
Indeed, the results of this study suggest that there
are patterns of relationships between sociodemo-
graphic and medical variables and emotional
concerns in the post-treatment period: compared
to men, women were more likely to report con-
cerns of an interpersonal nature, such as concerns
about appearance, cancer-related stigma, and
family member cancer risk. Post-treatment survi-
vors who had been treated with chemotherapy
were more likely to have concerns about appear-
ance than those who did not; fears of recurrence,
concerns about appearance, and problems with
personal relationships were all more common
closer to the time when treatment ends. Screening
for needs related to these areas before the end of
treatment would enable supportive care providers
to deliver more personalized psycho-oncology
interventions to patients as they transition in to
the post-treatment period.

Increases in the use of survivorship care plans
(SCPs) may improve the degree to which cancer
survivors receive the psychosocial services they
need in the post-treatment period. The SCP can
contain follow-up recommendations derived
from the results of routine psychosocial screen-
ing or care received during treatment, thereby
helping to integrate psychosocial services into
routine care pathways when primary cancer treat-
ment ends [5, 17, 60]. In this way, the SCP may
also serve to decrease the stigma that still accom-
panies psychosocial care [61], which can pose a
real barrier to receipt of treatment, particularly if
an individual is coping with cancer-related stigma
as well (reported by nearly one-third of post-
treatment survivors in our study).
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SCPs were specifically called for by the 2006
IOM report [16], and the inclusion of psychoso-
cial elements of care into the SCP was defined in
the 2008 report [17]. A recent study of the
LIVESTRONG  Survivorship  Centers  of
Excellence overviews the challenges of imple-
menting SCPs in survivorship care [60]: all of the
centers failed to meet at least 75% concordance
with IOM guidelines in their SCPs or treatment
summaries, and regarding psychosocial issues
specifically, less than half of SCPs were concor-
dant with IOM recommendations regarding the
inclusion of psychosocial elements in the
SCP. Additionally, the creation and provision of
SCPs were found to be extremely time-consuming
for clinical care providers. It may be that
increased use of electronic health records and
other health information technology applications
serves to facilitate the efficient and effective pro-
vision of SCPs [62], which in turn can serve as a
platform from which to engage in better patient-
provider communication about psychosocial
issues in post-treatment survivorship [58]. SCPs
may also serve to empower cancer survivors by
providing them with information they need to
reduce emotional concerns related to fears about
recurrence or family member risk of cancer [28],
both of which were observed in half or more of
survivors in this study.

Another function of SCPs is to facilitate
receipt of follow-up cancer care and care for
symptom management. The results regarding
receipt of care in the LIVESTRONG data were
intriguing; in particular, the association between
reports of concerns and receipt of care. For
receipt of care for emotional concerns, more
emotional concerns and more physical concerns
were both associated with higher odds of receiv-
ing care, suggesting that post-treatment survivors
with higher emotional and physical symptom
burdens are more likely to seek care for emo-
tional concerns. However, we observed a differ-
ent result for receipt of care for physical concerns:
here, more physical concerns were associated
with higher odds of receiving care for physical
concerns, but more emotional concerns were
associated with lower odds of receiving care for
physical concerns.

This result is worth further study, as we cannot
draw inferential conclusions from this cross-
sectional, observational data. One hypothesis is
that higher levels of emotional distress, evidenced
by more emotional concerns, create a barrier to
engaging in physical health care. This has been
observed in studies of people with mental illness,
who are less likely to engage in preventive health
care, in part as a function of the ways that psychi-
atric symptoms may prevent behavioral activa-
tion needed to engage in care (e.g., [63]).

There is a large and involved literature on the
role of psychological factors in physical health,
and in cancer, this topic has been particularly
controversial and debated for several decades
(e.g., [64-66]). It is beyond the scope of this
chapter to address this debate, which is more
often focused on the ways that psychological fac-
tors may affect biobehavioral mediators of health
outcomes (e.g., [67]) than on how psychological
factors affect health-care seeking behavior.
However, it is worth noting that, given the results
of the LIVESTRONG survey, the degree to
which emotional disruption in the post-treatment
period interferes with receipt of follow-up cancer
care is an area of investigation that requires fur-
ther study.

Limitations

There are a number of limitations to the current
assessment of psychological factors in post-
treatment survivorship and the data presented
from the LIVESTRONG survey. As noted ear-
lier, we did not include research focused on posi-
tive psychological developments in the wake of
cancer, nor did we include the experiences of
post-treatment survivors of cancers diagnosed in
childhood in our review. The respondents to the
LIVESTRONG survey are a self-selected group
of Internet-using cancer survivors and do not rep-
resent the majority of cancer survivors alive in
the United States today with respect to age, type
of cancer, race/ethnicity, or socioeconomic sta-
tus. The survey did not include measurement of
trait-like variables shown to be associated with
adjustment in the post-treatment period, such as
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optimism (e.g., [44]). Finally, it was beyond the
scope of this chapter to include results from the
LIVESTTRONG survey on the practical con-
cerns (e.g., concerns about employment) of post-
treatment cancer survivors, though these concerns
are certainly relevant to psychosocial experiences
in the post-treatment phase.

Summary

Despite these limitations, the LIVESTRONG
data do offer a large sample of post-treatment
cancer survivors, and our results confirm and
extend previous work on psychological factors in
post-treatment survivorship. Considering
Andrykowski’s framework that identifies a bal-
ance between the stress and burden of cancer
against resources available as key to the preven-
tion of psychological disruption [23], given the
lack of evidence to suggest that stress and burden
significantly increase in the post-treatment period
but that the resources provided by the health-care
system at time of diagnosis and during treatment
significantly decrease when treatment ends [20],
the results shown here are congruent with a con-
ceptualization of the post-treatment period as
being one in which new stressors and burdens
related to cancer emerge but resolve at a pace that
is slower than the one at which the resources pro-
vided by the health-care system disappear when
treatment ends. In this way, SCPs may serve a
function to help post-treatment survivors remain
aware of and stay connected to the resources pro-
vided by their cancer care team, enabling them to
avoid significant psychosocial disruption during
the post-treatment period.
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Couple Relationships and Cancer

Hoda Badr

Introduction

Most cancer patients who are in an intimate rela-
tionship identify their spouse or partner as their
most important source of support [1]. However,
the diagnosis and treatment of cancer can affect
every aspect of the patients’ and his or her part-
ners’ quality of life (QOL). Patients must cope
with the role changes and distress brought about
by the physical side effects and increased func-
tional disability associated with their disease and
treatment. Partners must not only confront the
potential loss of the patient but also become adept
at providing instrumental and emotional support
during a time when they themselves are under
extreme stress. Coping with cancer treatment can
also challenge couple’s established communica-
tion patterns, roles, and responsibilities [2, 3].
Thus, it is not surprising that some couples say
that cancer brought them closer together, whereas
others experience significant adjustment and
communication difficulties as a result of their
cancer experience [4, 5].

Couple-based interventions hold great prom-
ise in cancer because they can simultaneously
address patient, partner, and relationship factors
that can hinder cancer adjustment. However, they
have yet to be routinely implemented in oncology
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clinical care settings. This chapter will therefore
begin with an overview of some of the challenges
faced by couples coping with cancer. Next, dif-
ferent perspectives that have shaped descriptive
and intervention research on couples’ psychoso-
cial adaptation will be described. The chapter
will conclude with practice implications and
directions for future research.

Challenges Faced by Couples
Coping with Cancer

Although the goal of most cancer treatments is to
improve or maintain physical functioning and
overall QOL, cancer patients often experience
physical symptoms that persist long after treat-
ment ends [6]. In addition to the physical chal-
lenges experienced as a result of a cancer diagnosis
and treatment, many cancer patients experience
significant depression and/or anxiety symptoms
[7, 8]. Having a supportive partner may buffer the
adverse impact of cancer on patient distress and
QOL [9]. For example, a study of women with
breast cancer found that vulnerability to anxiety
was moderated by the degree of felt support from
a partner [10]. Likewise, a study of in head and
neck cancer found that partners who used positive
social influence tactics boosted patient positive
mood [11].

Although having a partner may be beneficial
to patients, partners may experience decreased
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physical well-being through unhealthy stress
management behaviors including increased
drug or alcohol use, poor diet, and decreased
exercise. Partners, like patients, report a
decrease in the ability to sleep and fatigue [12,
13]. One study found that partners of cancer
patients had the most sick leave episodes, which
may be attributed to higher physical and emo-
tional burdens of care [14]. Partners are also
often as distressed as patients, and distressed
partners may find it difficult to provide adequate
caregiving and support [15, 16]. Factors associ-
ated with partner distress include increasing
patient functional and caregiving responsibili-
ties [17, 18]. Some studies have also found that
patient and partner psychological distress levels
are interdependent, such that increases in one
partner’s distress adversely affect the emotional
well-being of the other partner [19, 20]. In addi-
tion to the individual stressors experienced by
cancer patients and their partners, couples cop-
ing with cancer experience a myriad of shared
stressors. These include the effects of treatment
on sexual function and the need to make health-
care decisions (e.g., regarding treatment choice,
cessation, or the pursuit of alternative thera-
pies). Such topics may become a springboard
for conflict — especially if partners are not
aligned with regard to treatment priorities and
goals — and thus require dyadic or collaborative
coping [21-23].

Research on Couples’ Psychosocial
Adaptation to Cancer

Research on couples’ psychosocial adaptation to
cancer has either taken a resource perspective or
a dyadic perspective. The former focuses on
understanding the impact of cancer on patients,
partners, and their relationships, as well as iden-
tifying social/relationship characteristics (e.g.,
social support, equity) that might buffer couples
from the adverse effects of cancer-related stress
on psychosocial well-being. The latter focuses on
identifying modifiable targets that could be
addressed by couple-based interventions (e.g.,

joint problem-solving, communication patterns,
and approaching cancer together as a team). Key
research findings and an overview of the different
theoretical models that have guided this research
are described below.

Resource Perspectives

Research emanating from the resource perspec-
tive has examined the roles that social support,
perceptions of equity, and coping congruence
play in the adaptation of couples coping with
cancer.

Social Support. According to Lazarus and
Folkman’s Transactional Theory of Stress, social
support can be viewed as a form of coping assis-
tance. Partners can provide both practical and
emotional support to facilitate adaptive coping.
Consistent with this model, higher levels of per-
ceived partner support have been associated with
lower levels of distress and greater patient and
partner well-being [24-30]. Although socially
supportive relationships can facilitate cancer
adjustment, unsupportive or negative interactions
can hinder adjustment, increase distress, and may
even have a greater impact on patients’ well-
being than supportive interactions. One explana-
tion is that unsupportive partner behaviors
adversely affect patient coping strategies.
Another is that negative partner responses reduce
opportunities for patients to talk about cancer
concerns. Talking with a supportive partner may
facilitate successful cognitive and emotional pro-
cessing by allowing disclosure of emotions, help-
ing the person learn to tolerate aversive feelings,
providing support for effective coping, and assist-
ing with finding meaning and benefit in the can-
cer experience. Without sharing concerns, it is
possible that these processes may not occur or
occur with insufficient frequency for successful
processing of the event.

Equity Theory Equity theory posits that when
the ratio of contributions to rewards for one part-
ner differs from that of the other, the relationship
is out of balance; those in inequitable relation-
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ships are more likely to become distressed [31],
regardless of whether they are over- or under-
benefited [32, 33]. Supporting this idea, cancer
patients have reported feeling more over-
benefited and experiencing more guilt about
being over-benefited than healthy individuals
[34,35]. However, couples may also make adjust-
ments to accommodate changes in the balance of
give and take brought on by cancer. More work is
thus needed to determine for whom (e.g., younger
vs older couples) and when (e.g., early vs late
stage cancer) equity issues may become
problematic.

Coping Congruence Coping congruence focuses
on the degree to which relational partners have
similar or dissimilar coping strategies. The degree
of match/mismatch in partners’ coping responses
is thought to either complement or destabilize
coping efforts and adjustment [36]. Research has
found that the use of similar or complementary
coping styles is associated with greater patient
and partner illness adjustment and marital satis-
faction [37, 38]. Likewise, discrepancy in the use
of emotion-focused coping strategies by patients
and partners has been associated with greater dis-
tress and poorer cancer adjustment [39].

Dyadic Perspectives

Below, three dyadic processes are described that
research has found to be important for couples’
psychosocial adaption — relationship mainte-
nance, dyadic coping, and communication.

Relationship Maintenance Relationship main-
tenance strategies (e.g., positivity, openness, pro-
viding assurances, sharing household tasks)
promote important relational characteristics (i.e.,
liking, commitment) that motivate people to
engage in other pro-relationship behaviors over
time [40, 41]. Research in lung cancer has shown
that efforts to maintain or enhance the couple
relationship is positively associated with both
partners’ psychological and marital adjustment
over time [42].

Dyadic Coping Bodenmann’s Systemic Trans-
actional Model (STM) of couples coping with
stress posits a model of dyadic coping whereby
relational partners cope individually and jointly
as a unit [22]. Dyadic coping is a process consist-
ing of (1) the communication of problem- or
emotion-focused stress by partner A, (2) the
awareness or perception of partner A’s stress by
partner B, and (3) partner B’s coping reaction to
partner A’s behavior. Dyadic coping includes
positive actions like sharing practical or emo-
tional concerns (i.e., problem- and emotion-
focused stress communication) and supportive
actions like helping a partner to engage in posi-
tive reframing and problem-solving (problem-
focused dyadic coping) and offering empathic
understanding (emotion-focused dyadic coping).
It also includes negative actions like distancing,
blaming, or minimizing the seriousness of a part-
ner’s stress (negative dyadic coping). Whereas
positive dyadic coping is important for helping
couples resolve problems and reduce emotional
arousal, negative dyadic coping is considered a
maladaptive couples’ coping strategy. STM inter-
ventions have improved psychological and rela-
tionship functioning and distress in breast,
gynecological, and head and neck cancer couples
undergoing active cancer treatment [43—45].
Common therapeutic elements include (1) educa-
tion; (2) intrapersonal skills training to address
individual coping needs; and (3) interpersonal
skills training (e.g., communication) to improve
communal or dyadic coping. Research emanating
from this perspective has found that both patient
and partner psychological and relationship func-
tioning may be improved by enhancing couples’
dyadic coping [43, 46—48].

Communication Communication skills training
is a critical component of couple-based interven-
tions. The link between spousal interaction and
affect is central to the therapeutic process [49,
50]. Most notably, negative cycles of spousal
interaction and the inability of distressed couples
to maintain supportive emotional engagement
have been shown to be more influential than
spousal disagreements in maintaining psycho-
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logical and relationship distress [51]. Patients’
and partners’ confidence in and ability to talk
about cancer has been linked to better marital
adjustment and well-being, adaptation to cancer-
related role changes, and cancer management
[52-54]. With regard to types of communication
that have been found to either enhance or impair
cancer adaptation, Badr and colleagues found
that the use of open and constructive communica-
tion is associated with lower levels of patient psy-
chological distress [42, 55]. Others have found
that couples who used more mutual constructive
communication, less mutual avoidance, and less
demand-withdraw communication (where one
partner pressures the other to discuss concerns
and the other subsequently withdraws) experi-
enced less distress and greater relationship satis-
faction [56].

Couples talk about many things when they
discuss cancer. For example, they may discuss
health-related issues (e.g., symptoms, health
decisions, coordination of care, prognosis), psy-
chological/behavioral processes (e.g., thoughts/
feelings, wants/needs, plans, behaviors), and
interpersonal processes (e.g., role changes, sex-
ual problems, social/family relationships, and
support [57]. However, most couple-based inter-
ventions emphasize emotional disclosure over
other forms of communication [58—-61]. The idea
that couples should talk about feelings is
grounded in social cognitive models of stress and
coping [61, 62]. These models posit that success-
ful cancer adaptation can be achieved by disclos-
ing fears and concerns as a means of soliciting
partner support and facilitating engagement in
active coping strategies [63, 64]. However, find-
ings on the benefits of emotional disclosure have
been mixed. Some studies have found that it
reduces distress and improves marital satisfac-
tion; others have either found no effects or that
effects are contingent on factors like cultural
background, role (patient or partner), age, or can-
cer type [65, 66]. Thus, avoidance of cancer dis-
cussions may be damaging, but emotional
disclosures about cancer may not necessarily be
beneficial.

Existing studies of couples communication in
cancer have relied on measures that are not spe-
cific to cancer, and contradictions have been
noted in self-reports about disclosing [65]. For
example, someone might say, “we talk about
everything,” but go on to report avoiding specific
topics. Thus, more observational studies of com-
munication in cancer are needed. Within this
paradigm, automatic text analysis approaches are
promising because they are less vulnerable to
limitations of self-report like social desirability,
demand characteristics, and mood effects [67].
They may also yield information that cannot be
obtained from self-report about how support
transactions unfold and equity is negotiated when
couples discuss cancer. One observational study
that used such methods to analyze cancer cou-
ples’ conversations found that emotion word use
was not associated with either patient or partner
psychological or marital adjustment [57]. Instead,
couples reported more positive mood following
the discussion and less distress over time when
they used more we-talk (i.e., use of first-person
plural pronouns such as “we,” “us,” or “our”
when discussing cancer concerns), (p < 0.01),
suggesting that the manner in which couples dis-
cuss cancer — conceptualizing it as either a shared
or individual problem — may have implications
for both partners’ adjustment.

One study found that partners of prostate can-
cer patients reported increased distress following
an intervention that sought to improve the cou-
ple’s ability to openly share cancer-related feel-
ings and concerns [60]. The authors postulated
that the open discussion of feelings may have
made partners more attuned or aware of stressors/
problems, which could have exacerbated their
distress. Another possibility is that a mismatch
occurred between the patient’s need/desire to talk
and the partner’s ability to listen and process
what was being said. In fact, studies have found
that similarity in relational partners’ preferences
and patterns of talk, their perceptions of mutual-
ity, and their ability to respond with reciprocal
disclosures may be more important for alleviat-
ing distress than what is actually disclosed or
how often disclosures occur [66, 68, 69].
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Problems can also occur if both partners do not
agree about how to feel or are not prepared to
validate each other’s feelings [70, 71]. Thus, it
might not be as important for a person to disclose
emotions as it is to have a partner whom they see
as instrumental to their coping process.

Even though talking about cancer may confer
a variety of benefits including improving percep-
tions of closeness, enhancing the coordination of
care, and strengthening patients’ and partners’
commitment to each other and their relationship
[72], the emotional, functional, and relationship
changes that occur in response to cancer may
make couples reluctant or unsure about how to
effectively communicate. Research has shown
that one-third of cancer patients and partners
experience difficulties talking about cancer [73,
74]. This may be due to the desire to protect or
shield one’s partner from distress, also known as
protective buffering. Engaging in protective
buffering is usually done with the best of inten-
tions; however, it increases burden, decreases
relationship satisfaction, and contributes to poor
mental health in the person who is buffering, as
well as the person whom the buffering was
intended to protect [75—77]. Another possibility
is that individuals may perceive their partners as
critical, unreceptive, or uncomfortable talking
about cancer [64, 74]. Other explanations for
why couples may avoid cancer-related discus-
sions include the desire to maintain hope, opti-
mism, and a sense of normalcy and the desire to
preserve valued identities and patterns of relat-
ing. For example, if a couple has a long-estab-
lished problem-focused pattern of addressing
shared stressors, deviating from that pattern may
in itself cause distress [78]. It is also important to
keep in mind that even though talking with a
partner can serve as a direct means of soliciting
social support, the need to ask for support in
close, long-term relationships may be the excep-
tion rather than the rule and actually indicate a
breakdown of the unspoken and shared routines
through which couples usually cope [79].

Couple-Based Interventions
in Cancer

Given the growing acknowledgement that
patients, partners, and their relationships are pro-
foundly affected by cancer, there has been a
growing interest in developing and testing inter-
ventions that are offered to the couple as the unit
of care [80-83]. Couple-based interventions
often include psychoeducational and skills train-
ing components (e.g., information about cancer
and caregiving, self-care/self-management skills,
stress management, training regarding caregiving
tasks, and/or relationship enhancement skills
including communication skills training and
dyadic coping) [80, 83]. Therapeutic techniques
that have been employed include cognitive
behavior therapy (CBT), education, interpersonal
counseling, behavioral marital therapy, and
emotion-focused therapy [83], and most inter-
ventions have been delivered by a nurse or spe-
cialist healthcare provider such as a behavioral
therapist, psychologist, or mental health profes-
sional [80, 83, 84].

Meta-analyses of the dyadic intervention lit-
erature [80, 83] have shown that delivery formats
have been relatively evenly divided between in-
person Visits (e.g., either interventionists come to
participants’ homes or participants come to a
clinic/hospital to receive the intervention), tele-
phone contact, and a combination of both. Few
studies have involved group formats, videocon-
ferencing, or web-based approaches [85, 86]. The
vast majority of interventions have also included
print materials, such as instructional manuals or
booklets; however, some have also included
audio/video materials to reinforce skills taught.
Most have involved six sessions; however the
number of sessions has ranged from 1 [87] to 16
[88], and session length varies from 20 to
120 minutes [80]. In addition, most studies have
compared couple-based intervention to a usual
care or wait list control condition as opposed to
an active control condition [80].
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For the most part, partners have been involved
in couple-based interventions in one of two ways.
The first method treats the partner as an assistant
or “coach” to facilitate learning and coping skills
in the patient. This approach conceptualizes the
role of the partner in the intervention as being
supportive of the patient [§9]. The second method
seeks to actively involve the partner by focusing
on how the dyad functions together as a unit and
addressing both partners’ needs and concerns
[83]. Future research should thus determine
whether there are particular patient, partner, or
dyad factors that might influence when it is more
appropriate to conceptualize the partner’s role as
either supportive or active.

Overall, couple-based interventions targeting
patients and partners have had different effects
depending on the outcome being examined [80,
83]. Small to moderate effects have been observed
for patient and partner psychological functioning.
Small to large effects on marital functioning have
been observed for patients, but these effects may
only be short term in nature. Effect sizes for mar-
ital functioning for caregiving partners have been
small. Likewise, small to moderate effects have
been observed for patient physical well-being,
but this may be largely dependent on stage of
cancer, and it may be unrealistic to expect
improvement in physical well-being in individu-
als who have metastatic disease. More work is
needed to clarify the definition of clinically
meaningful changes in the outcomes examined as
even small effect sizes can still be clinically sig-
nificant and important.

Future Directions

Although the descriptive and intervention
research described above have explored and
emphasized different aspects of couple relation-
ships and their role in patient and partner adjust-
ment to cancer, several insights can be gleaned
and gaps identified that can help drive future
research. The first relates to describing partner
behaviors that are enacted or intended to help the
other partner cope and the results or outcomes of
those behaviors. Examples include social sup-

port, congruent coping, dyadic coping, and dis-
closure; and for the most part, these behaviors
have been associated with improvements in rela-
tionship satisfaction, relationship intimacy, and
psychological distress. How and when a particu-
lar strategy should be applied and the likelihood
of a favorable outcome are currently still unclear.
A second insight relates to what couples can do
to effectively cope together. Conceptualizing
cancer as “our” problem (shared appraisal) rather
than “your problem” or “my problem” (individ-
ual appraisal) and engaging in dyadic coping by
taking collaborative “we”-based actions to
address it appear beneficial for psychological and
relationship adaptation [23, 90]. However, little
is known about how communal coping is com-
municated or unfolds during couples’ discussions
about cancer. More work is also needed to under-
stand when and under which circumstances a
dyadic coping approach may be beneficial and
when individual coping strategies are sufficient.

A third insight relates to the need to refine the
prescription for spousal communication. Scholars
still know very little about what they should
instruct couples to talk about, how often they
should talk, and when talking (or not talking) is
beneficial (and for whom — the patient, partner, or
both) [86]. It may be useful to understand why
people choose to talk or avoid cancer-related dis-
cussions in the first place. We also need to develop
a more nuanced view of couples’ communication
that acknowledges that there are multiple ways to
talk, aspects of the cancer experience to talk
about, and pre-existing communication patterns
and preferences that may influence the utility of
talk for different couples. Indeed, successful
adaptation may hinge on the ability of patients
and partners to discern when to engage in or sup-
press disclosures and to develop flexibility
regarding the discussion of certain topics in
response to situational demands [91].

For example, in situations where patients/
spouses are reluctant or unsure how to communi-
cate with their partner about cancer, shifting the
focus onto the couples’ relationship by talking
together about it (e.g., how good it is, relation-
ship memories and how the couple addressed
challenges together in the past, and future plans)
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may help to remind couples of the strengths and
resources that they have to deal with the disease
[92, 93]. Under conditions where disclosure to a
partner becomes challenging or problematic,
some patients and partners may benefit from dis-
closing to a neutral third party or through practic-
ing expressive writing [94, 95]. Indirect methods
of communicating such as showing affection
through physical touch, having everyday conver-
sations that are not about cancer (e.g., “How was
your day?”), and spending time doing shared
activities may also provide a more comfortable
context for illness-related issues to spontane-
ously arise. More research is thus needed to iden-
tify alternative methods of communicating and to
clarify the associations between these communi-
cation methods and patient and partner outcomes.
Likewise, interventions that replace the generic
prescription to talk openly with targeted questions
that prompt reflection on the couple’s strengths,
communication patterns, and resources may help
bolster the impact of couple-based interventions
on patient and partner QOL.

Finally, even though couple-based interven-
tions have had many beneficial effects, they are
seldom implemented in clinical practice settings.
In an effort to inform implementation efforts,
Ratcliff and colleagues conducted qualitative
interviews with individuals representing different
oncology stakeholder groups [96]. Questions
focused on existing support services, barriers to
integrating couples’ interventions in routine
patient care, and possible models for clinical
uptake and dissemination. Findings suggested
that researchers should evaluate intervention out-
comes that are important to stakeholders, includ-
ing cost/cost savings, healthcare utilization (e.g.,
readmissions, emergency department visits), and
clinical outcomes (e.g., increased adherence,
early detection of adverse events, survival) in
order to translate effective interventions from
research to practice. They also suggested that,
given limited personnel and financial resources,
more pragmatic trials are needed that allow for
flexibility in the delivery of couple-based inter-
ventions. Emerging communication technologies
(e.g., Internet, mobile health, social media) may
allow for more efficient delivery and widespread

dissemination, but more research is needed to
determine patient and partner intervention prefer-
ences; whether factors such as advanced disease
status, age, or comfort with technology affect
receptivity and uptake; and whether such inter-
ventions are feasible and cost-effective. Studies
evaluating the relative cost of different modes of
administration (i.e., in-person, over the phone,
Internet) are also needed.

Conclusion

In conclusion, the couple relationship exerts a
major influence on both patients’ and partners’
psychosocial — adaptation to cancer and
QOL. Future research may benefit from an
increased focus on couples’ interactions to
address ways that couples can adaptively cope
together. In addition, there is a growing need for
healthcare providers to view the couple as the
unit of care and provide more information and
support to partners so they can provide effective
caregiving for the patient while also maintaining
their own health and well-being. Unfortunately,
in current practice, such interventions are rarely
offered. Healthcare providers typically have lim-
ited time to evaluate patients and may not have
adequate training in delivering psychosocial
interventions. While research on the development
of effective programs for improving the QOL of
cancer patients and their partners progresses,
change in the healthcare system is needed to inte-
grate these programs into the standard of care.
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The Impact of Cancer and Its
Therapies on Body Image

and Sexuality

Susan V. Carr

Introduction

Sexuality is the combination of gender identity,
sexual orientation, sexual attitudes, knowledge,
and behavior. While gender identity and sexual
orientation are of biopsychosocial origin, sexual
behavior is socioculturally determined and will
change over the course of a lifetime. The impact
of cancer on an individual’s sexuality is enormous
and overwhelmingly negative in most cases.

For ease of understanding in the clinical con-
text, sexuality can be thought of as being com-
posed of gender identity and sexual orientation
together with sexual attitudes and behavior, all of
which combined are fundamental to the human
sexual response [1].

Gender identity is usually designated at birth
with approximately half of the population being
male and half female. It is biologically deter-
mined and carries legal and societal implications.
Gender identity is a fundamental determinant of
future biopsychosocial development. A very
small proportion of the population are transsex-
ual or intersex; however these conditions do not
become apparent until later in life, when a gender
identity has already been assigned. Although
most of the research and literature in relation to
sexuality focus on women’s cancers, men are
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40% more likely to die of cancer than women,
and prostate, testicular, and penile cancers all
affect men’s sexuality in particular, while all can-
cers have some negative effects [2].

Sexual orientation describes the likelihood of
being attracted sexually to either males, females,
or both.

The vast majority of the population are hetero-
sexual, demonstrating clear sexual instincts and
attraction to the opposite gender. There are, how-
ever, a proportion of men who are sexually
attracted to men and who identify as homosexual,
a proportion of women who are sexually attracted
to women, and around eight percent of the popu-
lation who are attracted to both. Some individu-
als declare that they are not attracted to either
sex. There is currently a myriad of differing vari-
ations on these core definitions, and if clinically
relevant, the patient should be asked to self-define
their particular orientation.

There is some long-standing evidence to sup-
port a biological basis for gender identity mooted
as long as 50 years ago [3]. Likewise, there are
several biological factors in the origins of homo-
sexuality; however culture and experiences are
also influential, and debate still continues on this
topic [4].

Cancer will not change sexual identity nor
sexual orientation but may well radically change
attitudes to sex and to choices and experiences in
relation to sexual behavior. All individuals are
sexual beings but vary widely in their attitudes
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and beliefs in relation to their own sexuality.
They have an absolute right to either be sexual or
nonsexual as they choose. Sadly, in some parts of
the world, this basic human right is still not yet
recognized, especially in relation to women, and
even in open societies, most find it difficult to
talk about sex or even to accept that they have a
right to a pleasurable, pain-free, and autonomous
sex life.

Although the majority of people have a prob-
lem free sex life, there is a recognized acceptance
that a substantial proportion of the population
may have a sexual problem at some time in their
lives, and sadly, this is more so in individuals
with cancer.

It is thus essential that clinicians are aware of
sexuality in relation to cancer, the potential prob-
lems which can ensue, and strategies which can
be adopted, most of which are simple, in order to
improve sexual well-being.

The Sexual Response

The human sexual response is fascinatingly com-
plex [5] and has been classically described as the
“psychosomatic circle of sex” It depends on
endocrine, vascular, and neurological integrity.
The female response results from sensory input
through the peripheral nerves of the autonomic
and somatic nervous system, as well as the cra-
nial nerves. Psychogenic stimulation is crucial to
this process. The precise location and mechanism
of transmission of afferent information within the
brain and spinal cord are, as yet, unknown. The
temporal and frontal lobes and anterior hypothal-
amus also have some role in mediating the sexual
response. The generalized motor responses are
more obvious. The sexually aroused female has
pelvic congestion and vaginal lubrication. During
sexual intercourse, the vagina lengthens, the labia
swell, the uterus draws back, and there is clitoral
hood retraction. In the male, the penile vessels
and corpora cavernosa engorge with blood, the
testes draw up, and the penis becomes stiff and
erect ready for intercourse.

There have been different sexual response
models described over the years. Masters and

Johnson [6] used a four phase model consisting
of excitement, plateau, orgasm, and resolution.
This was modified by Helen Singer Kaplan into
a triphasic description of desire, arousal, and
orgasm [7]. Desire is now thought of as the first
stage of sexual arousal. These models have been
used for many years as a basis for modes of
treatment, such as sensate focus therapy, in
which couples employ a series of nonsexual
touching exercises to “relearn” intimate sexual
contact. In appropriately selected cases,
improvements have been shown using this ther-
apy often without the need for any additional
interventions.

Prevalence

Sexual problems in people with cancer are far
more common than in the general population.
The general prevalence of sexual problems is
quoted as 30% of males and 43% of females in a
US population [8], 20% in an Australian popula-
tion, and 11% of both males and females in
Denmark. The most common sexual problem
experienced by women is that of lack of desire,
followed by problems such as lack of orgasm and
the presence of sexual pain. For males the most
common sexual dysfunctions are premature ejac-
ulation and erectile dysfunction [9].

Published evidence shows that at least 50% of
cancer patients will have a sexual problem at
some time during their cancer journey [10]. Most
recognition has been paid to women with breast
and gynecological cancers and men with prostate
cancer as these are overtly “sexual” areas of the
body; for instance, women treated for early stage
breast cancer have more sexual problems than the
French population in general [11]. Sexual prob-
lems, however, can affect people with all cancers,
and this is an area of healthcare sadly often
ignored or forgotten by the clinical team.

Sexual problems occurring throughout the
cancer journey need not be permanent and can
improve over time [12] or, conversely, can be
ongoing over a long period [13]. This will be
dependent not only on physical treatments but
also on the emotional and relationship status of
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the patient, before, during, and after being diag-
nosed with cancer.

Studies have shown that gynecological cancer
survivors have a greater incidence of distressing
side effects such as fecal incontinence than con-
trols and also experience less sexual desire and
less ability to orgasm [14]. However after 3 years,
women who had radiotherapy for gynecological
cancers showed improved sexual function over
baseline [15], possibly helped by feelings of
being “cancer free.”

Severe sexual dysfunctions are common for
long-term survivors of hematopoietic stem cell
transplantation, and women seem to suffer more
than the men [16]. This may be because of altered
hormonal levels but may also be due to the emo-
tional impact of the severity of the disease and its
treatment. A single study of patients with hepato-
cellular carcinoma showed a higher prevalence of
sexual problems than comparison groups, some
of which was related to drug therapy [17].
Reduced libido and sexual enjoyment is described
in patients with total or partial laryngectomy
[18]. With major head and neck cancers, sexual
and intimacy problems were not linked to the site
of the lesion [19].

Site of cancer, stage of cancer, and different
treatments of each cancer all significantly impact
sexuality, and no one cancer is without this effect.
Interventions commenced de novo from the can-
cer diagnosis have the potential to reverse this
often devastating impact on quality of life and
well-being and should be an important part of the
overall multidisciplinary approach to patient
care.

What Are Sexual Problems?

Physical changes as a result of cancer and its
treatments can be many and varied, leading to a
wide variety of sexual problems. Women with
cancer can experience disruption to sexual
arousal, lubrication, and orgasm and develop
pain on intercourse particularly if they have expe-
rienced menopause as a result of chemotherapy
or surgery. This functional disruption leads to
lack of pleasure in sex and can result in total loss

of libido, or sexual interest, as a subconscious
way of avoiding something which has become an
unpleasant or painful experience. Men most com-
monly can experience erectile dysfunction or
delayed or premature ejaculation. The emotional
impact element of all these factors should never
be underestimated.

It is useful to be aware of some of the com-
monest sexual problems that may be seen in prac-
tice and the treatment options available.

Female Sexual Problems
Anorgasmia

This is the clinical term for inability to reach a
sexual climax. It is common and affects up to
20% of woman globally. Some women complain
of inability to reach sexual climax and report that
they have never experienced or are unsure
whether or not they have experienced the intense
feelings leading up to and culminating in orgasm.
Others may experience orgasm only when mas-
turbating but not with a partner during penetra-
tive coitus. There may be underlying reasons for
this sexual inhibition such as strong historical,
cultural, and religious taboos, which can be
explored, and “permission to feel sexual” which
can be achieved. Clear education around sexual
anatomy and simple masturbation exercises will
help, as can the appropriate use of vibrators.

If anorgasmia is the result of antidepressant
use such as selective serotonin reuptake inhibi-
tors (SSRIs), then sildenafil treatment may be
effective in highly selected cases [20]. Otherwise
educational, behavioral, and emotional therapy is
of benefit.

Primary Vaginismus

Vaginismus is described as the involuntary con-
traction of the vaginal muscles and may be psy-
chogenic in origin. Primary vaginismus is a
condition where nothing is able to enter the
vagina. This woman will never have used a tam-
pon for menstruation or have had any sort of pen-
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etrative sex. These are often women who have
had a loving, but rather overprotected upbringing
and find it difficult to make the leap from being
the child at home to the adult woman in a rela-
tionship. In this situation, there is no organic
disease, the woman has a healthy vagina and
vulva, and treatment should focus on the emo-
tional blocks to having sex.

Secondary Vaginismus

Secondary vaginismus, however, is a far more
likely diagnosis when a woman complains of
inability to have penetrative intercourse after
cancer. A woman with cancer may have been able
to have penetrative sex prior to diagnosis and
treatment, but at some point on her cancer jour-
ney, she finds herself unable to have sex as it was
before. This can be due to pain after surgery or
radiotherapy or discomfort due to vaginal dry-
ness following sudden menopause as a result of
ovarian surgery or chemotherapy.

Vaginal dilators are commonly used for
women following radiation therapy. It is thought
that they help to stretch the vagina and prevent
adhesions. Many women, however, don’t like
using them, and the evidence for their use is
flimsy [21]. When dilators are used in women
who have no vaginal pathology, as in the women
with primary vaginismus, they are known as vag-
inal “trainers,” because they are being used to
teach the woman that she can in fact allow some-
thing to enter into the vagina and that she herself
can be in control. There is often concern about
vaginal length in relation to penetrative inter-
course, but current literature does not show any
association between postsurgical vaginal length
and sexual satisfaction [22].

A neurotoxic protein such as Botulinum toxin
A, injected intravaginally, has been show to help
in vaginismus as part of a multimodal treatment
regime [23]. Furthermore, multimodal treatments
may be valuable [24].

Dyspareunia
Dyspareunia is pain on sexual intercourse. It may
or may not have an organic origin, such as cancer

or dermatological problems including atrophic
vaginitis and moniliasis. The pain may also
derive from surgical scarring or alteration in vag-
inal length and/or caliber.

Dyspareunia and secondary vaginismus are
often linked by cause and effect. Thus diagnosis
may be confused leading to inappropriate treat-
ment [24]. If there is pain due to organic prob-
lems, the woman will expect pain on intercourse
and will subconsciously contract her vaginal
muscles, and any attempts at penetration will be
met by a strong wall of contracted muscle, “a
brick wall.” The erect penis tries to penetrate, and
further pain is caused, thus distressing both part-
ners. These conditions should be looked at as a
possible continuum.

It is essential for the patient to have a thorough
clinical examination to ensure that no organic
lesion is left untreated.

Painful sexual intercourse is often a distress-
ing feature of the many vulvar pain syndromes
which can occur in women with or without can-
cer. It is generally recognized that the ideal
approach to all of these conditions is multidisci-
plinary, paying as much attention to the emo-
tional as well as the physical dimensions of the
problem.

Male Sexual Problems

Erectile failure is described as failure to achieve
and sustain penile erections for long enough to
have satisfying sexual intercourse and can be a
devastating situation for any man. It can be a
common side effect of some cancers, especially
cancer of the prostate, but is also a common
accompaniment to common medical conditions
including obesity, diabetes, and vascular disease.

This is a condition which becomes more prev-
alent with age, with around 25% of men in their
50s and 40% in their 60s having some degree of
failure.

As over 60% of erectile dysfunction is organic
in origin, the mainstay of treatment is medication
such as phosphodiesterase type 5 cyclic GMP
inhibitors, which are facilitators not initiators of
erections. If a man is not sexually attracted to his
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partner, the medication is unlikely to work.
Locally acting injectables, such as prostaglandin
E, can be injected into the base of the penis or
used as an intraurethral pellet. The efficacy rates
are high.

Vacuum devices together with penile constric-
tion rings can produce an erection but are cum-
bersome to use and consequently not very
popular.

It is important to recognize that 25% of erec-
tile dysfunction is partially psychogenic and 15%
purely psychogenic in origin, and even men with
wholly organic disease will sustain an emotional
impact if having erectile difficulties.

Pharmacological treatments have now become
the mainstay of treatment for erectile dysfunction
[25], especially post-cancer treatment; however
in clinical trials with phosphodiesterase 5 inhibi-
tors, men with posttraumatic stress disorder
showed a significant placebo response; this was
not the case in cancer patients [26].

Loss of erectile function can be devastating
for any man, impacting on his self-esteem and
masculinity, and the emotional aspects of this
should not be ignored. Psychosexual therapy in
which partner can be included if the patient
wishes will provide an opportunity to explore any
complex underlying emotional issues.

Premature Ejaculation

The commonest male sexual problem worldwide
is premature ejaculation. The latency period, i.e.,
the time between achieving an erection and ejac-
ulation, is too short for satisfying sexual inter-
course to take place. This condition can be very
frustrating for both partners and can cause a loss
of self-esteem for the man and feelings of dissat-
isfaction for his partner.

Treatment is mainly the use of selective sero-
tonin reuptake inhibitors (SSRIs), which can
lengthen the latency period. These have high effi-
cacy rates, and it is easy to take the medication
[27]. Behavioral therapy has only short-term ben-
efits which disappear when therapy is concluded.
Other techniques such as squeezing firmly at the
base of the penis at the point of orgasm are widely

recommended, but there is no good published
evidence to support their use, and in clinical prac-
tice, the technique appears to have minimal
effect.

Delayed Ejaculation

This condition has a completely different presen-
tation from that of the premature ejaculation. The
condition has often been long-standing and
except for a few instances, when it can be a side
effect of medication, tends to be due to issues of
control. The man has a strong subconscious block
to ejaculation, which is often situational. If he
can ejaculate through masturbation but not inside
his partner, then the problem is clearly psycho-
genic and should be treated with psychosexual or
counseling therapy.

Loss of Libido: Male and Female

This is loss of sexual interest or desire, a clinical
condition for which there are no physiological
markers. It is sometimes called “sexual desire
disorder.” It can affect both males and females,
regardless of gender, age, sexual orientation, or
ethnicity. It tends to occur more commonly in
people with cancer or chronic disease and can be
either caused by cancer and its treatments or
brought to the surface by underlying emotional
issues being highlighted by the cancer.

The only evidence-based drug treatment is for
loss of libido following sudden menopause,
often as a result of cancer therapy. In these cases,
if appropriate, then hormone replacement, with
the addition of testosterone, can restore libido.
Males with low testosterone levels can benefit
from hormone replacement also, but there is no
direct measurable link between hormone levels
and libido. If a couple has had long-standing
relationship problems, some hormones given
after menopause will not make these problems
disappear!

Emotional issues require appropriate thera-
pies, and psychosexual interventions can help the
patient gain insight.
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Psychosexual and Behavioral
Treatments

A range of treatments can be utilized for sexual
problems for all genders. It is essential to treat
any organic disease or dysfunction before
embarking on therapy for the sexual problem. All
cancer symptoms and manifestations have to be
expertly clinically assessed and treated before
embarking on sexual therapy.

Treatments depend on the etiology of the
problem and can be medical, surgical, psycho-
logical, analytical, behavioral, or a combination
of some of these therapies.

Cognitive behavioral therapy (CBT) is useful
in sexual dysfunction, but procedures differ
depending on the nature of the problem. Only a
few CBT treatments have been empirically inves-
tigated, and as a result, it is not known which
components of the treatment are most effective
[28]. Broader approaches can be taken which
focus on the construct of flexibility in behavioral
and coping strategies [29]. It is also useful to
know that Internet-based CBT was beneficial in
the treatment of breast cancer survivors. The cur-
rent trends among health psychologists to use
psychoeducational interventions using combina-
tions of cognitive and behavioral therapy and
mindfulness training continue to be effective [30].

Psychosocial interventions can improve sex-
ual outcomes, even if medication is being used.
When group therapy was given to men using
sildenafil for erectile dysfunction following
prostatic cancer, the sexual outcomes were
improved [31]; however, greater focus on the
psychosocial aspects of this disease has not been
adequately researched [32], despite erectile dys-
function having such a major negative impact on
these men lives [33]. A supportive-expressive
group therapy intervention offered to lesbians
with primary breast cancer showed reduced
emotional distress and improved coping but had
no effect on sexual issues [34]. A peer counsel-
ing intervention for African American breast
cancer survivors showed improved sexual func-
tioning after 6 months, but not after a year. Peer

counseling in this group showed no advantage
over telephone counseling [35].

The consensus on therapy for sexual prob-
lems, however, is that as sexuality is complex and
multifaceted, whatever therapeutic modality is
used, then a multidisciplinary approach to treat-
ment must be taken [36]. The delivery of these
interventions in the future should evaluate
resource friendly modalities such as phone and
Internet and careful use of social media in order
to educate and provide interventions.

Body Image

Body image and sexual self-confidence are
intrinsically linked. Cancer and its therapies can
cause major alterations in body image which in
turn can have negative impact on sexuality and
sexual satisfaction [37]. About 58% of young
women with breast cancer experienced sexual
problems 2 years after [38]. Fifty-eight percent
also had reproductive concerns, and many of
these women also experienced problems with
body image. Patients who have had mastectomy
both for prevention and cancer treatment can
experience loss of sexual desire and body image
problems for many years after the surgery [39].

The obvious physical changes associated with
cancer can be either transient or permanent. They
include baldness following chemotherapy, weight
fluctuations, body shape changes such as loss of
breast, stoma onto the skin, lymphedema, or
some disfiguring features following head and
neck cancer. One study in Italy showed that the
degree of disfigurement in head and neck cancer
leads to greater problems with sex, self-image,
and relationship with partner compared to those
with less obvious outward changes [40]; how-
ever, another study showed that age rather than
degree of disfigurement was more significant in
relation to sexual dissatisfaction, with men under
65 having poorer sexual functioning and satisfac-
tion [41]. Interestingly only 58% of the sample
were satisfied with their current sexual partner,
the reasons for which were not explained!
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In areas such as Africa where presentation of
cancer can be late and incurable, sexual problems
and body image disturbance, “T don’t look like
myself,” were ranked as of prime importance to
the patients [42]. It is so easy to dismiss these
concerns in the face of the life-threatening poten-
tial of the disease, but patients should be given
the opportunity to discuss what is important to
them, even in the palliative phase of care.

Changes in body self-perception, however,
need not necessarily stem from outward change,
and for a lot of young women, loss of fertility
can greatly lower their feelings of quality of life
[43]. The impact on body image following can-
cer is multifactorial, and issues such as age and
physical and psychosocial factors are all rele-
vant [44]. In adolescent and young adult survi-
vors of testicular cancer, sexual function was
closely bound to fertility issues and masculinity
resulting in body image problems in a propor-
tion of these men [45]. What is encouraging is
that many survivors of various childhood can-
cers successfully go on to produce healthy chil-
dren [46]. This positive outcome should
increase with advances in both cancer treat-
ments and infertility technology. It is therefore
crucially important that individuals in this
group have access to expert and timely and
accurate information about their fertility
options, which may well alleviate many of their
concerns, and avert negative sexual impact.
Adolescents with cancer have particularly dif-
ficult issues in relation to body image as it is so
integral to romantic attractions and establishing
relationships [47]. Fertility issues are yet to
become relevant to them, but should be high-
lighted if fertility-sparing treatment options are
available.

Body image can stem from the patient’s own
feelings or can be a reflection of real or supposed
feelings of a partner. If there is a regular partner,
however, couple-based interventions are known
to be the better therapeutic option [48] especially
if they educate both partners about the cancer and
its treatments and support mutual coping.

Can Different Cancer Treatments
Alter Body Image and Increase
Sexual Difficulties?

Different treatments can cause differing body
image and sexual outcomes, for instance, patients
treated for rectal cancer have a high rate of sexual
problems. These problems both in males and
females seem to be exacerbated by nerve damage
and are associated with preoperative radiother-
apy; however new techniques are being devel-
oped, with the intention of minimizing organ
damage [49]. Preoperative radiotherapy causes
higher levels of poor body image and poorer sex-
ual function in males being treated for rectal can-
cer than in those having surgery alone [50], and
all patients suffered more sexual problems than
the non-cancer population. Many cancer patients
have a stoma, but it has been shown that not
everyone in this situation experiences negative
body image and sexual problems [51].

Sexual function post-treatment in men with
prostate cancer is an enormously important issue,
yet there are still unmet needs for appropriate and
accurate information in making treatment choices
[52]. Men with nonseminomatous testicular can-
cer had fluctuations in sexual functioning but not
desire in the first year after diagnosis. In this
case, the type of treatment did not matter [53].

Women with early stage breast cancer in a US
study showed less problems with sexual attrac-
tiveness over time than women without cancer;
however those with mastectomies had a higher
incidence of sexual problems [54]. In Turkey,
41% of women undergoing treatment for breast
cancer had a deterioration of sexual functioning;
however those undergoing mastectomy had a
greater loss of libido than those undergoing
breast-conserving treatment. There was no sig-
nificant change in body image, however, between
the two groups [55].

Sexual abuse in childhood can have significant
effect on self-esteem and body image. It has been
suggested that women opting for breast recon-
struction may have a higher likelihood of abuse
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than those who choose mastectomy alone [56].
This is a very sensitive area which needs more
exploration.

Women with breast cancer did not experience
a worsening of sexual feelings after surgery but
did experience loss of sexual inclination progres-
sively after chemotherapy and hormonal treat-
ment [57]. Interestingly no body image
deterioration was noted, but there were many
physical changes in contrast to other studies.

A study undertaken in Italy comparing radical
hysterectomy by either laparoscopy or laparot-
omy concluded not surprisingly that radical hys-
terectomy lessens sexual function, regardless of
the type of surgical approach [58]. In another
study comparing the treatment of women with
early stage cervical cancer with either radical
trachelectomy or radical hysterectomy, the mea-
surements of mood, sexual function, and quality
of life did not differ by treatment [59]. Women
treated with neoadjuvant chemotherapy and type
III radical hysterectomy for locally advanced cer-
vical cancer showed no difference in sexual
enjoyment to benign gynecological disease
patients [60].

Regardless of the type of treatment, across all
cancers, the most commonly discussed symp-
toms in relation to sexual problems were fatigue,
hair loss, weight gain, and scarring [61]. Other
symptoms which are out of the patients control,
such as fecal and urinary incontinence, are major
inhibitors to sexual contact, as the sufferer is
highly anxious of causing embarrassment to
themselves or their partner. This alone can cause
avoidance of all sexual contact. Although much
of human sexual activity is an intimate and
“messy” activity involving body fluids, when
faced with flatus, feces, or urine, many people
find sex unacceptable.

Symptoms such as shortness of breath due to
lung involvement or severe pain are also major
physical inhibitors to sex. None of this fails to
have an emotional impact on the patient and their
partner and should always be recognized when
treating anyone with these problems.

Over the last few years, thankfully, there has
been more attention paid to the application of
evaluated interventions to try to improve the psy-

chosocial aspects of cancer. An intervention
using guided imagery within a group therapy
approach helped body image but not sexual dif-
ficulties [62]. Sexual difficulties may be better
addressed in a dedicated cancer and sexuality
clinic which can deal with all aspects of the prob-
lem [63] using treatments such as couple-based
psychosexual therapy [64].

Emotional Aspects of Sex

Many clinicians are well versed in treating sexual
problems which seem to have an obvious physi-
cal cause. Examples of this include the use of
local estrogen for vaginal application following
menopause or systemic estrogen and/or progesta-
gens for hormone replacement.

What clinicians find more difficult, however,
is dealing with the emotional aspects, either caus-
ative or as a consequence of sexual disturbances.

Whether or not a sexual problem has a physi-
cal cause, it will have an emotional impact. A
man who has suffered erectile dysfunction after
prostate cancer will not only have to deal with the
potential life-threatening disease, unpleasant
treatment, and anxiety for the future, he will find
that his sexual life is altered, which impacts on
his sense of self and his masculinity. Likewise a
woman who finds sex too painful following
radiotherapy to the genital area will feel she is
“letting herself and her partner down.”

Cancer produces a list of losses which the
patient may experience throughout their cancer
journey. There are the loss of health, loss of free-
dom if having to undergo treatment, potentially
loss of life expectancy, and loss of plans for the
future. Added to this can be the loss of self-
esteem, lowering of self-worth, and feelings of
being subsumed by the cancer. One of the most
common sexual problems, loss of sexual interest,
or loss of libido, can follow major life losses and
is commonly seen in cancer patients.

As previously stated, there are no physiologi-
cal markers for this condition. In most cases, it
is psychogenic and will respond to appropriate
psychosexual, psychological, or counseling
therapy.
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Even when all physical symptoms have been
appropriately diagnosed and treated, the sexual
problem may remain. Sexual morbidity in gyne-
cological cancer is associated with poorer
psychological adjustment among survivors [65].
Cancer often acts as a trigger for deeply buried
emotional issues to come to the fore. Previous
losses may often come to light as the client under-
goes counseling. These may be past loss of preg-
nancy, either termination of pregnancy or
miscarriage, loss of job, or unresolved bereave-
ment issues around a family member. Many
patients throughout therapy confront loss of a
carefree childhood, with physical and verbal
abuse, alcoholism in the family, or a traumatic
parental divorce which may be underlying factors
in their current sexual condition. These are just a
few examples which serve to underline that deal-
ing with sexual problems in cancer patients may
require a broader approach than may be currently
available in many centers.

Many sexual problems are of primary psycho-
genic origin, but with the cancer disease process
in the background, there is an anxiety in making
this diagnosis in case some organic disease is
“missed.” There is also a prevailing attitude in
some cancer units that sexual problems are being
treated, when in fact the depth of the emotional
impact has not been recognized. It consequently
may take a long time before the patient is able to
access appropriate treatment for a psychosexual
problem. Increased staff awareness and training,
however, should eventually remove some of the
barriers to adequate treatment, but current train-
ing needs to be improved in order to better elicit
the concerns of patients [66].

Partners

When an individual has cancer, not only are they
affected, but in most cases, there is a substantial
impact on their family, friends, and social and
work contacts. Also sadly many have to face the
cancer alone. In relation to sexuality, if there is a
partner, then the partner will almost invariably be
affected. The impact of cancer on a sexual part-
ner is enormous. Seventy-six percent of partners

of people with nonreproductive site cancers and
eighty-four percent of partners of people with
reproductive site cancers had sexual problems
[67] . The presence or absence of a partner may
be a major issue for the patient, either before,
during, or after their cancer treatment.

A Danish population study showed that the
male partners of women with breast cancer had
an increased risk of severe depression, which was
even higher in those whose partners had died
[68]. The high rate of sexual problems associated
with prostate cancer leads to couples’ spousal
communication levels dropping significantly
[69], as it is easier to avoid the topic than cover
emotionally painful ground. The partners of can-
cer sufferers who had hematopoietic stem cell
transplantation suffered more depression and
sexual problems than controls [70].

Infertility can be an outcome of cancer or its
therapy. This adds another major loss to a couple
who are already dealing with loss of health and a
possibly altered vision of their future together. In
many, parenthood is a natural and primeval drive,
and the desire to found and care for a family is
profound. When faced with the inability to bear
children with one’s partner directly or indirectly
because of malignancy, the couples are more
likely to suffer anxiety, stress, and sexual prob-
lems, especially the woman [71]. Service provid-
ers should be sensitive to the fact sexual and
reproductive concerns may be present, in both
couples and single individuals, and should give
the patients an opportunity to speak of their dif-
ficulties. With increasing current knowledge of
both cancer and reproduction, a comprehensive
oncofertility program comprising rapid and
robust referral pathways to skilled medical and
oncopsychology services is the ideal [72], but
globally underprovision of these services is still a
major problem.

Treatment for sexual problems in relation to
cancer should always offer the option of involv-
ing the partner, if there is one. Not everyone
wishes this, especially in the early stages of dis-
cussion where individuals are anxious as to the
form of the consultation. In a psychosexual
clinic, it is a common fear of the patient that they
may be made to have sex in the clinic setting.
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Alternatives to penetrative intercourse can be
suggested, but some couples find they cannot
contemplate such a radical change [73]. Simple
suggestions like the use of books and online
materials for ideas and information can be help-
ful and fun, but all of these suggestions need part-
ner compliance. The deeper emotional issues will
not be addressed in this way but can provide
some positive input into very disrupted sexual
lives.

When couples are willingly involved, how-
ever, treatment outcomes can be very good. For
example, post-breast cancer, it is the quality of
the woman’s partnered relationship which pre-
dicts sexual outcomes [74].

Sexual Minority Groups

As the majority of the population are heterosex-
ual, when talking about sexual and relationship
issues, it is sometimes forgotten that the groups
with minority sexual orientation and identity
such as gay men, lesbians, bisexuals, and trans
people are equally or may be more likely to be
the victims of cancer. There is not enough data
on whether they are more susceptible to cancer
than the general population, due to a paucity of
good and routinely collected statistics, but it has
been suggested that appropriate information
could be acquired by using cancer registry data
[75]. This is important, because lesbian and
bisexual women may perceive their cancer risk
to be lower than reality [76] particularly bisexual
women, who are having sex with both men and
women and are at high risk of HPV infection and
consequently cervical cancer. Sadly some health-
care professionals are also unclear about lesbian
and bisexual women’s needs for cervical screen-
ing, despite the fact that there is a clear incidence
of smear abnormalities in this group. The women
also feel that they are excluded from dominant
sexual scripts that inform the negotiation of safer
sex practice [77]. Location of residence is
another factor regarding screening, and rural
women were less likely to accept cancer screen-
ing than urban residents [78].

For some years now, lesbian and bisexual
women have been shown to have a greater risk of
diseases linked to smoking and obesity, both of
which have associations with cancer [79]; how-
ever despite awareness this may continue to be
the case. Tobacco and alcohol misuse has clearly
been associated with a variety of cancers. Lesbian
and bisexual orientation and sexual abuse before
the age of 11 were shown to be associated with an
increased risk of tobacco and alcohol use during
adolescence, greater than heterosexual women
[80].

A comparison of lesbian and heterosexual
women’s response to newly diagnosed breast
cancer showed no substantive differences, and
the lesbian women demonstrated adaptive coping
[81]. The women who openly identified them-
selves as lesbian or bisexual had better coping
mechanisms and lower distress than women who
identified themselves as actually heterosexual but
also have sex with women [82].

There have been positive differences demon-
strated in sexual minority women and their sex-
ual functioning after cancer. These women may
experience less sexual disruption such as lubrica-
tion and orgasmic problems and less problems
with body image than heterosexual women. Their
partners are often more supportive and under-
standing [83]. It is not unknown for both women
in a same sex relationship to suffer the same can-
cers at the same time and have to cope with a
complex patient, partner, and carer role. There
can be robust community support for a lesbian
woman with cancer, but there have been reports
of isolation linked to fear of cancer and homopho-
bia in the greater community [84]. Additional
anxiety can be provoked by fear of disclosing
their sexual orientation to healthcare providers,
and there is often unconscious heterosexual bias
in healthcare settings, as physicians do not ask or
make assumptions [85] which can make the
patient feel uncomfortable in facing the unknown.

Men who have sex with men are at high risk of
anal cancer, especially if HIV infected. In gen-
eral, anal cancer screening was not associated
with greater psychological stress in HIV-infected
men; however it was an issue among younger
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men and those whose HIV symptomatology was
greater [86]. Although men are traditionally
reluctant to come forward for screening, when
invited in a healthcare setting, it is feasible with-
out undue psychological stress.

Generally overt homophobia is not experi-
enced by gay and lesbian and trans people with
cancer [87], but there can still be an unintended
insensitivity to sexual minorities among the car-
ing professions which only appropriate educa-
tion and training can address. Sensitivity toward
differing sexual and gender identities is now a
more widespread feature of training for health-
care professionals but is still an under-researched
field [88].

Communication About Sex

Many cancer patients wish to communicate about
sex to their clinician but find it very difficult to do
so [89]. It is also difficult communicating about
sex in a routine cancer consultation. There are
often family members or close friends present to
support the patient, but this can clearly inhibit
discussion about sex which concerns the most
intimate level of interaction between the patient
and their partner.

It has been shown that poor communication
levels can stop the patient from getting the help
they need. Doctors and nurses know that they
should communicate about sexual problems with
their cancer patients, but they fail to do so. This
can be due to personal feelings of discomfort
about sex or an embarrassment at talking about
sex to others. Age disparity makes it hard to talk
about sex; a young doctor is unlikely to ask an
octogenarian if she is having a sexual problem,
and the octogenarian lady is unlikely to bring up
the subject with a doctor or nurse in their twen-
ties. Older men with prostate cancer said they
were rarely invited to talk about sex, and it
became a more important issue over time, with
the patients saying, “I wish I had told them” [90].
Men find it particularly difficult to talk about inti-
mate issues due to “the barrier of masculinity,”
but adequate partner support and stable sense of
self can bolster men’s self-esteem [91]. It is

therefore incumbent on the professional to make
sure they are adequately trained in this field and
are able to bring up the subject in a timely and
positive way. When students have formal com-
munication training, the outcomes for the patient
are better.

Information from the care provider about sex
varies depending on the cancer site. In one study,
79% of prostate cancer sufferers were given
appropriate sexual information, yet only 23% of
lung cancer patients received the same help [92].
Asking routinely if patients have a partner, if they
are sexually active, and if they have any problems
is a certain way to give the patient permission to
discuss the topic. They may not wish to at that
particular point, but they know it is an “accept-
able” topic and may choose to bring it up later.

In certain situations, it becomes even more
difficult to discuss sex. For instance, transgender
men may retain female reproductive organs, and
screening in particular for cervix cancer is still
important and warrants discussion [93].

One of the great taboos in cancer care is still
talk of sex during the palliative phase. Some
patients who are dying do wish to talk about sex
[94]. It is to them a reaffirmation of life and a
powerful bond with the person they love. In some
enlightened cancer units, a double bed is pro-
vided to give comfort and sexual dignity to the
dying.

A major problem is the attitude of health pro-
fessionals who tend to “medicalize” sex [94]. As
anyone engaged in psychodynamic work will
understand, this is an easy way for the clinician to
escape the emotional aspects of the problem and
to retreat into nonthreatening areas of clinical
discussion. Clinicians are very skilled at “run-
ning away” from emotional issues by focusing on
physical and physiological signs and symptoms.
The standard clinician-led question and answer
session in a consultation does not allow the
patient any opportunity to express any sensitive
or deeper sexual or emotional issues. Allowing
silence, time, and space in questioning allows the
patient better opportunity to disclose sexual
issues.

Problems in professional communication
about sex can only be addressed by formal and
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compulsory training for the whole clinical team,
within a fully evaluated framework such as medi-
cal or nursing school or in postgraduate training.
One cannot opt in or out of training in specific
diseases nor be permitted to ignore physical
symptoms. Likewise sexual problems should be
regarded in the same light and should be a com-
pulsory and integral part of education particu-
larly in the oncological setting.

Conclusion

Sexual problems are now finally being acknowl-
edged by both patients and their clinicians as an
intrinsic part of the life of a cancer survivor and
deserve as much, if not more, attention than some
of the other issues being faced. As research
shows, if around half of all cancer sufferers have
a problem of a sexual nature, it is imperative that
these issues are addressed.

The evidence is clear and prolific in document-
ing the burden of sexual distress in patients with
cancer. These effects can be improved by taking a
multidisciplinary approach, not only by clear
diagnosis and treatment of the physical aspects of
the disease but by approaching the patient as an
autonomous individual and accepting the emo-
tional impact on them of sexual problems within
their own social, economic, and cultural setting.

Despite this ongoing knowledge, in general
the provision of professional training and service
provision in this field is still woefully inadequate.
Much help, however, can be given by the indi-
vidual clinician to their patient by utilizing their
core professional skills. By encouraging disclo-
sure of sexual concerns, listening empathetically,
and treating each one as an individual, much
ongoing suffering can be alleviated.
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Use of the Classic Hallucinogen
Psilocybin for Treatment
of Existential Distress Associated

with Cancer

Charles S. Grob, Anthony P. Bossis,

and Roland R. Griffiths

This chapter will review the potential of a treat-
ment approach that uses psilocybin, a novel psy-
choactive drug, to ameliorate the psychospiritual
distress and demoralization that often accompa-
nies a life-threatening cancer diagnosis. The
focus of cutting-edge research beginning in the
1950s, the investigation of classic hallucinogens,
had a major impact on the evolving field of psy-
chiatry, contributing to early discoveries of basic
neurotransmitter systems and to significant
developments in clinical psychopharmacology.
While published reports of therapeutic break-
throughs with difficult-to-treat and refractory
patient populations were initially met with main-
stream professional enthusiasm, by the late 1960s
and early 1970s, the growing association of hal-
lucinogens with widespread indiscriminate use
led to the temporary abandonment of this promis-
ing psychiatric treatment model. After a hiatus
lasting several decades, however, regulatory and
scientific support has grown for the resumption
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of clinical research investigations exploring the
safety and efficacy of a treatment model utilizing
the classic hallucinogen, psilocybin, in a subject
population that had previously demonstrated pos-
itive therapeutic response, patients with existen-
tial anxiety due to a life-threatening cancer
diagnosis.

Psilocybin

Psilocybin is a naturally occurring compound
that is an active constituent of many species of
mushrooms, including the genera Psilocybe,
Conocybe,  Gymnopilus,  Panaeolus, and
Stropharia. Psilocybin-containing mushrooms
grow in various parts of the world, including the
United States and Europe, but until recently they
have been consumed primarily in Mexico and
Central America, where they were called by the
ancient Aztec name of teonanacatl (flesh of the
gods). In addition to psilocybin, other naturally
occurring classic hallucinogens include mesca-
line from peyote and dimethyltryptamine (DMT)
from various plants. All three of these substances
have a long history of ceremonial use by indige-
nous people for religious and healing purposes.
Following the arrival of Europeans in the New
World in the sixteenth and seventeenth centuries,
however, the use of plant hallucinogens by native
peoples was harshly condemned and punished
under the strict laws of the Spanish Inquisition
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and forced to go underground. This suppression
was so effective that hallucinogenic mushroom
use was eventually assumed to be non-existent,
until the discovery by amateur mycologist,
R. Gordon Wasson, of their extant ceremonial use
by indigenous Mazatec people of Oaxaca, in the
central Mexican highlands. Invited to participate
in a healing ritual using mushrooms as a psycho-
active sacrament, Wasson published his observa-
tions in the popular American press in 1957,
catalyzing both popular and professional interest
[71, 91]. Subsequently, the eminent Swiss natural
products chemist, Albert Hofmann, succeeded in
isolating the active tryptamine alkaloid, psilocy-
bin, from samples of the hallucinogenic mush-
rooms from Mexico sent to him by Wasson.

Psilocybin is 4-phosphoryloxy-N,N-
dimethyltryptamine and possesses a chemical
structure similar to the neurotransmitter sero-
tonin (5-hydroxytryptamine). Psilocybin is rap-
idly metabolized to psilocin, which is a highly
potent agonist at serotonin 5-HT-2A and 5-HT-
2C receptors [85, 86]. Research suggests that the
primary site of action for the psychoactive effects
of psilocybin is the 5-HT-2A receptor [79, 105].
During the 1960s, psilocybin was subjected to
psychopharmacological investigation and found
to be active orally at around 10 mg, with stronger
effects at higher doses, and to have a 4- to 6-hour
duration of experience. Psilocybin was also
determined to be 30 times stronger than mesca-
line and approximately 100 to 150 times less
potent than LSD (lysergic acid diethylamide)
[50]. Compared to LSD, psilocybin was consid-
ered to be more strongly visual, less emotionally
intense, more euphoric, and with fewer panic
reactions and less likelihood of inducing para-
noia [84]. Similar to other classic hallucinogens,
psilocybin was observed to produce an altered
state of consciousness that was characterized by
changes in perception, cognition, and mood in
the presence of an otherwise clear sensorium,
along with visual illusions and internal visionary
experience (though rarely frank hallucinations),
states of ecstasy, dissolution of ego boundaries,
and the experience of union with others and with
the natural world.

In the late 1990s, psilocybin was subjected to
renewed examination by contemporary investiga-
tors, including Franz Vollenweider and col-
leagues at the Heffter Research Center and the
University of Zurich, in Switzerland. Careful
medical and laboratory evaluations conducted
there identified a relatively safe physiological
range of action in normal volunteer subjects [42,
101]. Positron emission tomographic (PET) stud-
ies also demonstrated that psilocybin induces a
global increase in cerebral metabolic rate of glu-
cose, most markedly in the frontomedial and
frontolateral cortex, anterior cingulate cortex,
and temporomedial cortex [104]. In another
recent study, at the University of Arizona,
Francisco Moreno examined the use of psilocy-
bin in the treatment of severe, refractory
obsessive-compulsive disorder, observing that
psilocybin appeared to be safe, well-tolerated,
and capable of inducing “robust acute reduc-
tions” in OCD symptoms [73]. Further investiga-
tions of psilocybin in normal volunteers were
conducted at the Johns Hopkins University
exploring the emergence of psychospiritual states
of consciousness following psilocybin adminis-
tration [35] (see section below). The Johns
Hopkins group also published a set of recom-
mended guidelines for safe conduct of high-dose
research with classic hallucinogens [53].

Psychiatric Research with Classic
Hallucinogens: Historical
Perspective

Hallucinogens consist of a diverse group of bio-
logically active compounds. Hallucinogens in
plant form are thought to have been utilized by
prehistoric and early civilizations as essential
features of their religious, initiation, and healing
rituals. Ethnobotanists have catalogued more
than 100 species of plant hallucinogens, the
majority in the Western Hemisphere, where they
played a vital role within indigenous ceremonial
practices [98]. In the late nineteenth century,
interest in psychoactive plants was catalyzed by
discoveries of anthropologists studying native
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peoples around the world, who shipped specimens
to leading European pharmacologists of that era,
including Arthur Heffter and Louis Lewin, who
succeeded, respectively, in isolating mescaline
from the southwest American cactus peyote,
Lophophora williamsii, and harmine from
Banisteriopsis caapi, one of the plants brewed to
create the Amazonian plant hallucinogen decoc-
tion, ayahuasca.

The classic hallucinogens can be divided
structurally into two classes of alkaloids: the
tryptamines, including psilocin and psilocybin
(constituents of Psilocybe and several other
mushroom genera), DMT (constituent of the
plant admixture ayahuasca and other hallucino-
genic preparations), and d-lysergic acid diethyl-
amide (LSD), and the phenethylamines, including
mescaline (constituent of peyote) and various
synthetic compounds. The primary pharmaco-
logical effects of these substances are mediated at
5-HT,, receptors where they function as ago-
nists. The first classic hallucinogen to be charac-
terized pharmacologically was mescaline, which
was discovered in 1896 and synthesized de novo
in the laboratory in 1919 [51]. While some atten-
tion was given in the early twentieth century to
potential medicinal applications of hallucinogens
and there were preliminary efforts to formally
classify and analyze visions induced by alkaloids
discovered in particular plants [1, 61], wide-
spread medical and psychiatric interest did not
emerge until the mid-twentieth century, follow-
ing Albert Hofmann’s serendipitous discovery of
LSD at the Sandoz Laboratories in Basel,
Switzerland, in 1943 [46].

From the 1950s, when formal study of the
range of effect of hallucinogens and their poten-
tial in treatment models was initiated, until the
early 1970s, when cultural and political turmoil
led to the termination of studies, over 1000 clini-
cal and research reports were published in the
medical and psychiatric literature describing the
response to hallucinogen administration of
approximately 40,000 research subjects and
patients [38]. While initial research focused on
the presumed capacity of hallucinogens to induce
psychotic-like experience, interest in this psy-
chotomimetic model waned [2, 37]. By the late

1950s and into the 1960s, however, significant
new research activity was catalyzed by studying
potential treatment applications of hallucinogens,
most notably for several notoriously difficult-to-
treat clinical conditions, including alcoholism,
drug addiction, obsessive-compulsive disorder,
chronic post-traumatic stress disorder, antisocial
disorder, infantile autism, and the overwhelming
existential anxiety often experienced in the pres-
ence of terminal cancer. Two discrete treatment
models were proposed, involving the administra-
tion of lower versus higher dosages of hallucino-
gens and the application of different theoretical
mechanisms of action for their observed thera-
peutic effect. The initial treatment structure
investigated, the psycholytic model, called for
the administration of relatively low dosages of
hallucinogens, with the postulated goal of facili-
tating the release of repressed psychic material,
particularly in anxiety states and obsessional
neuroses. Using this approach, some clinicians
claimed to have achieved breakthroughs in reduc-
ing the duration and improving the outcome of
psychotherapeutic treatment, presumably by
facilitating ego regression, uncovering early
childhood memories, and inducing an affective
release [10].

As investigators began to explore the effects
of higher dosages of hallucinogens on clinical
subjects and patients, however, they began to
appreciate that hallucinogens were capable of
occasioning entirely new and novel dimensions
of consciousness. Humphrey Osmond, a
Canadian alcoholism researcher, noted that this
high-dose hallucinogen, or psychedelic (trans-
lated from the ancient Greek as “mind reveal-
ing”) treatment model, appeared to free up the
mind from its habitual moorings and allow it to
access states of consciousness resembling spon-
taneous psychospiritual epiphanies. Osmond
observed that even after the effects of the admin-
istered drug had worn off, individuals were still
left with a deeply positive and therapeutic impact
from having had a mystical level transcendent
experience [80]. With certain conditions in par-
ticular, including alcoholism and other addictive
disorders, the mysticomimetic capacity of the
hallucinogen experience often appeared to have
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induced remissions from intractable
psychological conditions to a greater degree
unique than conventional treatment modalities.
While the low-dose psycholytic model usually
involved active discourse between patient and
psychotherapist in the service of analyzing
underlying neurotic complexes, the high-dose
psychedelic model involved the development of
an alternative treatment structure, with the sub-
ject lying down, wearing eyeshades, and listening
to pre-selected music throughout much of the
session. During the session, the patient was
encouraged to go deeply into the experience,
with the facilitator maintaining an active pres-
ence but generally not engaging in verbal dia-
logue until the concluding phase of the treatment
session.

One patient population that demonstrated pos-
itive response to the hallucinogen treatment
model were individuals with advanced cancer
with overwhelming anxiety in reaction to their
terminal illness. Beginning with the observations
of internal medicine investigators in the late
1950s at the University of Chicago [57, 58] and
UCLA [15], and extending by the mid-1960s to
psychiatrists and psychologists at the University
of Maryland [40, 83, 90] and UCLA [25], a grow-
ing consensus within the field of hallucinogen
investigations was achieved that patients with
advanced-stage cancer treated with this novel
approach  frequently sustained significant
improvements of their psychospiritual status.
Moving accounts were reported of patient experi-
ences, including reduced physical pain and less-
ened need for narcotic medication, improved
quality of life, and greater acceptance of the inev-
itable and in some cases imminent end of their
lives. Of particular interest, the most positive
therapeutic outcomes, reflected in lowered anxi-
ety, in demoralization and fear of death, and in
improved mood and quality of meaningful inter-
personal relations, were in patients who during
the course of what was often their only hallucino-
gen treatment session experienced a deeply felt
mystical state of consciousness. Unfortunately,
these promising observations were terminated
prematurely, largely in response to public and

political concern about the misuse of these com-
pounds in the 1960s.

Contemporary Psilocybin Research
in Patients with Life-Threatening
Cancer

Following decades of inactivity, it has been pos-
sible in recent years to obtain the regulatory
approval and funding necessary to resurrect this
long neglected treatment model. While improve-
ments in caring for patients at the end of life have
occurred in the intervening years, including the
development of the hospice movement and the
field of palliative medicine, it is still clear that
even with these innovative approaches, many
individuals still go through the final phase of
their life with high levels of anxiety, depression,
and demoralization. Given the pressing need for
more effective therapeutic interventions in indi-
viduals struggling with cancer and reactive exis-
tential crisis, along with the promising
preliminary findings of the hallucinogen treat-
ment model from the previous generation of
research in patients with terminal medical illness,
it is not surprising that this has become a promi-
nent focus for current research efforts as well.
Indeed, in recent years, three investigations have
been approved in the United States that have
examined the use of psilocybin treatment for anx-
iety and demoralization in patients with a life-
threatening cancer diagnosis — at Harbor-UCLA
Medical Center, Johns Hopkins University, and
New York University School of Medicine. All
three sites established guidelines of set and set-
ting, specifically that of interpersonally support-
ive preparatory sessions, medication session
monitoring, and postmedication therapeutic inte-
gration sessions first developed at Spring Grove/
Maryland Psychiatric Center [41, 53].

In 2004, the Harbor-UCLA psilocybin treat-
ment protocol for anxiety in patients with
advanced cancer was initiated. A total of 12
patients were recruited for a double-blind,
placebo-controlled investigation, using a moder-
ate dose (0.2 mg/kg) of psilocybin. All subjects
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enrolled in the study were diagnosed with
advanced-stage, metastatic cancer with reactive
anxiety and depression. All patients were
screened to meet inclusion and exclusion crite-
ria, which included a diagnosis of advanced-
stage cancer but still functional enough to
undergo full screening, preparation for the psilo-
cybin sessions, and participation in two all-day
sessions spaced several weeks apart, one active
drug and the other placebo. Potential subjects on
the threshold of expiring were not accepted into
the study. The primary physicians and oncolo-
gists for each screened subject were consulted,
and subjects were considered potential study
candidates if their life expectancies were consid-
ered to be in the 6-month to I-year range.
Support with integration of the experience and
collection of follow-up reports and quantitative
data analyses continued with each patient for at
least 6 months following treatment. Recruitment
for all patient into the study, their participation in
both psilocybin and placebo treatment sessions,
and collection of data concluded in early 2008.
Within several years of their participation in this
pilot psilocybin treatment of advanced cancer-
anxiety study, all enrolled and treated subjects
had died.

The report describing the rationale for the
investigation, methodology employed, and find-
ings up to 6 months after treatment were pub-
lished in the Archives of General Psychiatry [39].
All patients tolerated the psilocybin experience
well, and there were no medical or psychological
crises. Repeated administration of quantitative
rating scales revealed improved mood and less-
ened anxiety, reaching significance at some
monthly data collection points. Overall, patients
reported their participation in the psilocybin
treatment study as having been a very valuable
experience, allowing them to improve their qual-
ity of life and augmenting their capacity to with-
stand the psychological stressors of their medical
condition. Following the completion of the
Harbor-UCLA research investigation, approved
studies at Johns Hopkins and NYU continued to
explore the treatment of cancer-anxiety patients
with higher doses of psilocybin. The Johns
Hopkins and NYU studies, initiated in 2006 and

2009, respectively, both received regulatory
approval to use a significantly higher dose than
the Harbor-UCLA protocol, which likely allowed
for more in-depth exploration of the psychospiri-
tual dimension of the experience. These studies
also offered more flexibility for subject inclusion
and allowed for the entry of patients with early-
stage cancer that are nonetheless considered
potentially life-threatening.

The Johns Hopkins psilocybin treatment
research study [32] of 51 patients who had poten-
tially life-threatening cancer diagnoses and symp-
toms of depression and/or anxiety utilized a
randomized, double-blind, cross-over trial con-
trasting the effects of a very-low-dose psilocybin
placebo of 1-3 mg/70 kg subject body weight
with a high psilocybin dose range of
22-30 mg/70 kg body weight. Treatment sessions
were spaced approximately 5 weeks apart, and
follow-up data was collected for 6 months follow-
ing treatment. Significant findings included
marked improvement of mood, decreases in anxi-
ety and depression, increases in a measure of
spiritual well-being in chronic illness, and an
overall elevated quality of life as reflected in both
subject and clinician ratings. These therapeutic
effects were observed to sustain in 80% of sub-
jects/participants at over the 6-month follow-up
period assessment. Positive outcomes were
reflected in significant corresponding changes in
ratings by community observers (friends, family,
work colleagues) of participant attitudes and
behavior. Consistent with the prior Hopkins stud-
ies [35, 36, 90], the intensity of the experience
along with the emergence of a powerful psycho-
spiritual experience on session days were predic-
tive of enduring positive effects induced by
psilocybin administration under optimal condi-
tions of set and setting. Such findings were similar
to those of clinical treatment research investiga-
tions in the 1960s and early 1970s [40, 83] that
reported psychologically therapeutic outcomes in
terminally ill patients who reported mystical
experiences following high-dose psychedelic
treatment. In the recent Johns Hopkins study, psy-
cholgically positive effects were similarly noted
to correlate with the occurrence of a mystical
experience during the actual treatment sessions.
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The NYU clinical trial [94] studied 29 care-
fully screened cancer-anxiety patients, each func-
tioning as their own control, with a double-blind,
randomized cross-over design comparing
psilocybin (0.3 mg/kg body weight) with effects
of the placebo niacin (250 mg) on primary out-
come measures of cancer-related anxiety and
depression. Nearly two-thirds of participants
(62%) had advanced cancers (stages III or IV).
Significant findings from the psilocybin sessions
included immediate, substantial, and sustained
improvements in anxiety and depression and led
to decreases in cancer-related demoralization and
hopelessness, improved spiritual well-being, and
increased quality of life. At the 6.5-month fol-
low-up, psilocybin was associated with enduring
and marked decreases in anxiety and depression
(approximately 60-80% of participants contin-
ued with clinically significant reductions in
depression or anxiety), sustained benefits in exis-
tential distress and quality of life, as well as
improved attitudes toward death. Similarly, at
6.5 months, 70% and 52% of the study volunteers
rated what they believed to be the psilocybin ses-
sion as the singular or top 5 most personally
meaningful or the singular or top most spiritually
significant experience of their lives, respectively.
Eighty-seven percent of the study volunteers
reported increased life satisfaction or general
well-being. Psilocybin was well tolerated with no
serious adverse events. Common adverse effects
included non-clinically significant elevations in
blood pressure and heart rate (76%), headache
(28%), nauseas (14%), and transient or episodic
anxiety (17%).

Slightly less than two-thirds of the subjects
had advanced, metastatic cancer, while the
remainder presented with early-stage cancer.
Investigators found at the 6-month follow-up
strong indication of enduring reductions of anxi-
ety and depression, along with reduced preoccu-
pation and less anxiety toward death. Of note,
and consistent with the Johns Hopkins investiga-
tion, NYU researchers demonstrated the capacity
of psilocybin under optimal conditions to safely
generate mystical experiences. Together, the
Johns Hopkins and New York University studies
included 80 cancer patients with approximately

80% of the patients demonstrating decreases in
anxiety, depression, and measures of existential
distress with these improvements sustained at a
minimum of 6 months. Of note, and consistent
with the Johns Hopkins investigation, NYU
researchers demonstrated the capacity of psilocy-
bin under optimal conditions to safely generate
mystical experiences. Significantly, both studies
demonstrated the mystical experience to be a
mediating factor and predictor on enduring
changes in outcome measures including anxiety
and depressive outcomes.

Such powerful psychospiritual epiphanies
were identified as a compelling mediating factor
facilitating the emergence of positive therapeutic
outcomes as observed in reductions of measur-
able levels of anxiety and depression reactive to
the subjects’ diagnoses of life-threatening malig-
nant disease.

It is strongly hoped that additional research
groups will also initiate treatment protocols
exploring the utility of the psilocybin treatment
model with medical patients encountering exis-
tential crisis and demoralization at the end of life.
Toward that end, efforts are currently underway
by investigators at Harbor-UCLA, NYU, and
UCSEF to develop a pragmatic trial in the pallia-
tive setting of psilocybin therapy with patients
diagnosed with life-threatening medical illness
including though not limited to advanced-stage
cancer. In this multi-site study, one goal is to pro-
vide training in delivering psilocybin treatment
for palliative practitioners, including physicians,
psychologists, nurses, social workers, and chap-
lains who are part of the palliative team. The pri-
mary focus for this planned study is to examine
impact of psilocybin treatment on the existential
and spiritual domain of well-being of this highly
vulnerable patient population. The primary target
for treatment efficacy will be the relative degree
of reported demoralization, which is considered a
measurable form of existential distress character-
ized by poor coping and a sense of helplessness,
hopelessness, and a loss of meaning and purpose
in life. Demoralization is associated with physi-
cal symptom burden and poor quality of life, and
it is highly prevalent among patients with serious
and life-threatening medical disease. The experi-
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mental design for this planned investigation calls
for a double-blind, randomized, placebo-
controlled study that will continue to follow sub-
jects/participants for outcome evaluation over a
6-week period. An anticipated cohort of 88 sub-
jects across multiple treatment sites will be
recruited into the study. Screened participants/
subjects will already have been accepted into a
palliative care program for management of their
potentially fatal medical illness. Following
screening and inclusion into the study, partici-
pants/subjects will receive an experimental ses-
sion and will receive either moderate- to
high-dose psilocybin or an active placebo (as yet
to be determined). 4—6 weeks post-drug adminis-
tration, the blind will be broken, and participants/
subjects who had been randomized to the placebo
condition will receive an open-label psilocybin
session. Integration and follow-up evaluation will
occur for all participants/subjects for 6 weeks
following psilocybin administration.

Comments from Annie L, a 53-year-old
woman with a diagnosis of metastatic ovarian
cancer, 6 months after her participation in a
Harbor-UCLA psilocybin cancer-anxiety study

I had lost my faith because of anxiety, and I was
just terrified. I was so anxious that it was hard to
think about anything else. I didn’t think I was so
worried about death as I was about the process of
dying. About suffering and being in pain and hav-
ing all kinds of medical procedures. I was becom-
ing so irritable with my husband. I was just so
anxious... My intention (for participation in the
study) was to be able to control my anxiety so I
could enjoy the rest of my life. I was not enjoying
my life at all.

As soon as it (the psilocybin) started working I
knew I had nothing to be afraid of... It connected
me with the universe... It was very gentle... And

there were people (the treatment team) right there
if I got upset... Everything looked absolutely
beautiful. I didn’t see things that weren’t there.
With my eyes closed I saw patterns, and visions
and faces. I thought about being involved with
people I loved, things I would do with people 1
knew, things I would tell them... I had an amazing
spiritual experience. It re-connected me to the
universe.

Comments from her husband 4 months after
her death

Annie’s mood remained greatly improved for some
time after the treatment. She also had much less
anxiety, and her fear of getting sicker and her fear
of the dying process also diminished a great deal.
Beyond that, she and I got along much better after
her psilocybin treatment... I have no doubt that the
treatment Annie went through was of great value to
her...

Overview and Prevalence
of Emotional Distress in Advanced
Cancer

For many cancer patients, the advanced stage of
illness is fraught with a significant degree of
emotional suffering. As the illness trajectory pro-
gresses from diagnosis through medical treat-
ment and eventually to the prospect of dying, the
patient may be faced with considerable psycho-
logical distress and despair. In recent years, there
has been a growing focus on the prevalence and
clinical treatment of psychological distress in
patients with advanced cancer that are facing the
end of life [22, 54, 56, 63, 92]. Emotional suffer-
ing in advanced illness has been characterized as
“severe distress associated with events that
threaten the intactness of the person” ([9], p.640).

The occurrence of psychological distress in
cancer patients has been well documented with
the highest prevalence rates among advanced
cancer and end-of-life patients. While some can-
cer patients may cope effectively with the chal-
lenges of the disease, others experience a broad
range of psychological stressors and symptoms.
The prevalence of psychiatric disorders in cancer
patients has been reported at approximately 50%
[19, 67, 77] with the presence of any depressive
or anxiety disorder at 24% [109]. The prevalence
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of major depression has been reported at 15%
[47, 48, 108] with a range of all depressive disor-
ders in cancer patients at 20% [109] to 26% [21,
30]. Anxiety spectrum disorders have been docu-
mented at 14% [109] with the prevalence of any
anxiety symptoms at 21% [19]. The prevalence
of suicide in advanced and end-stage cancer is
twice as high as that found in the general popula-
tion [11], and an increased desire for hastened
death in terminal patients has been established
[5]. Kelly et al. [59] found 22% of advanced can-
cer patients had a desire for hastened death.

Focus on Spiritual and Existential
Distress in Palliative Care

With a growing awareness of emotional suffering
at the end of life, palliative care has increasingly
focused on the specific domain of spiritual and
existential distress as a significant component of
quality of life in cancer and end-of-life cancer
patients [16, 22, 72, 76, 95]. In palliative care,
outcomes are no longer focused solely on bio-
medical or physical measures, such as tumor or
disease progression, but have expanded to include
quality of life, now considered a central focus.
Spiritual and existential factors are currently
regarded as determinants of quality of life in
advanced cancer and end-of-life patients. Distress
in cancer and palliative care patients is viewed as
a “multifactorial unpleasant emotional experi-
ence of a psychological, social, and/or spiritual
nature” that impacts the patient’s capacity to
effectively cope with the myriad challenges of
cancer [77].

Existential or spiritual pain of terminal cancer
patients has been defined as “the extinction of the
being and meaning of the self due to the approach
of death. It can be explained as meaninglessness
of life, loss of identity, and worthlessness of liv-
ing that are derived from deprivation of the
future, others, and autonomy of people as beings
founded on temporality, beings in relationship,
and beings with autonomy” [75]. An individual’s
search for spiritual and existential meaning is fre-
quently triggered by a diagnosis of cancer and
may be intensified as the disease progresses and

the patient is faced with myriad challenges that
accompany the course of illness [69].

The alleviation of spiritual and existential dis-
tress is a primary objective of palliative and end-
of-life care. A report by the Institute of Medicine
listed spiritual well-being as an essential influ-
ence on quality of life and one of the six domains
of quality supportive care of the dying [24].
Similarly, a report by the Consensus Conference
in association with the National Consensus
Project for Quality Palliative Care identified spir-
itual and existential issues as two of the eight
core essential domains of quality palliative care
[87]. The World Health Organization describes
palliative care as “an approach that improves the
quality of life of patients and their families facing
the problems associated with life-threatening ill-
ness, through the prevention and relief of suffer-
ing by means of early identification and
impeccable assessment and treatment of pain and
other problems, physical, psychosocial and spiri-
tual” [110].

Religion Versus Spirituality

Despite the overlap and ambiguity that has
existed between the concepts of religion and spir-
ituality, a consensus in the research literature has
begun to emerge regarding the distinction
between these two research constructs. Religion
has been defined as structured belief systems that
address universal questions and may provide a
framework for making sense of ultimate ques-
tions of meaning and for expressing spirituality
[100]. Spirituality tends to be a broader, more
inclusive category than religion. It can be defined
as “that which allows a person to experience tran-
scendent meaning in life” [88] and “a personal
search for meaning and purpose in life, which
may or may not be related to religion” [102].
Whereas religion may be commonly viewed
as a structured framework of beliefs and rituals
that may include an expression of spirituality,
spirituality may be experienced without the con-
text of an organized religious system as a search
for transcendence, meaning, and connection to
ultimate meaning, to nature, or to how an indi-
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vidual defines or experiences the concept of God.
The Report of the Consensus Conference on
spirituality in palliative care suggested the fol-
lowing definition (National Consensus Panel
Report): Spirituality is the aspect of humanity
that refers to the way individuals seek and express
meaning and purpose and the way they experi-
ence their connectedness to the moment, to self,
to others, to nature, and to the significant or
sacred [87].

Spiritual Well-Being
and Psychological Distress

The domain of spiritual and existential well-
being is now widely accepted as an important
determinant in the quality of life in palliative care
and end-stage cancer [16, 23, 45, 66, 72, 99].
Coping with terminal cancer is a multifactorial
and variable process. Enhanced spiritual well-
being and the ability to attain meaning when fac-
ing end-stage cancer appear to be a key factor in
effectively coping with advanced disease.
Psychosocial factors in advanced cancer associ-
ated with heightened existential and spiritual dis-
tress include anxiety and depression [28, 78],
anger, alienation, hopelessness, loss of meaning,
loss of dignity, vulnerability, isolation, fear, and
shock [45, 106, 107]. Chochinov and colleagues
[12] identified specific psychosocial correlates of
spiritual and existential suffering in advanced
cancer patients that include loss of will to live,
loss of a sense of dignity, hopelessness, and feel-
ing as a burden to others. Impaired spiritual well-
being has also been associated with a poorer
tolerance of physical symptoms, whereas an
enhanced sense of meaning and spirituality has
been shown to increase an individual’s tolerance
levels for physical symptoms [3]. Myriad health-
care domains and outcomes have been associated
with existential distress including quality of life,
symptom and disease progression, psychological
distress, depression [92], interpersonal function-
ing [16, 109], suicidal ideation [69], and demor-
alization syndrome, defined as ‘“a psychiatric
state in which hopelessness, helplessness, mean-

ingless, and existential distress are the core phe-
nomena” (p.13 [60]).

Demoralization is defined by Kissane et al.
[60] as a syndrome characterized by hopeless-
ness, loss of meaning, and existential distress.
This syndrome, which is delineated as a separate
construct, has been identified as a primary risk
factor for depression in advanced cancer patients.
A desire for hastened death in advanced cancer
patients has also been identified with this syn-
drome. Observed in palliative care and advanced
cancer populations, this syndrome is associated
with chronic medical illness, fear of loss of dig-
nity, social isolation, and the sense of being a bur-
den on others [60]. Kissane and colleagues
propose that for targeted psychotherapies or
interventions to be effective, they must aim to
explore and restore meaning and hope within the
context of advancing disease and impending
death.

A desire for hastened death has been associ-
ated with lower levels of spiritual well-being [4,
92, 93]. A growing number of studies have pre-
sented evidence supporting a model that depres-
sion and hopelessness are chief determinants and
predictors of a desire for hastened death [5, 54,
92]. For example, in a study exploring the rela-
tionships among depression, hopelessness, and
desire for hastened death, Breitbart et al. [5] iden-
tified depression as a robust predictor of desire
for hastened death. In this study, patients with
major depression were four times more likely to
have a desire for hastened death.

Enhanced Spiritual Well-Being
as a Buffer Against Emotional
Distress

While there has been a documented relationship
between lack of spiritual well-being and elevated
psychosocial distress, there is increasing evi-
dence to support the hypothesis that enhanced
spiritual or existential well-being is associated
with improved psychological functioning and
might even prove to be a buffer against psycho-
logical syndromes associated with the end of life.
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Exploring the relationship between spiritual
well-being, depression, and psychological
distress in end-of-life cancer patients, a growing
body of research has shown that higher levels of
spiritual well-being are correlated with lower lev-
els of emotional distress and serve as a buffer
against depression, desire for hastened death,
loss of will to live, and hopelessness as well as
provide an increase in quality of life [5, 23, 56,
69, 78]. Individuals with an enhanced sense of
spiritual ~ well-being are also emotionally
equipped to cope more effectively with the physi-
cal challenges of advanced and end-stage cancer
[3].

The concept of meaning has received consid-
erable attention in palliative care and psycho-
oncology research as an important construct
related to improved quality of life. Cultivating a
sense of meaning in advanced cancer has been
shown to improve spiritual well-being and over-
all quality of life while reducing levels of psycho-
logical distress [66, 70, 74]. For some patients,
the search for meaning in end-of-life cancer,
while a psychologically and spiritually complex,
arduous, and courageous process, may provide
them with a sense of peace and acceptance.
Viktor Frankl, in Man’s Search for Meaning,
wrote that “man is not destroyed by suffering; he
is destroyed by suffering without meaning” ([26],
p-135). Although not written about the end-of-
life struggle with cancer or life-threatening dis-
ease, Frankl’s landmark book was written from
his personal experience of survival during his
3 years in Auschwitz and other concentration
camps. His struggle to derive personal meaning
in the face of horror and death has resulted in uni-
versal life lessons for those facing severe suffer-
ing or existential distress. In The Will to Meaning:
Foundations and Applications of Logotherapy
[27], Frankl wrote, “Meaning can be found in life
literally up to the last moment, up to the last
breath, in the face of death” (p.76).

Meaning-enhancing interventions have been
demonstrated to improve quality of life in pallia-
tive care and decrease wishes for euthanasia and
for hastened death [6, 109]. Dame Cicely
Saunders, who gave rise to the hospice move-
ment and emphasized spiritual and psychological

factors in palliative and hospice care, introduced
the concept of “total pain” of the terminal patient
that emphasizes psychospiritual as well as physi-
cal aspects of care and distress. Influenced by
Frankl, she believed that the “total pain™ of the
terminal patient was related to a “lack of mean-
ing” [96, 97]. In a quantitative thematic analysis
[103] of all published literature on spirituality in
palliative care, the most cited themes were mean-
ing and purpose followed by self-transcendence
and transcendence.

With an increasing body of evidence [5, 56,
69, 78] supporting the premise that enhanced
spiritual well-being provides protection against
depression, hopelessness, and desire for hastened
death among other psychosocial forms of suffer-
ing, there is growing interest in interventions that
enhance or improve psychological well-being
and provide meaning in terminal patients. In
recent years, there have been published reviews
of interventions targeted at improving end-of-life
psychological well-being and reducing various
aspects of psychiatric distress [13, 64, 43, 99].

Interventions aimed at enhanced spiritual
well-being, meaning, and dignity in advanced
cancer patients are now being developed and
studied for effectiveness [6, 14, 44]. Meaning
Centered Group Psychotherapy [6], which
directly focuses on spiritual well-being and
meaning, showed improvements in spiritual well-
being and a sense of meaning compared to a sup-
portive group therapy. In a 2007 review of eight
manualized interventions for existential distress
in terminal patients [64], only a Supportive-
Expressive Group Therapy (SEGT) met criteria
for a “probably efficacious” treatment. We con-
cur with Breitbart [6] in that “interventions focus-
ing on meaning and spiritual well-being are
uniquely powerful for patients facing a terminal
illness” (p. 25).

Despite the growing awareness of spiritual
and existential distress among end-of-life cancer
patients and the impact on quality of life, there
remains a paucity of psychotherapeutic
approaches and interventions to directly address
this suffering. In a study evaluating spiritual and
existential needs among cancer patients, Moadel
et al. [72] found that from 21% to 51% of patients
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reported unmet spiritual or existential needs. The
unmet spiritual or existential needs cited by
patients were overcoming fears (51%), finding
hope (42%), finding meaning in life (40%), and
finding spiritual resources (39%).

Breitbart [6] notes that while some interven-
tions are aimed at improved mood, none examine
the effect of spiritual well-being, and few inter-
ventional studies are directed at advanced or end-
stage cancer patients. Furthermore, aside from
hallucinogen-induced mystical experience (dis-
cussed below), none provide the means for a
direct intensive alteration in consciousness with
the potential for a transformative experience
directly related to the sacred or to broad spiritual
and existential phenomena. Blinderman and
Cherny [7] note, “It has been observed that exis-
tential distress is the least studied domain of
patient distress. Given the paucity of research in
this area, additional qualitative and quantitative
studies are needed to help further understand this
domain of suffering and the possible areas of
intervention by health care professionals”
(p. 380). Lethborg et al. [65] suggest that “the
specific techniques most effective in enhancing
meaning and connection [in advanced cancer] are
yet to be defined, and such clarification would
require intervention-focused research that, in
order to appropriately demonstrate change,
would need to be longitudinal” (p.387).

Uniqueness of Psilocybin Mystical
Experience Treatment Model

The hallucinogen treatment model, which has
been shown to generate a mystical or spiritual
experience [35], offers a highly unique and novel
therapeutic approach to promote transcendence,
meaning, and reduction in anxiety for terminal
cancer patients [39]. It is the only approach with
the dying of its kind in medicine, psychiatry, and
the behavioral sciences. Reviews of the literature
on the importance of spirituality in end-of-life
suffering [89, 103] identify transcendence and
meaning as the most common factors. Of the few
spiritual well-being enhancing interventions for
end-of-life patients currently available, the hal-

lucinogen treatment model is the only approach
that potentially facilitates a radical shift in con-
sciousness yielding a transpersonal, transcen-
dent, spiritual, and mystical experience.

Access to the transpersonal and transcendent
non-ordinary dimensions of consciousness is an
integral aspect of the enhanced spiritual well-
being generated by the hallucinogen induced
mystical experience. Eric Cassell, the distin-
guished internist who has contributed consider-
ably to the conversation on dying in America and
who has written extensively about the nature of
suffering, medicine, and the compassionate and
ethical treatment of the terminally ill, writes in
his classic article The Nature of Suffering and
The Goals of Medicine, “Transcendence is prob-
ably the most powerful way in which one is
restored to wholeness after an injury to person-
hood. When experienced, transcendence locates
the person in a far larger landscape. The suffering
is not isolated by pain but is brought closer to a
transpersonal source of meaning and to the
human community that shares those meanings.
Such an experience need not involve religion in
any formal sense; however, in its transpersonal
dimension, it is deeply spiritual” [9]. Meaning
and transcendence, Cassell suggests, provide
unique avenues for the amelioration of suffering
at the end of life.

Access to the transpersonal realm has the
potential to alter a terminal cancer patient’s per-
spective  to  their existential  suffering.
Transpersonal psychology “is concerned with the
study of humanity’s highest potential, and with
the recognition, understanding, and realization of
unitive, spiritual, and transcendent states of con-
sciousness” (p.91, [62]). For Aldous Huxley [49],
the British writer who dedicated attention to
comparative spirituality and to the application of
hallucinogens in the dying, the hallucinogen-
induced mystical experience may reveal the indi-
vidual to the “perennial philosophy.” This
philosophia perennis is the philosophical concept
which states that all the world’s religions and phi-
losophies traditions share a single truth. Mystical,
numinous, and peak states of consciousness have
been written about extensively throughout his-
tory by observers and investigators of philoso-
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phy, religion, and consciousness, including Carl
Jung [55], Abraham Maslow [68], Rudolf Otto
[81], William James [52], and Richard Bucke [8],
and appear within the canon of the major reli-
gious and wisdom traditions.

For many cancer patients, the mystical experi-
ence provides a profound ontological shift. This
ontological or paradigm shift in awareness has
the capability to alter and transform a cancer
patient’s assumptions and beliefs regarding the
nature of being, the self, the body, disease, and
death itself. Often, for the patient who has had
this awareness, the body and cancer are experi-
enced as separate (i.e., “I am not my cancer”).
The self-experience or self-image of the patient
may be recalibrated into a broader existential
view where the meaning of cancer and even death
itself may be transformed and may no longer be a
profoundly anxiety-provoking experience as it
was before. The terror of death may be altered as
an individual experiences connection to the
transpersonal realm, to others, to nature itself, or
to the sacred. Often, the patient may experience
consciousness as continuing indefinitely, thereby
dramatically modifying or transforming the con-
cept of death of the self.

The primary characteristics of a mystical
experience, which are summarized in Table 5.1,
appear directly related to the potential for a
reduction in existential and psychospiritual dis-
tress. The potential primary effects or benefits of
mystical or peak consciousness states in cancer

Table 5.1 Phenomenological features of a mystical-type
experience — either naturally occurring or occasioned by a
classic psychedelic

Unity: a core feature, a strong sense of the
interconnectedness of all people and things — All is
one — sometimes a sense of pure consciousness or a
sense all things are alive

Sacredness: reverence, awe, or holiness

Noetic quality: a sense of encountering ultimate reality
Deeply felt positive mood: universal love, joy, peace,
tranquility

Transcendence of time and space: a sense of
timelessness, when past and future collapse into the
present moment — an infinite realm with no space
boundaries

Ineffability: a sense that the experience cannot be
adequately described in words

patients are (1) improved psychological, spiri-
tual, and existential well-being; (2) ability to cog-
nitively or emotionally reframe the impact of
cancer, dying, and death; (3) increased capacity
for appreciation of time living; (4) increased
appreciation and experience of connectedness to
sacredness, nature, relationships, and family; (5)
ability to attend to unfinished business; (6) the
possibility to conceptualize death as “not the
end” but a transition of some manner in continu-
ing consciousness; (7) increased sense of mean-
ing and purpose; and (8) increased acceptance
and peace with death.

Johns Hopkins Studies
of Psilocybin-Occasioned
Mystical-Type Experience

Building on observations made in a study con-
ducted in the early 1960s in seminary students at
Harvard [20, 82], several double-blind studies
conducted at Johns Hopkins [33-36] have dem-
onstrated that under carefully controlled condi-
tions, high doses of psilocybin caused profound
personal and spiritually meaningful experiences
in the majority of healthy, normal participants.
One study [35, 36] involved 36 volunteers who
participated in 2 or 3 day-long sessions during
which they received, on separate sessions, a high
dose of psilocybin (30 mg/70 kg), or a dose of
methylphenidate hydrochloride. The design of
the study effectively obscured to volunteers and
study staff who monitored the sessions exactly
what drug conditions were being tested. A subse-
quent study [34] involved 18 participants who
received, in mixed order, a range of psilocybin
doses (placebo, 5, 10, 20, and 30 mg/70 kg) over
five sessions. In a more recent study [33], 75
healthy volunteers received 2 psilocybin sessions
consisting of either a very low placebo-like psilo-
cybin dose of 1 mg/70 kg (n = 25) or high doses
of psilocybin (20 and 30 mg/70 kg, sequentially,
n = 50). Participants in all three studies had a
mean age of 44 years and were well-educated and
high-functioning. Most participants were halluci-
nogen naive, and those who had past use reported
that the last such use was about 25 years earlier.
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Fig. 5.1 The living room-like session room used in the
Johns Hopkins psilocybin research studies. Comfortable,
aesthetic environments free of unnecessary medical or
research equipment, in combination with careful volun-
teer screening, volunteer preparation, and interpersonal
support from two or more trained monitors, help to mini-
mize the probability of acute psychological distress dur-
ing sessions. The use of eyeshades and headphones
(through which supportive music is played) may contrib-
ute to safety by reducing distractions as well as social
pressure to verbally interact with research personnel.
(Reprinted from Johnson et al. [53])

Study monitors met individually with each par-
ticipant for a total of 8 hours before the first ses-
sion and for 2 hours between sessions to help
develop rapport and trust, which are believed to
minimize the risk of adverse reactions to classic
hallucinogens. The 8-hour drug sessions were
conducted in an aesthetic living room-like envi-
ronment designed specifically for the study
(Fig. 5.1). Two monitors were present throughout
the session. For most of the time during the ses-
sion, participants were encouraged to lie on the
couch and use an eye mask and headphones.
Participants were encouraged to focus their atten-
tion on their inner experiences throughout the
session. Details and rationale for screening, pre-
paring volunteers, and managing sessions and
aftercare were similar to those described by
Johnson et al. [53].

As expected, psilocybin produced increases in
measures previously shown to be sensitive to hal-
lucinogenic drugs, including perceptual changes
(e.g., visual illusions), greater emotionality (e.g.,
increased joy and peacefulness and, less fre-
quently, fear and anxiety), and cognitive changes

Mystical experience items in the
states if consciousness questionnaire

0.8

0.6

Score (mean + SEM)

024 <

0- - T T T 1
0 5 10 20 30

Psilocybin dose (mg/70 kg)

Fig.5.2 Post-session ratings on a questionnaire designed
to assess mystical experience. Psilocybin produced
orderly dose-related increases, with most participants ful-
filling criteria for having had a “complete” mystical expe-
rience. Bars indicate means with brackets showing SEM
(N = 18); asterisks indicate a significant difference from
the placebo (0 mg/70 kg) dose (Data from [34])

(e.g., changes in a sense of meaning, sometimes
suspiciousness). But perhaps the most interesting
effect was that psilocybin produced large
increases on extensively studied, well-validated
questionnaires that were designed to measure
naturally occurring mystical-type experiences as
described by mystics and religious figures world-
wide and throughout the ages, including mea-
sures not previously used to assess changes after
a drug experience. Figure 5.2 shows that psilocy-
bin produced orderly dose-related increases in a
measure of mystical experience obtained at the
end of the session day [34]. “Complete” mystical
experiences were those in which volunteers met a
priori criteria on all six phenomenological dimen-
sions of the mystical experience (Table 5.1). The
percentage of volunteers who fulfilled criteria for
having had a “complete” mystical experience
was an increasing function of dose: 0, 5.6, 11.1,
44.4, and 55.6% at 0, 5, 10, 20, and 30 mg/70 kg,
respectively. Seventy-two percent of volunteers
had “complete” mystical experiences at either or
both the 20 and 30 mg/70 kg session. On retro-
spective questionnaires completed 1 or 2 months
after the psilocybin session and 14 months after
the last session, volunteers reported sustained
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Fig. 5.3 Retrospective ratings of the spiritual signifi-
cance of the psilocybin experience 1 month after sessions.
Bars show percentage of participants (N = 18); asterisks
indicate a significant difference from the placebo
(0 mg/70 kg) dose. Not shown, at 14 months after the last
session, 94% of participants rated the experience during
the 20 and/or 30 mg/70 kg sessions do be among the top 5
most spiritually significant experiences of their lives,
including single most. (Data from [34])

positive changes in attitudes, mood, altruism,
behavior, and life satisfaction. Figure 5.3 shows
that most participants considered the experience
to be among the 5 most spiritually significant
experiences of their lives, including single most.
Participants also endorsed various domains of
change that suggest increased self-efficacy (e.g.,
increased self-confidence and sense of inner
authority) and decreased perceived stress (e.g.,
decreased nervousness, increased inner peace
and ability to tolerate frustration). The more
recent study [33] extended these findings by
showing that more than 60% of 50 healthy par-
ticipants who received two high-dose psilocybin
sessions (20 and 30 mg/70 kg, sequentially) met
criteria for having had a complete mystical-type
experience. At 6-month follow-up, compared to
the low-dose group, participants who received
the higher psilocybin doses showed significant
positive changes in moods and trait measures of
attitudes and behavior. Importantly, in all three
healthy volunteer studies, and similar to the pre-
viously described study in cancer patients [32],
ratings of the volunteers’ behavior by community

observers (friends, family members, colleagues
at work) were consistent with the volunteer self-
ratings, thus indicating that the behavior changes
were real rather than imagined.

A robust observation across a range of studies
has been that the intensity of mystical-type expe-
rience assessed on the day of a psilocybin session
predicts subsequent therapeutic and other desir-
able outcomes. Such effects have been demon-
strated in studies with healthy volunteers [33,
36], cancer patients [32, 94], patients with major
depressive disorder [17], and patients quitting
cigarette smoking [29]. Furthermore, this effect
remains after the participant-rated intensity of
psilocybin effect has been controlled for [32, 33,
36, 94], suggesting that the qualitative features of
the psilocybin experience are critical to the posi-
tive outcomes [111]. Recent analyses of data
from survey studies suggest that both mystical-
type experiences and insightful-type experiences
occasioned by psilocybin increase psychological
flexibility which mediates therapeutic effects
such as decreases in depression [18].

Of further relevance to the use of psilocybin in
palliative treatment of existential anxiety associ-
ated with terminal illness, Griffiths et al. [33, 34]
also showed that the religious subscale of the
Death Transcendence Scale was significantly
increased over screening levels at 6- to 14-month
follow-up. This is notable, because questions on
this scale assess a sense of continuity after death
(i.e., Death is never just an ending but part of a
process; Death is a transition to something even
greater in this life; My death does not end my
personal existence; I believe in life after death;
There is a Force or Power that controls and gives
meaning to both life and death).

Clinical Case Vignette of a Patient
in an Ongoing Psilocybin
Cancer-Anxiety Study

Roy is a 53-year-old white, American-born male.
He is married, has no children, and is a college
graduate. He produces and directs network
television news programs. Roy is a warm, well-
related, highly intelligent man with no psychiat-
ric history or mental status alterations aside from
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existential distress, anxiety, and depressive
affects associated with living with cancer. Both
his parents are deceased, his father of cancer.
Roy’s sister in-law died of cancer. He reports a
fulfilling and very happy relationship with his
wife that was evident when they were together in
the preliminary research meetings. He cited that
one of the primary sources of emotional distress
in contemplating the progression and possibility
of eventually dying of cancer is losing time and a
future with his wife. In August 2007, Roy was
diagnosed with cholangiocarcinoma, a cancer of
the bile ducts involving malignant growths in the
ducts that carries bile from the liver to the small
intestine. In September of that same year, he
underwent a partial Whipple and liver resection.
His gall bladder, major bile ducts, and parts of the
duodenum and pancreas and the right lobe of his
liver were removed. Surgery was followed by
6 months of chemotherapy. In November 2008, a
CT scan showed metastasis to the lungs.

Since February 2009, chemotherapy was
implemented bi-weekly. He reported that this bi-
weekly intensive chemotherapy had been extraor-
dinarily difficult causing extreme fatigue,
cognitive “cloudiness,” pain, overall body aches,
discomfort, and psychological distress. He
required assistance during weeks when chemo-
therapy was administered. He has chemotherapy-
induced neuropathy in the hands and feet. After
3 years of contending with the physical and psy-
chological effects of cancer along with the debili-
tating effects of chemotherapy, Roy had grown
increasingly anxious and depressed at which
point he inquired about the psilocybin research
study at New York University School of Medicine
and Bluestone Center for Clinical Research.

The patient had two research study sessions,
one with psilocybin and the other with placebo.
Both the patient and the study therapists were
blinded to the study drug administration. During
one of the experimental study sessions, presum-
ably the psilocybin session, Roy swallowed the
capsule and sat on the couch listening to soft
classical music and viewing picture books with
images of nature. Two clinical researchers, male
and female, were present throughout the session.
Thirty minutes after taking the capsule, the

patient was encouraged to lie down on a couch
prepared like a bed with sheets, pillows, and
blankets. Throughout the session, it was recom-
mended that the patient wear eyeshades and
headphones. The music played was mostly clas-
sical and instrumental. The room replicates a
warm and nicely furnished living area with paint-
ings, Asian area rug, soft lighting, flowers, books,
and personal items from the patient.

At 2 hours post-ingestion and following a
period of silence, the patient stated “Birth and
death is a lot or work” repeating it twice and
began to cry softly. Five minutes following this,
as if observing or deeply engaged in something
profound, he said, “Oh God, Oh God.” Over the
course of the session, which lasted approximately
6 hours, Roy alternated between crying softly,
smiling, and laughing. For long periods of time,
he lay completely still and silent sometimes utter-
ing short sentences, sometimes with a look of
awe on his face. During a 2-hour period while
lying completely still, he stated, “it’s really so
simple,” “it’s really so simple.” All this occurred
with eyeshades and headphones on and only with
minimal interaction from the therapists.
Statements that Roy made during those 2 hours
which when compared to his written journal and
post-session interviews suggest that he had a
“complete” mystical experience by fulfilling all
of the major criteria for such an experience (see
Table 5.1). He later said to the therapists that,
during this period, he experienced himself as
completely safe — the safest he had ever felt — and
he had an intense experience of maximal love. He
indicated that he experienced existence or con-
sciousness as continuing infinitely and it was all
filled with love, it was love, there was neither
death nor a beginning. He reported that these
insights and experience gave him enormous com-
fort and meaning. He appeared at complete
peace, but as if engaged in an active internal
scene.

Approximately 5 hours after he took the cap-
sule, he sat up as the experience began to wane in
its intensity. He reported the experience was “life
changing,” and he was motivated to live more
fully in the present moment. He repeated that the
message was “so simple, it is love, it’s all about



84

C.S.Grobetal.

the purity of love, energy of love.” He felt as if his
cancer and the prospect of dying lost significance
with this new “knowledge” or awareness. He
stated that he experienced love that was not
describable intensity — “like nothing I’ve experi-
enced here.” At one point during the experience,
he reported, “I went into my lungs and saw two
spots” (referring to the nodules identified by
medical imaging), and said he felt “they were ‘no
big deal’,” that the “cancer is not important, the
important stuff is love.” He continued to discuss
his newfound perspective on cancer that grew
from the experience stating, “cancer is nothing to
fear” and “cancer wasn’t very important.”” He
stated the most important “ingredient” in life is
“the purity and simplicity of love.” His wife
rejoined him in the session room. They hugged
and cried, and the patient stated to her, “It was
amazing, amazing, [ saw, I touched...the face of
God.”

Roy has continued to report and present with
sustained and marked positive changes in atti-
tude, coping, and mood 18 weeks after the ses-
sion. He has characterized this experience as the
most important life experience he has had second
only to his marriage. Despite his cancer and
uncertain future, he remarked, “I am the luckiest
man on earth” and that “my quality of life is dra-
matically improved.” He has begun a meditation
practice since this experience. He stated that “I
experienced infinity that last forever and that is
love” and that this insight and awareness has
stayed with him and shapes his attitude toward
others, his wife, his disease, and the world.
Despite the continuing difficult chemotherapy
schedule and struggling with sickness for days at
a time and additional surgical procedures, he is
coping in a highly effective manner. He still feels
that “the cancer is irrelevant” within the context
of his new awareness, although he remains highly
committed and involved in his medical treat-
ments and decisions. Weeks after the session, he
stated that “this is the best I've felt in years” and
that he felt “the happiest in his life.” While realis-
tic about his diagnosis and prognosis, he remains
committed to cultivating a positive attitude and
has been able to remain emotionally connected to

the imagery and existential insights of the psilo-
cybin research session. In the end, he states that
the overwhelming message was that of “love,
warmth, acceptance” and connection to some-
thing greater, eternal, and sacred. The experience
of transcendence and the cultivation of meaning
appear to be the primary factors contributing to
his insight, to the awareness drawn from the ses-
sion, and to his coping with the existential and
spiritual challenges of cancer.

The following are excerpts from a journal
entry the patient wrote on the evening and in the
days following his experience:

From here on love was the only consideration.
Everything that happened, anything and everything
that was seen or heard centered on love. It was and
is the only purpose. Love seemed to emanate from
a single point of light... It was so pure. The sheer
joy... the bliss was indescribable. And in fact there
are no words to accurately capture my experi-
ence... my state... this place. I know I’ve had no
earthly pleasure that’s ever come close to this feel-
ing... no sensation, no image of beauty, nothing
during my time on earth has felt as pure and joyful
and glorious as the height of this journey...I felt
very warm but pleasantly so...

I was beginning to wonder if man spent too
much time and effort at things unimportant... try-
ing to accomplish so much... when really, it was
all so simple. No matter the subject, it all came
down to the same thing. Love. Earthly matters such
as food, music, architecture, anything, every-
thing... aside from love, seemed silly and trivial. I
was convinced in that moment that I had figured it
all out (or it was figured out for me)... it was right
there in front of me... love... the only thing that
mattered. This was now to be my life’s cause. I
announced, “OK, I get it! You can all punch out
now... our work is done!” But quickly I realized
thatno... our work... our existence... our energy...
is never done... it goes on and on without end.

I thought about my cancer....I took a tour of
my lungs. I could see some things but it was more
a matter of feeling the inside of my lungs. I remem-
ber breathing deeply to help facilitate the “seeing”.
There were nodules but they seemed rather unim-
portant... I was being told (without words) to not
worry about the cancer... it’s minor in the scheme
of things... simply an imperfection of your human-
ity and that the more important matter... the real
work to be done is before you. Again love.

[On the day after the experience]...I felt spectacu-
lar... both physically and mentally! It had been a
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very long time since I'd felt that good... a serene
sense of balance... a level of contentedness, peace
and happiness that lasted all day and into the eve-
ning. Undoubtedly, my life has changed in ways I
may never fully comprehend. But I now have an
understanding... an awareness that goes beyond
intellect... that my life, that every life, and all that
is the universe, equals one thing... love.

Conclusion: Psilocybin Treatment
Implications for Palliative Care
and Psycho-oncology

While living with advanced cancer may for some
patients be a process of depression, despair, and
increased distress, for others it can provide an
opportunity for personal meaning, enhanced
interpersonal relationships, spiritual growth, clar-
ity, and acceptance. Frequently, a life-threatening
cancer triggers a search for meaning and tran-
scendence and an awakening of spirituality. A
growing body of literature now substantiates the
importance and relevance of spiritual well-being
and spirituality in palliative and hospice care. For
many patients, the search for meaning that is fre-
quently triggered by end-of-life stage cancer is a
courageous and difficult journey. Ideally, dying
should be viewed, not as a medical problem, but
as an important and vital part of life experience
with potential for discovery and meaning.
Researchers from several decades ago reported
encouraging results from their early efforts devel-
oping a hallucinogen treatment model with
patients suffering from the psychospiritual dis-
tress and demoralization often associated with
advanced-stage cancer. More recent efforts to re-
explore the judicious application of hallucinogen
treatment with patients struggling with existen-
tial anxiety in the face of a life-threatening cancer
diagnosis have similarly observed significant
amelioration of psychological suffering. While
valuable knowledge can be gleaned from clinical
studies conducted from the 1950s to the early
1970s, it is necessary to conduct modern investi-
gations utilizing state-of-the-art research meth-
odologies in order to definitively establish the
safety and efficacy of this novel treatment. To

date, contemporary studies conducted at three
academic medical centers are producing positive
results. While still preliminary, these encourag-
ing reports will hopefully facilitate the develop-
ment of additional investigations with the
hallucinogen treatment model, particularly in
patient populations refractory to conventional
therapeutic approaches [31].

A unique aspect of utilizing a classic halluci-
nogen (e.g., psilocybin) to treat the severe psy-
chological demoralization and existential anxiety
seen in life-threatening medical illness is its
seeming capacity to facilitate powerful states of
spiritual transcendence that exert in the patient a
profound therapeutic impact with often dramatic
improvements in psychological well-being.
Recently conducted research at Johns Hopkins
University has demonstrated that, under carefully
structured conditions in normal volunteer sub-
jects, induction of such transcendent and mysti-
cal states of consciousness occurs in most
subjects studied. This is a critical advancement in
the field because, for the first time, a specific
treatment has been developed that is able to reli-
ably facilitate the emergence of a transpersonal
level of consciousness that appears to have sig-
nificant therapeutic value. For a patient popula-
tion struggling with often overwhelming levels of
existential anxiety and demoralization, such a
therapeutic intervention may have the capacity to
reinfuse a sense of meaning and purpose into
their lives. The hallucinogen treatment model
therefore offers a novel and potentially valuable
approach for addressing the existential crisis
often observed in cancer patients, with the poten-
tial of significantly improving overall quality of
life and psychospiritual well-being for the time
that remains in their lives.
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Meaning, Spirituality,

and Perceived Growth Across

the Cancer Continuum: A Positive
Psychology Perspective

Crystal L. Park and David Hanna

Cancer Survivorship

Through both public health and public relations
efforts, cancer survivorship has come to denote
the state or process of living after a diagnosis of
cancer, regardless of how long a person lives
(National Cancer Institute [1]). By this defini-
tion, a person is considered to become a cancer
survivor at the point of diagnosis and to remain a
survivor throughout treatment and the rest of his
or her life [1]. The term “survivor” was chosen
with great care by the National Coalition for
Cancer Survivorship to explicitly promote
empowerment of those with cancer [2]. There
are an estimated 18 million cancer survivors in
the United States, representing approximately
5% of the US population [3], and an estimated
14.1 million new survivors per year worldwide
[3]. Many survivors are in longer-term survivor-
ship, as the overall cancer death rate in the
United States has decreased by 20% since the
1990s, leading to an increase in the number of
long-term survivors [3].

The cancer experience from diagnosis through
longer-term survivorship has been described as a
continuum comprising different phases, includ-
ing living with cancer, living through cancer, and
living beyond cancer [4—6]. The demands on sur-
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vivors differ across these phases, leading to dif-
ferent emotional reactions and coping responses.
Further, the roles played by each of the three
positive psychology constructs considered here,
meaning, spirituality, and perceived growth, may
differ across these phases (see Table 6.1).

The first phase, living with cancer, refers to
the time of diagnosis and active treatment. Fear,
anxiety, and pain resulting from both illness and
treatment are common. While in primary treat-
ment, cancer often becomes life’s central focus
not only for the cancer patient but also for his or
her family and friends. Primary treatment may
involve intensive and immediate coping with
medical issues, decision-making, and the many
chaotic emotions that ensue, including fear, hope,
pain, and grief [4, 7].

The second phase, living through cancer,
refers to the time following remission or treat-
ment completion. The transition period from pri-
mary treatment to longer-term survivorship is a
critical time, setting the course of psychological
adjustment for years to come. While a relief in
many ways, this transition is often highly stress-
ful in its own right [8, 9], due in part to reduced
frequency of visits and access to medical provid-
ers, changes in daily routines, adjustment to
treatment-related side effects, and uneasiness
about being on one’s own after having such close
relations with medical providers [8, 9].
Psychologically, survivors are often in a state of
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Table 6.1 The roles of meaning, spirituality, and growth across the cancer continuum

Living with cancer
Diagnosis and active
treatment

Cancer-related
involvement
providers
Cancer and treatment is
life’s central focus

Role of cancer
in one’s life

Living through cancer
Transition from primary treatment and
regular contact with healthcare

Attempts to resume a “new normal”
life; cancer focus reduced. Transition

Living beyond cancer
Longer-term survivorship

Long-term implications of
being a cancer survivor

from patient role can be jarring

Potential roles
of meaning

Sources of meaning as
support

Violations of global
meaning

Spiritual crisis. Turning
toward spirituality for
strength and support
Possibilities of positive
outcomes may provide
hope

Most reports illusory,
function as coping

Potential roles
of spirituality

Potential roles
of growth

watchful waiting, with high fears of recurrence
[9, 10].

The third phase, living beyond cancer, refers
to a time when the “activity of the disease or like-
lihood of its return is sufficiently small that the
cancer can now be considered permanently
arrested” [5, p. 272]. Even after survivors enter
this phase, a sense of vulnerability, fears of recur-
rence, and psychosocial problems related to their
cancer experience are common [11, 12]. However,
longer-term survivorship affords individuals
opportunities to reflect on and embellish their
narratives to include their cancer experience and
to feel they have made some meaning from their
cancer [13]. Being a cancer survivor often
becomes an important aspect of self-identity
[14].

The Meaning-Making Model

The meaning-making model addresses two levels
of meaning, global and situational [15]. Global
meaning refers to individuals’ general orienting
systems. Situational meaning comprises initial
appraisals of a given situation, the processes
through which global and appraised situational
meanings are revised, and the outcomes of these

Reconsideration and reconstitution of
global beliefs and goals

Reconsideration and reconstitution of
spiritual beliefs and goals

Reflection on changes experienced;
identification of positive changes

Cancer as part of one’s life
narrative. Sense of life
meaning often enhanced

Revised spiritual global
meaning

Maintenance of life changes
or return to pre-cancer
baseline

processes. Components of the meaning-making
model are illustrated in Fig. 6.1. In this section,
the elements of this meaning-making model are
briefly described. This model then serves as the
framework to discuss the roles of meaning, spiri-
tuality, and growth in the context of cancer.

Global Meaning

Global meaning consists of the structures through
which people perceive and understand them-
selves and the world, encompassing beliefs,
goals, and subjective feelings of purpose or
meaning in life [15, 16]. Global meaning consists
of cognitive, motivational, and affective compo-
nents, termed, respectively, global beliefs, global
goals, and a sense of meaning or purpose
[17-19].

Global beliefs concerning fairness, justice,
luck, control, predictability, coherence, benevo-
lence, personal vulnerability, and identity com-
prise the core schemas through which people
interpret their experiences of the world [20, 21].
Global goals are individuals’ ideals, states, or
objects toward which they work to be, obtain,
accomplish, or maintain [22, 23]. Common
global goals include relationships, work, health,
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Fig. 6.1 The meaning-making model in the context of cancer

wealth, knowledge, and achievement [24].
Subjective feelings of meaning refer to a sense of
“meaningfulness” or purpose in life [19, 25].
This sense of meaningfulness comes from seeing
one’s life as containing those goals that one val-
ues as well as feeling one is making adequate
progress toward important future goals [25, 26].
Together, global beliefs and goals, and the resul-
tant sense of life meaning, form individuals’
meaning systems, the lens through which they
interpret, evaluate, and respond to their
experiences.

Situational Meaning: The Meaning
of Potentially Stressful Encounters

Meaning is an important part of everyday life
[27], informing people’s ways of understanding
and functioning, although such influences are
typically subtle and unnoticed. However, con-
frontations with highly stressful experiences such
as serious illness bring meaning to the fore [28,
29]. People assign meanings to, or appraise,
potentially stressful situations [30]. These
appraised meanings are to some extent deter-
mined by the specifics of the particular situation,
but are also largely informed by individuals’
global meaning.

Stress as Discrepancy Between
Global and Situational Meaning

The meaning-making model is based on the
notion that stress occurs when people perceive
discrepancies between their global meaning (i.e.,
what they believe and desire) and their appraised
meaning of a particular situation [17, 18]. This
discrepancy-related stress motivates individuals
to resolve their problems and dissipate the resul-
tant negative emotions [31]. Confrontation with a
severe stressor is thought to have the potential to
violate or even shatter global meaning systems
(i.e., individuals’ global beliefs about the world
and themselves and their overarching goals).
Such violations or discrepancies are thought to
initiate individuals’ cognitive and emotional pro-
cessing—“meaning-making” efforts—to rebuild
their meaning systems. Meaning-making involves
efforts to understand and conceptualize a stressor
in a way more consistent with their global mean-
ing and to incorporate that understanding into
their larger system of global meaning through
assimilation and accommodation processes [15].

Resolving stressful events entails reducing
discrepancies between appraised meanings and
global meanings [32-34]. Discrepancies can be
reduced in many ways, and, to this end, people
engage in many types of coping (e.g., [13, 35]).
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People may engage in problem-focused coping,
taking direct actions to reduce the discrepancy by
changing the conditions that create or maintain
the problem. When encountering stress, individu-
als can also engage in emotion-focused coping,
much of which is targeted at directly alleviating
distress, albeit temporarily, by disengaging men-
tally or behaviorally (e.g., focusing on some dis-
traction). Emotion-focused coping, by definition,
does not reduce discrepancies, which may be
why it is generally associated with higher levels
of distress [36].

Stressful situations vary in the extent to which
they are amenable to problem-focused coping,
such as planning and actively focusing on chang-
ing the problematic situation (e.g., [37, 38]).
Problem-focused coping is generally considered
the most adaptive type of coping [36], but low-
control situations such as trauma, loss, and seri-
ous illness are not amenable to direct repair or
problem-solving. In such low-control situations,
meaning-making coping is particularly relevant
and potentially more adaptive [39]. Meaning-
making refers to approach-oriented intrapsychic
efforts to reduce discrepancies between appraised
and global meaning. Meaning-focused coping
aims to reduce discrepancy either by changing
the very meaning of the stressor itself (appraised
meaning) or by changing one’s global beliefs and
goals; either way, meaning-focused coping aims
to improve the fit between the appraised meaning
of the stressor and global meaning.

Following highly stressful events, individuals’
meaning-making processes typically involve
searching for some more favorable or consistent
understanding of the event and its implications
for their beliefs about themselves and their lives.
Meaning-making may also entail reconsidering
global beliefs and revising goals (see [40]) and
questioning or revising their sense of meaning in
life [25].

This rebuilding process is assumed to lead to
better adjustment, particularly if adequate mean-
ing is found or created (for reviews, see [17, 41,
42]). However, protracted attempts to assimilate
or accommodate may devolve into maladaptive

rumination over time if satisfactory meanings
cannot be constructed [43]. That is, meaning-
making is helpful to the extent that it produces a
satisfactory product (i.e., meaning made) [17].

Meanings Made

The products that result from meaning-making,
termed meanings made, involve changes in global
or situational meaning, such as revised identity,
growth, or reappraised situational or global
meaning. The outcomes of the meaning-making
process involve changes in global or situational
meaning. As illustrated in Fig. 6.1, individuals
may make many different types of meaning
through their meaning-making processes. Among
these are a sense of having “made sense” (e.g.,
[44]), a sense of acceptance (e.g., [45]), causal
understanding (e.g., [20]), transformed identity
that integrates the stressful experience into one’s
identity [46], reappraised or transformed mean-
ing of the stressor (e.g., [35]), changed global
beliefs (e.g., [47]), changed global goals (e.g.,
[48]), a revised or reconstituted sense of meaning
in life (e.g., [20]), and perceptions of growth or
positive life changes [31].

Meaning in the Context of Cancer

Both global and situational meanings influence
the processes of coping with cancer across the
continuum from diagnosis through treatment and
longer-term survivorship. Further, these influ-
ences may vary across this continuum (see
Table 6.1). A diagnosis of cancer can shatter
aspects of a patient’s extant global meaning. For
example, most people hold views of the world as
benign, predictable, and fair and their own lives
as safe and controllable [33, 49]. A cancer diag-
nosis is typically experienced as being at extreme
odds with such beliefs (e.g., [50]), setting in
motion processes of distress and meaning-
making that ultimately lead to changes in survi-
vors’ situational and global meaning.
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Appraised Meaning of Cancer

People appraise the meaning of their cancer diag-
nosis based on the information they receive from
their healthcare providers and other sources
along with their own understanding of the disease
of “cancer” (e.g., time course, severity) [51],
their appraisals of their ability to manage the ill-
ness and its anticipated impact on their future
[51], and their general sense of control over their
life [52, 53]. Research indicates that the meanings
that survivors assign to their cancer experience
predict not only their coping and subsequent
adjustment but also their treatment-related deci-
sions and their well-being (e.g., [54]). For exam-
ple, a study of advanced-stage survivors found
that those who appraised their cancer positively
and with greater optimism had lower levels of
mood disturbance, while those who appraised
their cancer more negatively and with less opti-
mism had higher levels of mood disturbance [55].
Similarly, a study of survivors of a variety of
advanced cancers found that threat appraisals
were related to higher levels of distress [56].

Applying Lipowski’s [57] taxonomy of illness
appraisals in a large sample of breast cancer sur-
vivors, Degner et al. [58] found that shortly after
diagnosis, most survivors appraised their cancer
as a “challenge” (57.4%) or as having “value”
(27.6%); few appraised their cancer as “enemy”
(7.8%), “irreparable loss” (3.9%), or “punish-
ment” (0.6%). These appraisals were mostly
unchanged 3 years later, and survivors who had
initially appraised their cancer as a challenge or
as having value reported less anxiety at follow-
up. Cross-sectionally, at follow-up, women who
appraised the cancer negatively (i.e., “enemy,”’
“loss,” or “punishment”) had higher levels of
depression and anxiety and poorer quality of life
than women who appraised their cancer in more
positive ways. Similar findings were reported by
Gilbert et al. [59].

Control appraisals have also been linked to
survivors’ well-being. For example, in the above-
mentioned study of survivors of various cancers
[56], appraised uncontrollability of the cancer
and low levels of self-efficacy were related to
higher levels of distress, although appraised self-

controllability of the cancer was unrelated to dis-
tress. Similarly, a study of mothers diagnosed
with cancer found that women’s appraised lack of
control over their illness was strongly associated
with their psychological distress due to feeling
that they could no longer fulfill their roles as
mothers [60]. Some research has shown that
appraisals are also related to physical health. In
studies of colorectal [61] and prostate [62] cancer
survivors, having a belief that nothing could cure
most cancer was related to all-cause mortality
15 years later, controlling for many confounding
factors. The authors speculated that these associ-
ations may be due to less engagement in health-
protective  behaviors, lower adherence to
recommended medical protocols, or more lax
monitoring of disease recurrence.

Attributions for the cancer are another type of
appraisal survivors make [63]. Attributions
involve assigning a cause to the cancer; such
attributions may change over time through
meaning-making processes. When attributions
are derived not through a fairly quick and auto-
matic process but through cognitive processing
over time, they may be more accurately viewed
as reattributions, a product of meaning-making
[17]. Unfortunately, virtually no studies have dif-
ferentiated attributions from reattributions or
examined processes of timing and change.
Further, most studies assessed attributions long
after the initial diagnosis of cancer was made.
Thus, survivors in most existing research are
reporting on their reattributions rather than their
initial understanding of their cancer. Therefore,
the majority of research on cancer attributions is
reviewed in the subsequent section on meanings
made.

Here, we simply note that different types of
cancer may elicit different types of causal attribu-
tions, which may be evidenced in initial apprais-
als. For example, Costanzo and her colleagues
[64] speculated that because of the lack of infor-
mation on environmental or behavioral causes of
gynecological cancer, women with gynecological
cancers were less likely to attribute their cancer
to specific causes and more likely to attribute
their cancer to chance or God’s will. In that study
of gynecological cancer survivors, God’s will
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was mentioned as a factor contributing to the
development of cancer by 39% of the sample,
ranking third only behind genetics/heredity and
stress. Further, in the factors perceived to prevent
a cancer recurrence, prayer was mentioned by
90% of the sample, ranking third only behind
medical checkups and a positive attitude. God’s
will, assessed as a separate factor, was mentioned
by 69% of the sample.

Cancer as Violation of Global
Meaning

Receiving a diagnosis of cancer can violate
important global beliefs such as the fairness,
benevolence, and predictability of the world as
well as one’s sense of invulnerability and per-
sonal control [10, 65, 66]. Further, having cancer
almost invariably violates individuals’ goals for
their current lives and their plans for the future
[67, 68].

According to the meaning-making model, the
extent to which having cancer is perceived as
inconsistent with global beliefs such as those
regarding identity (e.g., I live a healthy life style)
and health (e.g., living a healthy lifestyle protects
people from illness) and global goals (e.g., desire
to live a long time with robust health and without
disability) determines the extent to which the
diagnosis is distressing [67, 68]. Different types
of cancer and the specifics of an individual’s ill-
ness (e.g., prognosis, treatment) likely influence
the situational meaning given and the extent of
discrepancy with global meaning (e.g., [65]).

Several studies of cancer survivors have exam-
ined how global meaning violations may arise
from having cancer. For example, a longitudinal
study found that colorectal cancer patients
appraised their cancer as highly discrepant with
their goals; decreases in discrepancies over time
related to lower distress [68]. A longitudinal
study of survivors of various cancers found that
the extent to which the cancer was appraised as
violating their beliefs in a just world was inversely
related to their psychological well-being across
the year of the study [13]. A study of Chinese
patients with a variety of different cancers found

that meaning-making that related to subsequent
changes in situational and global meaning was
associated with less depression and anxiety [65].
Similarly, two studies that did not directly mea-
sure appraisals of violation but that likely reflects
those found women diagnosed with breast cancer
reported low levels of perceived control over
their lives; findings were especially strong for
breast cancer survivors who had received chemo-
therapy [69, 70]. These links between discrep-
ancy of appraised and global meaning with
adjustment in cancer survivorship have seldom
been directly examined, and much remains to be
learned about perceptions of belief and goal
violation.

Making Meaning from the Cancer
Experience

Researchers have posited that meaning-making
efforts are essential to adjustment to cancer by
either helping survivors assimilate the cancer
experience into their pre-cancer global meaning
or helping them to change their global meaning
to accommodate it [66]. Many researchers have
proposed, therefore, that meaning-making is crit-
ical to successfully navigate these changes [29,
66, 71, 72]. Indeed, it is hard to imagine that sur-
vivors could come through a cancer experience
without some reconsideration of their lives vis-a-
vis cancer [29, 71, 73, 74]. However, some
researchers have suggested that survivors some-
times simply accept their cancer experience or,
once it has ended, have little need to think or
reflect on it [75, 76].

According to the meaning-making model,
meaning-making following cancer involves sur-
vivors’ attempts to integrate their understanding
(appraisal) of the cancer together with their
global meaning to reduce the discrepancy
between them [15, 77]. Yet to assess meaning-
making, many studies have employed overly
simple questions, such as “How often have you
found yourself searching to make sense of your
illness?” and “How often have you found your-
self wondering why you got cancer or asking,
‘Why Me?”” (e.g., [78]).
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Such assessments do not adequately measure
meaning-making [17]. Survivors’ meaning-
making processes involve deliberate coping
efforts, such as reappraising the event, reconsid-
ering their global beliefs and goals, and searching
for some understanding of the cancer and its
implications for themselves and their lives (e.g.,
[66, 79]). In addition, meaning-making processes
apparently often occur beneath the level of aware-
ness or without conscious efforts (e.g., in the
form of intrusive thoughts; [32, 66]).

In addition, although meaning-making is pre-
sumed to be adaptive [17, 66], many studies have
found that survivors’ searching for meaning is
typically related to poorer adjustment (e.g., [78,
80, 81]). For example, a study of breast cancer
survivors completing treatment found that posi-
tive reinterpretation, attempting to see the cancer
in a more positive light or find benefits in it, was
unrelated to adjustment, while emotional pro-
cessing, attempting to understand the reasons
underlying one’s feelings, was actually associ-
ated with subsequently higher levels of distress
[17]. A cross-sectional study of long-term breast
cancer survivors found that searching for mean-
ing was related to poorer adjustment [74], and a
study of prostate cancer survivors shortly after
treatment found that meaning-making efforts
were related to higher levels of distress both con-
currently and 3 months later [78].

Such findings are not inconsistent with the
meaning-making model, however, because these
studies not only failed to adequately assess
meaning-making, but they also failed to compre-
hensively examine all of the components of the
model, such as belief and goal violation. Further,
many were conducted cross-sectionally, although
longitudinal assessments of appraised meanings
and discrepancies between situational and global
meaning and examination of change in them over
substantial periods of time are necessary to truly
capture this assimilation/accommodation
process.

In addition, the meaning-making model pro-
poses that meaning-making per se is not neces-
sarily adaptive and, in fact, may be
indistinguishable from rumination, without atten-
tion to whether meaning has actually been made.

Few studies have distinguished between adaptive
meaning-making and maladaptive rumination;
this lack of discrimination may account for the
lack of more consistently favorable effects of
meaning-making [13, 43]. According to the
meaning-making model, when cancer survivors
search for meaning, either through deliberate
efforts or through more automatic processes, and
achieve a reintegration of their cancer experience
and their global meaning, they experience less
distress and engage in less subsequent meaning-
making [13]. However, when meaning-making
efforts fail, the cancer experience may remain
highly distressing. Unable to assimilate their can-
cer experience into their belief system or accom-
modate their previously held beliefs to account
for their experience, survivors may experience a
loss of personal or spiritual meaning, existential
isolation, and apathy [10] and may persist in
meaning-making efforts even years afterward
(e.g., [74]), accounting for the positive relation-
ship between searching for meaning and
distress.

To date, few studies of cancer survivorship
have assessed both the search for and the finding
of meaning and tested their combined effects on
adjustment in survivors. A study of breast cancer
survivors in the first 18 months post-diagnosis
found that women who never searched for mean-
ing and those who searched and found meaning
did not differ on negative affect, but both groups
had less negative affect than women who were
searching but had not found meaning over time
[81]. Further, the abovementioned study of
younger adult survivors of various cancers
assessed meaning-making (as positive reap-
praisal) and meanings made (perceived growth,
reduced discrepancies with global meaning).
Results indicated that positive reappraisal led to
increases in perceived growth and life meaning,
which was related to reduced violations of a just
world belief. This process was related to better
psychological adjustment [13].

An intriguing but largely overlooked aspect of
meaning-making in cancer survivorship is that
meaning-making efforts may have different
effects on well-being at different points along the
survivorship continuum. For example, some
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researchers have proposed that during primary
treatment, when patients are dealing with the
impact of the diagnosis and making treatment
decisions, effective coping may be more problem-
focused, dealing with the immediate demands of
the crisis, while meaning-making may be espe-
cially important during the transition to longer-
term survivorship [10]. The transition to
longer-term survivorship, as survivors return to
their everyday postprimary treatment lives, may
allow more time and energy for more reflective
approaches to longer-term psychosocial and exis-
tential issues and may change the effects of such
processing [74, 82].

Meaning Made from the Cancer
Experience

People are thought to make meaning of stressful
experiences primarily by changing the meaning
of those experiences (i.e., their situational mean-
ing), but sometimes violations of global meaning
are too great to be assimilated, and people must
turn to processes of accommodation, which pro-
duce shifts in global meaning [20]. Researchers
have identified a number of products of meaning-
making in cancer survivorship. The global mean-
ing change most studied among cancer survivors
is that of perceived stress-related growth, the
positive changes people report experiencing as
the result of stressful encounters [31]; perceived
growth is so widely studied that it warrants its
own section below. In addition, researchers have
identified other psychological phenomena that
may be conceptualized as outcomes or products
of the search for meaning in cancer survivors.
Among these are understanding regarding the
cancer’s occurrence (usually assessed as reattri-
butions) and the integration of cancer and survi-
vorship into one’s identity [46].

Causal understanding of cancer. As noted
above, many studies have focused on the attribu-
tions cancer survivors make; because these stud-
ies are usually conducted long after the diagnosis,
survivors’ reported attributions likely reflect
considerable meaning-making. Research with
cancer survivors has indicated that most survi-

vors have ideas or explanations regarding the
cause of their cancer (e.g., [63]). However, sim-
ply possessing an explanation does not necessar-
ily reflect adequate meaning; in fact, many
causal attributions are associated with greater
distress (e.g., [64, 83]). Instead, the specific
cause referred to determines an attribution’s
ability to establish meaning and thus its relations
with adjustment. For example, one literature
review on attributions made by breast cancer
survivors concluded that attributions to predict-
able and controllable causes such as pollution,
stress, or lifestyle factors such as smoking were
associated with better adjustment [84]. However,
feeling that one caused one’s own cancer (self-
blame) has consistently been shown to be nega-
tively associated with adjustment among cancer
survivors (e.g., [85]).

The link between having made meaning by
identifying causes of the cancer and adjustment
is therefore more complicated than it might first
appear. This notion is illustrated in the above-
mentioned study of women with gynecological
cancers [64], in which most attributions (e.g.,
genetics/heredity, stress, hormones, and environ-
mental factors) were related to elevated levels of
anxiety and depression. However, survivors who
attributed their cancer to potentially controllable
causes were more likely to be practicing healthy
behaviors. Similarly, women citing health behav-
iors as important in preventing recurrence
reported greater anxiety, but were also more
likely to practice positive health behaviors.
Further, health behavior attributions interacted
with health practices in predicting distress. For
example, among women who had not made posi-
tive dietary changes, appraising lifestyle as
important in preventing recurrence was associ-
ated with greater distress, whereas for those who
had made a positive change in diet, lifestyle attri-
butions were associated with less distress. Thus,
it appears that behaviors consistent with attribu-
tions can be effective in reducing discrepancies in
meaning and therefore related to better
adjustment.

Integration of cancer and survivorship into
one’s life narrative and identity. Another poten-
tially important outcome of meaning-making
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involves the integration of the experience of can-
cer into survivors’ ongoing life story and sense of
self [86]. Surviving cancer has been described as
a process of identity reconstruction through
which survivors integrate the cancer experience
into their self-concept, developing a sense of
“living through and beyond cancer” [87, 88]. The
extent to which having cancer becomes interwo-
ven with other experiences in survivors’ narra-
tives may reflect successful making of meaning,
having come to terms with the cancer. Such nar-
rative integration is widely viewed as an important
aspect of recovery (e.g., [66]) and is being used
in interventions with cancer survivors (e.g., [89]).
However, further quantitative research regarding
the cancer recovery process in terms of narrative
reconstruction is needed before firm conclusions
can be drawn.

A few studies have examined the extent to
which cancer survivors embrace labels that refer
to their cancer status and how that identification
relates to their well-being. An early study by
Deimling and his colleagues [88] examined
cancer-related identities in a sample of older,
long-term survivors of a variety of cancers. Asked
whether they identified themselves as survivors
(yes or no), 90% answered affirmatively. Other
labels were endorsed less frequently: 60% identi-
fied as ex-patients, 30% as victims, and 20% as
patients. However, considering oneself a victim
or a survivor was unrelated to aspects of adjust-
ment, such as mastery, self-esteem, anxiety,
depression, or hostility. It should be noted that
this study was conducted prior to the mid-1990s,
when the term “survivor” began to be actively
promoted [2]. A more recent study of long-term
survivors of colon, breast, or prostate cancer by
the same group of researchers using the same
measurement strategy found that 86% of the sam-
ple identified as a “cancer survivor,” 13% saw
themselves as a “patient,” and 13% identified as
“victim” [90].

Several other studies have addressed post-
cancer identities. Asked which term best
described them, over half of a sample of longer-
term prostate cancer survivors chose “someone
who has had cancer,” and a quarter chose “survi-
vor,” with smaller numbers choosing “patient” or

“victim” [75]. Only identifying as a survivor was
related to having more positive affect, and no
identity was related to negative affect. Finally, in
a study of younger adult cancer survivors asked
about their post-cancer identities, 83% endorsed
“survivor” identity, 81% the identity of “person
who has had cancer,” 58% “patient,” and 18%
“victim” (all at least ‘“somewhat”) [14].
Endorsements of these four identities were mini-
mally correlated with one another. Those who
more strongly endorsed “survivor” and “person
who has had cancer” identities were more
involved in many cancer-related activities, such
as wearing cancer-related items and talking about
prevention, and survivor identity correlated with
better psychological well-being and victim iden-
tity with poorer well-being [14]. The timing of
adopting the survivor identity may matter too. A
review found that earlier adoption of survivor
identity was associated with higher levels of self-
esteem and lower levels of anxiety and depres-
sion [86]. This review also found that identifying
as a survivor was associated with higher levels of
perceived posttraumatic growth, lower threat
appraisal, and higher life satisfaction, while the
victim identity was associated with intrusive
thoughts, lower life satisfaction, and higher lev-
els of hostility [86].

Spirituality and Cancer
Survivorship

The proliferating literature on spirituality in can-
cer survivorship provides strong evidence that
spirituality typically plays myriad roles in the
lives of those with cancer (for reviews, see [91—
941]). Spirituality is often pervasively involved in
survivors’ global and situational meaning, includ-
ing their making meaning of the cancer, across
the phases of survivorship [95]. Because the pres-
ent chapter focuses specifically on cancer survi-
vorship, information on how religiousness and
spirituality are more generally involved in global
meaning is not reviewed here; readers are referred
to Park [47]. This section specifically focuses on
meaning in the situational context of cancer
survivorship.
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Spirituality and Appraised Meaning
of Cancer

At diagnosis, individuals’ pre-cancer spirituality
may influence the situational meaning they assign
to their cancer, including its appraised meaning
and the extent to which their global meaning is
violated by that appraisal. Some studies have
found that global religious beliefs are related to
the ways that cancer patients approach their
illness. For example, a study of patients in treat-
ment for a variety of cancers found that although
religious beliefs (e.g., “I believe that God will not
give me a burden I cannot carry”) were not
directly related to psychological adjustment,
those with higher religious beliefs had a higher
sense of efficacy in coping with their cancer,
which was related to higher levels of well-being
[96]. Another study found that men diagnosed
with prostate cancer who viewed God as benevo-
lent and involved in their lives appraised their
cancer as more of a challenge and an opportunity
to grow [67].

Religious beliefs about God’s role in suffer-
ing, also known as theodicies, may also play an
important role in how patients deal with their
cancer. One study identified five types of theod-
icy beliefs: that their suffering is God’s punish-
ment for sinful behavior, that they will become a
better person as a consequence of their suffering,
that a reward for suffering will come in Heaven,
that God has a reason for suffering that cannot be
explained, and that by suffering with illness, one
shares in the suffering of Christ [97]. One quali-
tative study examined different theodicies and
presence of spiritual struggles in Evangelical
Christians diagnosed with cancer. Results indi-
cated that spiritual struggles, especially “anger at
God,” was associated with higher levels of dis-
tress. Furthermore, addressing and resolving the
spiritual struggle led to lower levels of distress
[98]. More research is needed to determine the
relationship between different theodicies and
coping with and adjustment to cancer.

Studies assessing associations of religious
causal attributions and control appraisals with
well-being in cancer survivors have produced
mixed results. In a sample of young to middle-

aged adult survivors of various cancers receiving
chemotherapy, appraisals that God was in control
of the cancer and that the cancer was due to
chance were related to higher self-esteem and
lower distress regarding the cancer, and control
attributions to self and religion were positively
correlated with positive aspects of adjustment
[99], and another study focusing more specifi-
cally on different types of religious attributions in
a sample of breast cancer survivors found that
attributing the cancer to an angry or punishing
God was related to more anger at God and poorer
psychological adjustment [100]. However, in a
sample of prostate cancer survivors, causal attri-
butions to God, regardless of their negative
(God’s anger) or positive (God’s love) nature,
were related to poorer quality of life. In addition,
prostate cancer survivors who reported having a
more benevolent relationship with God reported
perceiving less control over their health [67].
Attributions of the cancer to God’s will in the
abovementioned study of gynecological cancer
survivors were related to worry about recurrence,
but not to anxiety or depressive symptoms [64].

Spirituality and Meaning-Making
from the Cancer Experience

Meaning-making often involves spiritual meth-
ods. For example, people can redefine their can-
cer experience as an opportunity for spiritual
growth or as a punishment from God or may
reappraise whether God has control of their lives
or even whether God exists [101]. Researchers
typically assess religious meaning-making with
subscales from the RCOPE measure [102], which
includes a benevolent religious reappraisal sub-
scale (sample item: “saw my situation as part of
God’s plan”) as a component of a broader “posi-
tive religious coping” factor and a punishing God
reappraisal subscale (sample item: “decided that
God was punishing me for my sins”) as a compo-
nent of a broader “negative religious coping”
factor.

Studies of people dealing with cancer have
generally indicated that positive religious coping
is weakly and inconsistently related to adjust-
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ment and well-being in cancer survivorship [91,
93]. In contrast, negative religious coping,
although less frequently used, tends to be strongly
and consistently associated with poorer adjust-
ment and quality of life (e.g., [103, 104]).
However, studies of coping with cancer have not
separated out the religious meaning-focused cop-
ing subscales from other types of positive or neg-
ative religious coping nor examined the resultant
meanings made through processes  of
meaning-making.

Further, different types of spiritual and reli-
gious coping efforts may differentially relate to
well-being depending on the particular phase of
the continuum under study. For example, one
study suggested that during the diagnostic phase,
private spirituality may be particularly relevant
[105]. However, few studies have examined spiri-
tuality and meaning-making across phases. One
important exception, a prospective study of breast
cancer patients from pre-diagnosis to 12 months
post-diagnosis, found that the use of different
religious coping strategies changed over time and
that during particularly high stress points such as
presurgery, religious coping strategies that pro-
vided comfort, such as active surrender of control
to God, were highest, while religious coping pro-
cesses reflecting meaning-making remained ele-
vated or increased over time [106].

Spiritual Meanings Made
from the Cancer Experience

Through the meaning-making process, survivors
often make changes in how they understand their
cancer (changed appraised meaning). They may
also make changes in their global beliefs and
goals. These changes often have a religious
aspect. For example, through meaning-making,
survivors may revise their initial understanding
of their cancer; these reappraised meanings may
be of a religious nature. Summarizing findings
from a qualitative study of breast cancer survi-
vors, Gall and Bilodeau [107] noted, “Breast can-
cer patients are turning to a higher power in a
search for emotional support and comfort at a
time when they may not feel in control of their

illness and related treatment demands. Women
with breast cancer are faced with a greater need
to make sense of their situation and to situate
their illness within a larger context (e.g., seeing it
as part of God’s plan)” (p. 112). At this point,
little quantitative research on reappraised reli-
gious meanings in the context of cancer has been
conducted.

Changes in global religious or spiritual mean-
ing in cancer survivorship are also common [98].
Bourdon and her colleagues found melanoma
cancer patients reported having become more
spiritual and developed a stronger sense of the
sacred directing their lives; however, survivors
also reported believing less strongly in their faith
or feeling spiritually lost because of their cancer
[108]. Interestingly, these two directions of per-
ceived change were uncorrelated in a sample of
survivors of a variety of cancers, although posi-
tive spiritual transformations were related to
higher levels of emotional well-being and quality
of life, while negative spiritual transformations
were inversely related to well-being and quality
of life [109]. Such changes in spirituality are usu-
ally studied as part of the broader phenomenon of
perceived stress-related growth, discussed in the
following section.

Perceived Stress-Related Growth
and Cancer

Perceived stress-related growth, the positive
life changes that people report experiencing
following stressful events, has garnered increas-
ing research interest in recent years (see [110,
111], for reviews in the context of cancer).
Myriad studies of survivors of many types of
cancer have established that a majority report
experiencing stress-related growth as a result of
their experience with cancer [111]. Reported
positive changes may occur in one’s social rela-
tionships (e.g., becoming closer to family or
friends), personal resources (e.g., developing
patience or persistence), life philosophies (e.g.,
rethinking one’s priorities), spirituality (e.g.,
feeling closer to God), coping skills (e.g., learn-
ing better ways to handle problems or manage
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emotions), and health behaviors or lifestyles
(e.g., lessening stress and taking better care of
one’s self) [111].

Stress-related growth has also been referred to
as “posttraumatic growth,” “perceived benefits,”
“adversarial growth,” and “benefit-finding”
[110]. Perceptions of growth are thought to arise
as people attempt to make meaning of their can-
cer experience, seeking to understand their cancer
and its implications for their lives within the
framework of their previous global meaning sys-
tem or coming to grips with it by transforming
their understanding of the world and themselves
to enable the integration of the cancer experience
into their global meaning system [110, 112].

Stress-related growth is a subjective phenom-
enon; that is, it reflects a survivor’s perceptions of
change rather than directly reflecting objective
change. This subjective nature creates one of the
controversies surrounding stress-related growth:
Is it “real” or illusory [113]? Research from other
areas of psychology suggests a substantial gap
between perceptions of positive change and mea-
sured change [114], which has also been demon-
strated in the few studies that have compared
self-reported and actual growth [115, 116].

Some researchers have suggested that stress-
related growth may be either an effort to cope
(i.e., a form of meaning-making) or an actual out-
come of coping (i.e., a form of meaning made),
depending on the specifics of the person and the
point at which he or she is in the cancer contin-
uum and meaning-making process [110]. For
example, a cancer patient experiencing distress
who is struggling to deal with difficult treatments
may search for some more benign way to under-
stand the experience, voicing how in some ways
this experience is a good one because of the posi-
tive changes he or she is experiencing. Another
may look back at his or her cancer experience
from the vantage of posttreatment and identify
ways that the experience has favorably changed
him or her. The former may be more suspect as
an actual meaning made, while the latter may
more accurately reflect meaning made from the
experience. However, more research is needed to
determine the conditions under which reported
growth reflects meaning-making versus meaning

made. One study examining growth in survivors
from presurgery to 1 year later found that growth
was unrelated to well-being at any point cross-
sectionally, but increases in growth over time
were related to higher levels of well-being [117],
suggesting that “real” or adaptive growth may
occur only over time.

Another controversial issue regarding stress-
related growth is its relationship with indices of
well-being. Although some have argued that per-
ceptions of growth constitute a positive outcome
in and of themselves (e.g., [118]), most research-
ers have endeavored to ascertain relations
between perceptions of stress-related growth and
indices of well-being. Although extensive
research has been conducted on this topic, results
are inconclusive. Cancer survivors’ reports of
growth following their cancer experience are
sometimes (e.g., [119]), but not always (e.g.,
[120-122]), related to better psychological
adjustment. Many studies on this topic fail to
control for potential confounds such as opti-
mism, positive affectivity, or neuroticism, which
may account for some of the inconsistency. Also
drawing skepticism regarding the relevance of
stress-related growth for adjustment are the
emerging findings that survivors’ reports of neg-
ative changes wrought by the cancer appear to be
much more potent predictors of well-being than
do reported positive changes [123].

Positive Psychology
and Interventions with Cancer
Survivors

Along with the increasing recognition of the
importance of meaning-making in the lives of
cancer survivors has come the development of
meaning-based psychosocial interventions for
those with cancer. Some of these interventions
are existential in nature, focusing on broader
issues of meaning in life (see [124, 125] for a
review). For example, Winger and his colleagues
[126] developed a palliative care therapy for
those with cancer, aiming to identify and enhance
sources of meaning and patients’ sense of pur-
pose as they approach end of life.
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Other interventions more explicitly target pro-
cesses of meaning-making. For example, Lee and
her colleagues developed a brief, manualized
intervention, the Meaning-Making intervention
(MMi), designed to explicitly promote survivors’
exploration of existential issues and their cancer
experiences through the use of meaning-making
coping strategies [127]. Cancer survivors receive
up to four sessions in which they explore their
cognitive appraisals of and emotional responses
to their cancer experience within the context of
their previous experiences and future goals. In
several pilot studies, participants in the experi-
mental group reported higher levels of self-
esteem, optimism, and self-efficacy [125] and
meaning in life [127], demonstrating preliminary
effectiveness of a therapy that explicitly pro-
motes meaning-making. Interventions specifi-
cally focusing on spirituality in survivorship have
also been developed (e.g., [128]) although little
empirical evaluation of such interventions is yet
available.

Chan et al. [129] noted that while meaning-
based interventions are proliferating, “there is a
lack of a corresponding body of controlled out-
come studies, without which we cannot answer
two central questions: (1) Can meaning-making
interventions facilitate or catalyze the meaning
construction process? (2) How much (if any)
improvement of the psychosocial well-being of
patients is attributable to the catalyzed meaning
construction process?” (p. 844). An important
challenge for interventionists is conducting well-
designed outcome studies evaluating meaning-
making interventions in terms of not only their
effects but also the mechanisms bringing about
those effects.

Noting that some interventions focused on
broader issues of stress management have dem-
onstrated that stress-related growth is often a by-
product of those interventions (e.g., [125]), some
researchers have advocated for interventions that
explicitly promote stress-related growth (e.g.,
[130]). However, given the lack of correspon-
dence between perceived growth and other indi-
ces of adjustment, such efforts to promote these
perceptions of growth appear to be premature and
potentially misguided.

Future Research in Positive
Psychology and Cancer
Survivorship

As this chapter makes clear, much remains to be
learned about cancer survivors’ meaning-mak-
ing processes, spirituality, and stress-related
growth. The present review is based on the
meaning-making model, which provides a useful
framework for examining many different phe-
nomena relevant to survivors’ psychological
adjustment. To date, the literature on meaning-
making does not provide strong support for
meaning-making processes as requisite for psy-
chological adjustment in cancer survivorship.
However, as noted earlier, extant studies have
not adequately tested the model. An adequate
test of this model awaits studies that thoroughly
assess the range of meaning-making efforts, both
deliberate and automatic, and whether there are
any meanings made (e.g., adaptive changes)
resulting from efforts at meaning-making. To
date, no study of cancer survivors has fully
assessed the components of the meaning-making
process, and much remains to be learned about
meaning and meaning-making in cancer survi-
vorship. Such studies will need to attend closely
to the specific characteristics of the survivors
under study and the demands placed on them
depending on their location within the survivor-
ship continuum.

Research on issues of spirituality suggests that
this is a very important part of survivors’ adjust-
ment across the continuum. Both existential and
more traditionally religious aspects of spirituality
appear to be important [131] and should be exam-
ined separately and in combination. A better
understanding of spirituality and its unique place
in survivors’ meaning-making and adjustment
across the phases from diagnosis through survi-
vorship is desperately needed. In addition, the
phenomenon of stress-related growth, which
often reflects spirituality as well as many other
aspects of life, is poorly understood. The ques-
tions raised here (How do these appraisals reflect
reality? Is growth helpful?) await sophisticated
research approaches.
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Acquiring a better understanding of the
ways by which survivors create meaning
through their experiences with cancer holds
great promise for better appreciating the ways
in which survivors differ in their adjustment
and the myriad influences on this process. This
knowledge should help to identify those need-
ing more assistance in adjusting to survivor-
ship including informing interventions for
those who may need help returning to their
“new normal” lives.

References

10.

. National Cancer Institute.

Cancer survivorship
research 2011a. Retrieved on February 28, 2011,
from http://dccps.nci.nih.gov/ocs/definitions.html

. Twombly R. What’s in a name: who is a cancer sur-

vivor? J Natl Cancer Inst. 2004;96:1414-5.

. Cancer Statistics 2018. Retrieved September 19,

2020, from https://www.cancer.gov/about-cancer/
understanding/statistics

. Pongthavornkamol K, Lekdamrongkul P, Pinsuntorn

P, Molassiotis A. Physical symptoms, unmet needs,
and quality of life in Thai cancer survivors after the
completion of primary treatment. Asia Pac J Oncol
Nurs. 2019;6(4):363. https://doi.org/10.4103/apjon.
apjon_26_19.

. Mullan F. Seasons of survival: reflections of a physi-

cian with cancer. N Engl J Med. 1985;313:270-3.

. Anderson MD 2011. http://www.mdanderson.org/

patient-and-cancer-information/cancer-information/
cancer-topics/survivorship/stages-of-cancer-
survivorship/index.html

. Remmers H, Holtgraiwe M, Pinkert C. Stress and

nursing care needs of women with breast can-
cer during primary treatment: a qualitative study.
Eur J Oncol Nurs. 2010;14(1):11-6. https://doi.
org/10.1016/j.ejon.2009.07.002.

. Kang D, Kim I, Choi E, Yoon JH, Lee S, Lee JE,

et al. Who are happy survivors? Physical, psycho-
social, and spiritual factors associated with happi-
ness of breast cancer survivors during the transition
from cancer patient to survivor. Psycho-Oncology.
2017;26(11):1922-8. https://doi.org/10.1002/
pon.4408.

. Stanton AL. What happens now? Psychosocial care

for cancer survivors after medical treatment comple-
tion. J Clin Oncol. 2012;30(11):1215-20. https://doi.
org/10.1200/jc0.2011.39.7406.

Lebel S, Maheu C, Lefebvre M, et al. Addressing fear
of cancer recurrence among women with cancer: a
feasibility and preliminary outcome study. J Cancer
Surviv. 2014;8:485-96. https://doi.org/10.1007/
s11764-014-0357-3.

11.

12.

13.

14.

15.

16.

17.

18.

20.

21.

22.

23.

24.

25.

26.

Leclair CS, Lebel S, Westmaas JL. The relationship
between fear of cancer recurrence and health behav-
iors: a nationwide longitudinal study of cancer sur-
vivors. Health Psychol. 2019;38(7):596—605. https://
doi.org/10.1037/hea0000754.

Heathcote LC, Goldberg DS, Eccleston C, Spunt
SL, Simons LE, Sharpe L, Earp BD. Advancing
shared decision making for symptom monitor-
ing in people living beyond cancer. Lancet Oncol.
2018;19(10):e556—-63. https://doi.org/10.1016/
$1470-2045(18)30499-6.

Park CL, Edmondson D, Fenster JR, Blank
TO. Meaning-making and psychological adjustment
following cancer: the mediating roles of growth, life
meaning, and restored just world beliefs. J Consult
Clin Psychol. 2008;76:863-75.

Park CL, Zlateva I, Blank TO. Self-identity after can-
cer: “survivor”, “victim”, “patient”, and “person with
cancer”. J Gen Intern Med. 2009;24(Supplement
2):S430-5.

Park CL, Folkman S. Meaning in the context of
stress and coping. Rev Gen Psychol. 1997;1:115-44.
Dittmann-Kohli F, Westerhof GJ. The personal
meaning system in a life span perspective. In: Reker
GT, Chamberlain K, editors. Exploring existential
meaning: optimizing human development across the
lifespan. Thousand Oaks: Sage; 2000. p. 107-23.
Park CL. Making sense of the meaning literature: an
integrative review of meaning-making and its effects
on adjustment to stressful life events. Psychol Bull.
2010;136:257-301.

Park CL. Stress, coping, and meaning. In: Folkman
S, editor. Oxford handbook of stress, health, and
coping. New York: Oxford University Press; 2010.
p. 227-41.

. Reker GT, Wong PTP. Aging as an individual pro-

cess: toward a theory of personal meaning. In: Birren
JE, Bengston VL, editors. Emergent theories of
aging. New York: Springer; 1988. p. 214-46.
Janoff-Bulman R, Frantz CM. The impact of trauma
on meaning: from meaningless world to meaningful
life. In: Power M, Brewin C, editors. The transfor-
mation of meaning in psychological therapies: inte-
grating theory and practice. Sussex: Wiley; 1997.
Koltko-Rivera ME. The psychology of worldviews.
Rev Gen Psychol. 2004;8:1-58.

Karoly P. A goal systems-self-regulatory perspective
on personality, psychopathology, and change. Rev
Gen Psychol. 1999;3:264-91.

Klinger E. Meaning and void: inner experience
and the incentives in people’s lives. Minneapolis:
University of Minnesota Press; 1977.

Emmons RA. The psychology of ultimate concerns:
motivation and spirituality in personality. New York:
Guilford; 1999.

Steger ME. Meaning in life. In: Lopez SJ, editor.
Handbook of positive psychology. 2nd ed. Oxford:
Oxford University Press; 2009. p. 679-87.

Wrosch C, Scheier MF, Miller GE, Schulz R,
Carver CS. Adaptive self-regulation of unattain-


http://dccps.nci.nih.gov/ocs/definitions.html
https://www.cancer.gov/about-cancer/understanding/statistics
https://www.cancer.gov/about-cancer/understanding/statistics
https://doi.org/10.4103/apjon.apjon_26_19
https://doi.org/10.4103/apjon.apjon_26_19
http://www.mdanderson.org/patient-and-cancer-information/cancer-information/cancer-topics/survivorship/stages-of-cancer-survivorship/index.html
http://www.mdanderson.org/patient-and-cancer-information/cancer-information/cancer-topics/survivorship/stages-of-cancer-survivorship/index.html
http://www.mdanderson.org/patient-and-cancer-information/cancer-information/cancer-topics/survivorship/stages-of-cancer-survivorship/index.html
http://www.mdanderson.org/patient-and-cancer-information/cancer-information/cancer-topics/survivorship/stages-of-cancer-survivorship/index.html
https://doi.org/10.1016/j.ejon.2009.07.002
https://doi.org/10.1016/j.ejon.2009.07.002
https://doi.org/10.1002/pon.4408
https://doi.org/10.1002/pon.4408
https://doi.org/10.1200/jco.2011.39.7406
https://doi.org/10.1200/jco.2011.39.7406
https://doi.org/10.1007/s11764-014-0357-3
https://doi.org/10.1007/s11764-014-0357-3
https://doi.org/10.1037/hea0000754
https://doi.org/10.1037/hea0000754
https://doi.org/10.1016/s1470-2045(18)30499-6
https://doi.org/10.1016/s1470-2045(18)30499-6

6 Meaning, Spirituality, and Perceived Growth Across the Cancer Continuum: A Positive Psychology...

105

217.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

able goals: goal disengagement, goal reengagement,
and subjective well-being. Pers Soc Psychol Bull.
2003;29:1494-508.

Park CL, Edmondson D. Religion as a quest for
meaning. In: Mikulincer M, Shaver P, editors. The
psychology of meaning. Washington, DC: American
Psychological Association; 2011.

Lee V, Cohen SR, Edgar L, Laizner AM, Gagnon
AJ. Meaning-making intervention during breast or
colorectal cancer treatment improves self-esteem,
optimism, and self-efficacy. Soc Sci Med.
2006;62:3133-45.

Moadel A, Morgan C, Fatone A, Grennan J, Carter
J, Laruffa G, Skummy A, Dutcher J. Seeking mean-
ing and hope: self-reported spiritual and existential
needs among an ethnically-diverse cancer patient
population. Psychooncology. 1999;8:378-285.
Lazarus RS, Folkman S. Stress, appraisal, and cop-
ing. New York: Springer; 1984.

Park CL, Riley KE, George L, Gutierrez I, Hale A,
Cho D, Braun T. Assessing disruptions in meaning:
development of the global meaning violation scale.
Cogn Ther Res. 2016;40:831-46.

Greenberg MA. Cognitive processing of traumas:
the role of intrusive thoughts and reappraisals. J
Appl Soc Psychol. 1995;25:1262-96.
Janoff-Bulman R. Shattered assumptions: towards a
new psychology of trauma. New York: Free Press;
1992.

Joseph S, Linley PA. Positive adjustment to
threatening events: an organismic valuing theory
of growth through adversity. Rev Gen Psychol.
2005;9:262-80.

Manne S, Ostroff J, Fox K, Grana G, Winkel
G. Cognitive and social processes predicting partner
psychological adaptation to early stage breast can-
cer. Br J Health Psychol. 2009;14:49-68.

Aldwin CM. Stress, coping, and development: an
integrative approach. 2nd ed. New York: Guilford;
2007.

Moos RH, Holahan CJ. Adaptive tasks and meth-
ods of coping with illness and disability. In: Martz
E, Livneh H, editors. Coping with chronic illness
and disability: theoretical, empirical, and clinical
aspects. New York: Springer; 2007. p. 107-26.

Park CL, Armeli S, Tennen H. Appraisal-coping
goodness of fit: a daily internet study. Pers Soc
Psychol Bull. 2004;30:558—-69.

Park CL, Folkman S, Bostrom A. Appraisals of con-
trollability and coping in caregivers and HIV+ men:
testing the goodness-of-fit hypothesis. J Consult Clin
Psychol. 2001;69:481-8.

Wrosch C. Self-regulation of unattainable goals
and pathways to quality of life. In: Folkman S, edi-
tor. Oxford handbook of stress, health, and cop-
ing. New York: Oxford University Press; 2010.
p. 319-33.

Collie KK, Long BC. Considering ‘meaning’ in
the context of breast cancer. J Health Psychol.
2005;10:843-53.

42.

43.

44,

45.

46.

47.

48.

49.

50.

51.

52.

53.

54.

55.

56.

Skaggs BG, Barron CR. Searching for meaning
in negative events: concept analysis. J Adv Nurs.
2006;53:559-70.

Segerstrom SC, Stanton AL, Alden LE, Shortridge
BE. A multidimensional structure for repetitive
thought: what’s on your mind, and how, and how
much? J Pers Soc Psychol. 2003;85:909-21.

Davis CG, Nolen-Hoeksema S, Larson J. Making
sense of loss and benefiting from the experience:
two construals of meaning. J Pers Soc Psychol.
1998;75:561-74.

Pakenham KI. Making sense of multiple sclerosis.
Rehabil Psychol. 2007;52:380-9.

Gillies J, Neimeyer RA. Loss, grief, and the search
for significance: toward a model of meaning
reconstruction in bereavement. J Constr Psychol.
2006;19:31-65.

Park CL. Religion and meaning. In: Paloutzian RF,
Park CL, editors. Handbook of the psychology of
religion and spirituality. New York: Guilford; 2005.
p. 295-314.

Thompson SC, Janigian AS. Life schemes: a frame-
work for understanding the search for meaning. J
Soc Clin Psychol. 1988;7:260-80.

Kaler ME, Frazier PA, Anders SL, Tashiro T, Tomich
P, Tennen H, Park CL. Assessing the psychomet-
ric properties of the World Assumptions Scale. J
Trauma Stress. 2008;21:1-7.

Maliski SL, Heilemann MYV, McCorkle R. From
“Death Sentence” to “Good Cancer”: couples’ trans-
formation of a prostate cancer diagnosis. Nurs Res.
2002;51:391-7.

Leventhal H, Weinman J, Leventhal EA, Phillips
LA. Health psychology: the search for pathways
between behavior and health. Annu Rev Psychol.
2008;59:477-505.

Orom H, Biddle C, Underwood W 3rd, Nelson CJ,
Homish DL. What is a “good” treatment decision?
Decisional control, knowledge, treatment deci-
sion making, and quality of life in men with clini-
cally localized prostate cancer. Med Decis Mak.
2016;36(6):714-25.  https://doi.org/10.1177/02729
89X16635633.

Sharif SP, Khanekharab J. External locus of control
and quality of life among Malaysian breast cancer
patients: the mediating role of coping strategies. J
Psychosoc Oncol. 2017;35(6):706-25. https://doi.
org/10.1080/07347332.2017.1308984.

Bickell NA, Weidmann J, Fei K, Lin JJ, Leventhal
H. Underuse of breast cancer adjuvant treatment:
patient knowledge, beliefs, and medical mistrust. J
Clin Oncol. 2009;27:5160-7.

Sumpio C, Jeon S, Northouse LL, Knobf
MT. Optimism, symptom distress, illness appraisal,
and coping in patients with advanced-stage cancer
diagnoses undergoing chemotherapy treatment.
Oncol Nurs Forum. 2017;44(3):384-92. https://doi.
org/10.1188/17.0NF.384-392. PMID: 28635986.
Ellis KR, Janevic MR, Kershaw T, Caldwell CH, Janz
NK, Northouse L. The influence of dyadic symp-


https://doi.org/10.1177/0272989X16635633
https://doi.org/10.1177/0272989X16635633
https://doi.org/10.1080/07347332.2017.1308984
https://doi.org/10.1080/07347332.2017.1308984
https://doi.org/10.1188/17.ONF.384-392
https://doi.org/10.1188/17.ONF.384-392

106

C.L.Parkand D.Hanna

57.

58.

59.

60.

61.

62.

63.

64.

65.

66.

67.

68.

69.

tom distress on threat appraisals and self-efficacy
in advanced cancer and caregiving. Support Care
Cancer. 2017;25(1):185-94. https://doi.org/10.1007/
500520-016-3385-x.

Lipowski ZJ. Physical illness, the individual and the
coping process. Psychiatr Med. 1970;1:91-102.
Degner L, Hack T, O’Neil J, Kristjanson LJ. A new
approach to eliciting meaning in the context of breast
cancer. Cancer Nurs. 2003;26:169-78.

Gilbert E, Savard J, Gagnon P, Savard M-H, Ivers
H, Foldes-Busque G. To be or not to be positive:
development of a tool to assess the relation-
ship of negative, positive, and realistic thinking
with psychological distress in breast cancer. J
Health Psychol. 2018;23(5):731-42. https://doi.
org/10.1177/1359105316681062.

Kuswanto CN, Stafford L, Sharp J, Schofield
P. Psychological distress, role, and identity changes
in mothers following a diagnosis of cancer: a sys-
tematic review. Psycho-Oncology. 2018;27:2700-8.
Soler-Vila H, Dubrow R, Franco VI, Saathoff AK,
Kasl SV, Jones BA. Cancer-specific beliefs and sur-
vival in nonmetastatic colorectal cancer patients.
Cancer. 2009;115:4270-82.

Soler-Vila H, Dubrow R, Franco VI, Kasl SV, Jones
BA. The prognostic role of cancer-specific beliefs
among prostate cancer survivors. Cancer Causes
Control. 2010;22:251-60.

Ferrucci LM, Cartmel B, Turkman YE, Murphy ME,
Smith T, Stein KD, McCorkle R. Causal attribution
among cancer survivors of the 10 most common can-
cers. J Psychosoc Oncol. 2011;29:121-40.
Costanzo ES, Lutgendorf SK, Bradley SL, Rose SL,
Anderson B. Cancer attributions, distress, and health
practices among gynecologic cancer survivors.
Psychosom Med. 2005;67:972—-80.

Gan 'Y, Zheng L, Wang Y, Li W. An extension of the
meaning making model using data from Chinese
cancer patients: the moderating effect of resil-
ience. Psychol Trauma Theory Res Pract Policy.
2018;10(5):594-601. https://doi.org/10.1037/
tra0000325.

Lepore SJ. A social-cognitive processing model
of emotional adjustment to cancer. In: Baum A,
Anderson B, editors. Psychosocial interventions for
cancer. Washington, DC: American Psychological
Association; 2001. p. 99-118.

Maliski SL, Husain M, Connor SE, et al. Alliance
of support for low-income Latino men with pros-
tate cancer: god, doctor, and self. J Relig Health.
2012;51:752-62.

Pama MR, Janse M, Sprangers MAG, Fleer J,
Ranchor AV. Reducing discrepancies of personal
goals in the context of cancer: a longitudinal
study on the relation with well-being, psychologi-
cal characteristics, and goal progress. Br J Health
Psychol. 2018;23:128-47. https://doi.org/10.1111/
bjhp.12278.

McBride CM, Clipp E, Peterson BL, Lipkus IM,
Demark-Wahnefried W. Psychological impact of

70.

71.

72.

73.

74.

75.

76.

71.

78.

79.

80.

81.

82.

83.

diagnosis and risk reduction among cancer survi-
vors. Psychooncology. 2000;9:418-27.

Henselmans I, Sanderman R, Baas PC, Smink
A, Ranchor AV. Personal control after a breast
cancer diagnosis: stability and adaptive value.
Psychooncology. 2009;18:104-8.

Ching SS, Martinson IM, Wong TK. Meaning mak-
ing. Qual Health Res. 2011;22(2):250-62. https://
doi.org/10.1177/1049732311421679.

Zebrack BJ, Ganz PA, Bernaards CA, Petersen L,
Abraham L. Assessing the impact of cancer: devel-
opment of a new instrument for long- term survivors.
Psycho-Oncology. 2006;15:407-21.

Spek NV, Vos J, Uden-Kraan CF, Breitbart W,
Tollenaar RA, Cuijpers P, Leeuw IM. Meaning mak-
ing in cancer survivors: a focus group study. PLoS
One. 2013;8(9):¢76089. https://doi.org/10.1371/
journal.pone.0076089.

Tomich PL, Helgeson VS. Five years later: a cross-
sectional comparison of breast cancer survivors with
healthy women. Psychooncology. 2002;11:154-69.
Bellizzi KM, Blank TO. Cancer-related identity
and positive affect in survivors of prostate cancer. J
Cancer Surviv. 2007;1:44-8.

Carolan C, Smith A, Davies G, Forbat L. Seeking,
accepting and declining help for emotional dis-
tress in cancer: a systematic review and thematic
synthesis of qualitative evidence. Eur J Cancer
Care. 2017;27(2):e12720. https://doi.org/10.1111/
ecc.12720.

Knapp S, Marziliano A, Moyer A. Identity
threat and stigma in cancer patients. Health
Psychol Open. 2014;1(1) https://doi.

org/10.1177/205510291455228]1.

Roberts KJ, Lepore SJ, Helgeson V. Social-
cognitive correlates of adjustment to prostate cancer.
Psychooncology. 2006;15:183-92.

Martino ML, Lemmo D, Gargiulo A, Barberio
D, Abate V, Avino F, Tortoriello R. Underfifty
women and breast cancer: narrative markers of
meaning-making in traumatic experience. Front
Psychol.  2019;10:618.  https://doi.org/10.3389/
fpsyg.2019.00618.

Chan MWC, Ho SMY, Tedeschi RG, Leung
CWL. The valence of attentional bias and cancer-
related rumination in posttraumatic stress and post-
traumatic growth among women with breast cancer.
Psychooncology. 2011;20:544-52.

Kernan W, Lepore S. Searching for and making
meaning after breast cancer: prevalence, patterns,
and negative affect. Soc Sci Med. 2009;68:1176-82.
Kruizinga R, Scherer-Rath M, Schilderman JB,
Hartog ID, Loos JP, Kotzé HP, Laarhoven HW. An
assisted structured reflection on life events and life
goals in advanced cancer patients: outcomes of a ran-
domized controlled trial (Life InSight Application
(LISA) study). Palliat Med. 2018;33(2):221-31.
https://doi.org/10.1177/0269216318816005.

Winger JG, Adams RN, Mosher CE. Relations of
meaning in life and sense of coherence to distress in


https://doi.org/10.1007/s00520-016-3385-x
https://doi.org/10.1007/s00520-016-3385-x
https://doi.org/10.1177/1359105316681062
https://doi.org/10.1177/1359105316681062
https://doi.org/10.1037/tra0000325
https://doi.org/10.1037/tra0000325
https://doi.org/10.1111/bjhp.12278
https://doi.org/10.1111/bjhp.12278
https://doi.org/10.1177/1049732311421679
https://doi.org/10.1177/1049732311421679
https://doi.org/10.1371/journal.pone.0076089
https://doi.org/10.1371/journal.pone.0076089
https://doi.org/10.1111/ecc.12720
https://doi.org/10.1111/ecc.12720
https://doi.org/10.1177/2055102914552281
https://doi.org/10.1177/2055102914552281
https://doi.org/10.3389/fpsyg.2019.00618
https://doi.org/10.3389/fpsyg.2019.00618
https://doi.org/10.1177/0269216318816005

6 Meaning, Spirituality, and Perceived Growth Across the Cancer Continuum: A Positive Psychology...

107

84

85.

86.

87.

88.

89.

90.

91.

92.

93.

94.

95.

96.

cancer patients: a meta-analysis. Psycho-Oncology.
2016;25:2-10. https://doi.org/10.1002/pon.3798.

. Peuker AC, Armiliato MJ, Souza LV, Castro

EK. Causal attribution among women with
breast cancer. Psicologia. 2016;29(1) https://doi.
org/10.1186/541155-016-0007-y.

Bovero A, Sedghi NA, Opezzo M, Botto R, Pinto
M, leraci V, Torta R. Dignity-related existential
distress in end-of-life cancer patients: prevalence,
underlying factors, and associated coping strategies.
Psycho-Oncology. 2018;27(11):2631-7. https://doi.
org/10.1002/pon.4884.

Cheung SY, Delfabbro P. Are you a cancer survi-
vor? A review on cancer identity. J Cancer Surviv.
2016;10(4):759-71. https://doi.org/10.1007/
s11764-016-0521-z.

Boutillier CL, Archer S, Barry C, King A, Mansfield
L, Urch C. Conceptual framework for living with
and beyond cancer: a systematic review and narra-
tive synthesis. Psycho-Oncology. 2019;28(5):948—
59. https://doi.org/10.1002/pon.5046.

Deimling G, Kahana B, Schumacher J. Life threat-
ening illness: the transition from victim to survivor.
J Aging Ident. 1997;2:165-86.

Pietild I, Jurva R, Ojala H, Tammela T. Seeking cer-
tainty through narrative closure: Men’s stories of
prostate cancer treatments in a state of liminality.
Sociol Health Illn. 2018;40(4):639-53. https://doi.
org/10.1111/1467-9566.12671.

Deimling GT, Bowman KF, Wagner LJ. Cancer sur-
vivorship and identity among long-term survivors.
Cancer Investig. 2007;25:758-65.

Krok D, Brudek P, Steuden S. When meaning mat-
ters: coping mediates the relationship of religiosity
and illness appraisal with well-being in older can-
cer patients. Int J Psychol Relig. 2018;29(1):46-60.
https://doi.org/10.1080/10508619.2018.1556061.
Yazgan E, Demir A. Factors affecting the ten-
dency of cancer patients for religion and spiritual-
ity: a questionnaire-based study. J Relig Health.
2019;58(3):891-907. https://doi.org/10.1007/
$10943-017-0468-z.

Thuné-Boyle I, Stygall J, Keshtgar M, Newman
S. Do religious/spiritual coping strategies affect
illness adjustment in patients with cancer? A sys-
tematic review of the literature. Soc Sci Med.
2006:63:151-64.

Ahmadi E, Erbil P, Ahmadi N, Cetrez OA. Religion,
culture and meaning-making coping: a study
among cancer patients in Turkey. J Relig Health.
2019;58(4):1115-24.

Bauereif N, Obermaier S, Oziinal SE, Baumeister
H. Effects of existential interventions on spiritual,
psychological, and physical well-being in adult
patients with cancer: systematic review and meta-
analysis of randomized controlled trials. Psycho-
Oncology. 2018;27(11):2531-45.

Kaliampos A, Roussi P. Religious beliefs, coping,
and psychological well-being among Greek can-

97.

98.

99.

100.

101.

102.

103.

104.

105.

106.

107.

108.

109.

cer patients. J Health Psychol. 2015;22(6):754-64.
https://doi.org/10.1177/1359105315614995.
Silverman EJ, Hall E, Aten J, Shannonhouse L,
Mcmartin J. Christian lay theodicy and the can-
cer experience. J Anal Theology. 2020;8:344-70.
https://doi.org/10.12978/jat.2020-8.1808-65001913.
Hall MEL, Shannonhouse L, Aten J, McMartin
J, Silverman E. Theodicy or not? Spiritual
struggles of evangelical cancer survivors. J
Psychol Theol. 2019;47(4):259-77. https://doi.
org/10.1177/0091647118807187.

Carney LM, Park CL. Cancer survivors’ under-
standing of the cause and cure of their illness: reli-
gious and secular appraisals. Psycho-Oncology.
2018;27(6):1553-8.

Gall TL, Bilodeau C. The role of relationship with
God in couples’ adjustment to the threat of breast
cancer. Psychol Relig Spiritual. 2018;10(4):375-85.
Davis LZ, Cuneo M, Thaker PH, Goodheart MJ,
Bender D, Lutgendorf SK. Changes in spiritual well-
being and psychological outcomes in ovarian cancer
survivors. Psycho-Oncology. 2017;27(2):477-83.
https://doi.org/10.1002/pon.4485.

Lord BD, Collison EA, Gramling SE, Weisskittle
R. Development of a short-form of the RCOPE for
use with bereaved college students. J Relig Health.
2015;54(4):1302-18.

Krok D, Brudek P, Steuden S. When meaning mat-
ters: coping mediates the relationship of religiosity
and illness appraisal with well-being in older cancer
patients. Int J Psychol Relig. 2019;29(1):46-60.

Ng GC, Mohamed S, Sulaiman AH, Zainal
NZ. Anxiety and depression in cancer patients: the
association with religiosity and religious coping. J
Relig Health. 2017;56(2):575-90.

Narayanan S, Milbury K, Wagner R, Cohen
L. Religious coping in cancer: a quantitative anal-
ysis of expressive writing samples from patients
with renal cell carcinoma. J Pain Symptom Manag.
2020;60(4):737-45, e3. https://doi.org/10.1016/j.
jpainsymman.2020.04.029.

Gall TL, Bilodeau C. Attachment to god and cop-
ing with the diagnosis and treatment of breast can-
cer: a longitudinal study. Support Care Cancer.
2020;28(6):2779-88. https://doi.org/10.1007/
$00520-019-05149-6.

Gall TL, Bilodeau C. The role of positive and nega-
tive religious/spiritual coping in women’s adjustment
to breast cancer: a longitudinal study. J Psychosoc
Oncol. 2020;38(1):103-17. https://doi.org/10.1080/
07347332.2019.1641581.

Bourdon M, Roussiau N, Bonnaud-Antignac
A. Spiritual transformations after the diagnosis of
melanoma affect life satisfaction through indirect
pathways. J Study Spirituality. 2017;7(2):154—66.
https://doi.org/10.1080/20440243.2017.1370910.
Cole BS, Hopkins CM, Tisak J, Steel JL, Carr
BL. Assessing spiritual growth and spiritual
decline following a diagnosis of cancer: reliability


https://doi.org/10.1002/pon.3798
https://doi.org/10.1186/s41155-016-0007-y
https://doi.org/10.1186/s41155-016-0007-y
https://doi.org/10.1002/pon.4884
https://doi.org/10.1002/pon.4884
https://doi.org/10.1007/s11764-016-0521-z
https://doi.org/10.1007/s11764-016-0521-z
https://doi.org/10.1002/pon.5046
https://doi.org/10.1111/1467-9566.12671
https://doi.org/10.1111/1467-9566.12671
https://doi.org/10.1080/10508619.2018.1556061
https://doi.org/10.1007/s10943-017-0468-z
https://doi.org/10.1007/s10943-017-0468-z
https://doi.org/10.1177/1359105315614995
https://doi.org/10.12978/jat.2020-8.1808-65001913
https://doi.org/10.1177/0091647118807187
https://doi.org/10.1177/0091647118807187
https://doi.org/10.1002/pon.4485
https://doi.org/10.1016/j.jpainsymman.2020.04.029
https://doi.org/10.1016/j.jpainsymman.2020.04.029
https://doi.org/10.1007/s00520-019-05149-6
https://doi.org/10.1007/s00520-019-05149-6
https://doi.org/10.1080/07347332.2019.1641581
https://doi.org/10.1080/07347332.2019.1641581
https://doi.org/10.1080/20440243.2017.1370910

108

C.L.Parkand D.Hanna

110.

111.

112.

113.

114.

115.

116.

117.

118.

119.

120.

121.

and validity of the spiritual transformation scale.
Psychooncology. 2008;17:112-21.

Marziliano A, Tuman M, Moyer A. The relationship
between post-traumatic stress and post-traumatic
growth in cancer patients and survivors: a system-
atic review and meta-analysis. Psycho-Oncology.
2020;29(4):604-16.

Casellas-Grau A, Ochoa C, Ruini C. Psychological
and clinical correlates of posttraumatic growth in
cancer: a systematic and critical review. Psycho-
Oncology. 2017;26(12):2007-18. https://doi.
org/10.1002/pon.4426.

Yi J, Kim MA. Postcancer experiences of child-
hood cancer survivors: how is posttraumatic
stress related to posttraumatic growth? J Trauma
Stress. 2014;27(4):461-7. https://doi.org/10.1002/
jts.21941.

Moye J, Jahn A, Norris-Bell R, Herman LI, Gosian
J, Naik AD. Making meaning of cancer: a qualita-
tive analysis of oral-digestive cancer survivors’
reflections. J Health Psychol. 2020;25(9):1222-35.
https://doi.org/10.1177/1359105317753717.

Joseph S, Maltby J, Wood AM, Stockton H, Hunt
N, Regel S. The psychological well-being—post-
traumatic changes questionnaire (PWB-PTCQ):
reliability and validity. Psychol Trauma Theory
Res Pract Policy. 2012;4(4):420-8. https://doi.
org/10.1037/a0024740.

Coyne JC, Tennen H. Positive psychology in cancer
care: bad science, exaggerated claims, and unproven
medicine. Ann Behav Med. 2010;39:16-26.

Cho D, Park CL. Growth following trauma: over-
view and current status. Terapia Psicoldgica.
2013;31(1):69-79. https://doi.org/10.4067/
S0718-48082013000100007.

Ransom S, Sheldon KM, Jacobsen PB. Actual
change and inaccurate recall contribute to posttrau-
matic growth following radiotherapy. J Consult Clin
Psychol. 2008;76:811-9.

Schwarzer R, Luszczynska A, Boehmer S, Taubert
S, Knoll N. Changes in finding benefit after cancer
surgery and the prediction of well-being one year
later. Soc Sci Med. 2006;63:1614-24.

Aspinwall LG, Tedeschi RG. The value of positive
psychology for health psychology: progress and pit-
falls in examining the relation of positive phenom-
ena to health. Ann Behav Med. 2010;39:4-15.

Chen J, Zebrack B, Embry L, Freyer DR, Aguilar
C, Cole S. Profiles of emotional distress and growth
among adolescents and young adults with cancer: a
longitudinal study. Health Psychol. 2020;39(5):370—
80. https://doi.org/10.1037/hea0000843.

Cheng C, Wang G, Ho SM. The relationship
between types of posttraumatic growth and pro-

122.

123.

124.

125.

126.

127.

128.

129.

130.

131.

spective psychological adjustment in women with
breast cancer: a follow-up study. Psycho-Oncology.
2020;29(3):586-8. https://doi.org/10.1002/
pon.5312.

Wang L, Chen S, Liu P, Zhu C, Hu M, Li Y, Tao
Y, Huang Z, Zhou Y, Xiao T, Zhu X. Posttraumatic
growth in patients with malignant bone tumor: rela-
tionships with psychological adjustment. Asian Pac
J Cancer Prev. 2018;19(10):2831-8. https://doi.
org/10.22034/APJCP.2018.19.10.2831.

Park CL, Blank TO. Associations of positive and
negative life changes with well-being in young- and
middle-aged adult cancer survivors. Psychol Health.
2012;27(4):412-29.

Blanckenburg PV, Leppin N. Psychological inter-
ventions in palliative care. Curr Opin Psychiatry.
2018;31(5):389-95. https://doi.org/10.1097/
yc0.0000000000000441.

Park CL, Pustejovsky JE, Trevino K, Sherman AC,
Esposito C, Berendsen M, Salsman JM. Effects of
psychosocial interventions on meaning and purpose
in adults with cancer: a systematic review and meta-
analysis. Cancer. 2019;125(14):2383-93.

Winger JG, Ramos K, Steinhauser KE, Somers
TJ, Porter LS, Kamal AH, Breitbart WS, Keefe
FJ. Enhancing meaning in the face of advanced
cancer and pain: qualitative evaluation of a
meaning-centered psychosocial pain management
intervention. Palliat Support Care. 2020;18(3):263—
70. https://doi.org/10.1017/S1478951520000115.
Henry M, Cohen SR, Lee V, Sauthier P, Provencher
D, Drouin P, Mayo N. The Meaning-Making inter-
vention (MMi) appears to increase meaning in life
in advanced ovarian cancer: a randomized controlled
pilot study. Psychooncology. 2010;19:1340-7.
Afiyanti Y, Nasution L, Kurniawati W. Effectiveness
of spiritual intervention toward coping and spiritual
well-being on patients with gynecological cancer.
Asia Pac J Oncol Nurs. 2020;7(3):273. https://doi.
org/10.4103/apjon.apjon_4_20.

Chan THY, Ho RTH, Chan CLW. Developing an out-
come measurement for meaning-making interven-
tion with Chinese cancer patients. Psychooncology.
2007;16:843-50.

Roepke AM. Psychosocial interventions and post-

traumatic growth: a meta-analysis. J Consult
Clin Psychol. 2015;83(1):129-42. https://doi.
org/10.1037/a0036872.

Riklikiene O, Tomkeviciute J, Spirgiené¢ L,

Valiuliené Z, Biissing A. Spiritual needs and their
association with indicators of quality of life among
non-terminally ill cancer patients: cross-sectional
survey. Eur J Oncol Nurs. 2020;44:101681. https://
doi.org/10.1016/j.ejon.2019.101681.


https://doi.org/10.1002/pon.4426
https://doi.org/10.1002/pon.4426
https://doi.org/10.1002/jts.21941
https://doi.org/10.1002/jts.21941
https://doi.org/10.1177/1359105317753717
https://doi.org/10.1037/a0024740
https://doi.org/10.1037/a0024740
https://doi.org/10.4067/S0718-48082013000100007
https://doi.org/10.4067/S0718-48082013000100007
https://doi.org/10.1037/hea0000843
https://doi.org/10.1002/pon.5312
https://doi.org/10.1002/pon.5312
https://doi.org/10.22034/APJCP.2018.19.10.2831
https://doi.org/10.22034/APJCP.2018.19.10.2831
https://doi.org/10.1097/yco.0000000000000441
https://doi.org/10.1097/yco.0000000000000441
https://doi.org/10.1017/S1478951520000115
https://doi.org/10.4103/apjon.apjon_4_20
https://doi.org/10.4103/apjon.apjon_4_20
https://doi.org/10.1037/a0036872
https://doi.org/10.1037/a0036872
https://doi.org/10.1016/j.ejon.2019.101681
https://doi.org/10.1016/j.ejon.2019.101681

®

Check for
updates

Stress, Coping, and Hope

Susan Folkman

Hope

Hope is the thing with feathers
That perches in the soul

And sings the tune without the words
And never stops at all

And sweetest in the gale is heard;
And sore must be the storm

That could abash the little bird
That kept so many warm.

I’'ve heard it in the chillest land
And on the strangest sea;

Yet, never, in extremity

It asked a crumb of me.

Emily Dickinson

Few would question the critical importance of
hope when facing serious and prolonged threats to
psychological or physical well-being, whether our
own or that of a loved one (for review, see [1]). The
significance of hope is perhaps best understood by
the consequences of its absence. Hopelessness is a
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dire state that gives rise to despair, depression, and
ultimately loss of will to live. The assumption of
the fundamental importance of hope in confront-
ing serious threats is so embedded in our belief
system that hope approaches the status of an evo-
lutionarily adaptive mechanism wired into our
genome. Indeed, that might be the case. But it is
another matter to assume that hope is an automati-
cally self-renewing resource, as suggested in the
frequently quoted passage by Alexander Pope,
“Hope springs eternal in the human breast.” On the
contrary, hope needs to be nurtured; at the very
least, it needs something from which to spring as
well as something to spring toward.

In this chapter, I view hope from the perspec-
tive of stress and coping theory. Hope usually
appears in the stress and coping literature in the
form of hopelessness, frequently as a predictor of
depression or suicidal ideation (for reviews, see
[2, 3]). A more interesting story about hope may
be the one told in terms of its dynamic and recip-
rocal relationship with coping in which each sup-
ports, and in turn is supported by, the other.

To provide a framework for this discussion, I
begin with a very brief account of stress and cop-
ing theory. Then I shall incorporate hope, illus-
trating the interplay between coping and hope as
stressful situations unfold over time. I have cho-
sen the context of serious illness for this discus-
sion, but the ideas and hypotheses I propose are
likely to apply to any situation that involves pro-
longed psychological stress.
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Stress and Coping Theory

Stress and coping theory [4] is a framework for
studying psychological stress. The theory holds
that stress is contextual, meaning that it involves
a transaction between the person and the environ-
ment, and it is a process, meaning that it changes
over time. Stress is defined as a situation that is
appraised by the individual as personally signifi-
cant and as having demands that exceed the per-
son’s resources for coping.

Appraisal

Primary appraisal is the term applied to the
appraisal of the personal significance of a situa-
tion—what is happening and whether it matters
and why. Primary appraisal is shaped by the per-
son’s beliefs, values, and goals. Secondary
appraisal refers to the person’s evaluation of
options for coping. These options are determined
both by the situation, such as whether there are
opportunities for controlling the outcome, and by
the person’s physical, psychological, material,
and spiritual resources for coping. The two forms
of appraisal determine the extent to which the
situation is appraised as a harm or loss, a threat,
or a challenge, each of which is a stress appraisal.
The appraisal process generates emotions. Anger
or sadness, for example, is associated with loss
appraisals; anxiety and fear are associated with
threat appraisals; and anxiety mixed with excite-
ment is associated with challenge appraisals. The
personal quality of the appraisal process explains
why a given event can have different meanings
for individuals. A job interview, for example,
may be considered a threat by one person and a
challenge by another.

Coping

Coping refers to the thoughts and behaviors peo-
ple use to manage the internal and external
demands of stressful events. Stress and coping
theory originally posited two kinds of coping:
problem-focused coping such as planful problem

to address the problem causing distress using
strategies such as information gathering, and
decision-making, and emotion-focused coping to
regulate negative emotion using strategies such
as distancing, seeking emotional support, and
escape-avoidance.

A third kind of coping, “meaning-focused
coping,” was introduced into the model based on
findings that positive emotions occur alongside
negative emotions throughout intensely stressful
periods, including caregiving and subsequent
bereavement [5—7], and in cancer patients during
the months preceding their deaths [8]. As sug-
gested by Fredrickson’s [9] “Broaden and Build”
theory of positive emotion, these positive emo-
tions serve as important functions in the stress
process by restoring resources for coping, thereby
helping to transform threat appraisals into chal-
lenge appraisals and motivating and sustaining
coping efforts over the long term. Meaning-
focused coping strategies are qualitatively differ-
ent from emotion-focused coping strategies, such
as distancing or seeking social support, that regu-
late negative emotions. Meaning-focused coping
draws on deeply held values and beliefs in the
form of strategies such as goal revision, focusing
on strengths gained from life experience, and
reordering priorities.

The various types of coping often work in tan-
dem, such that the regulation of anxiety (emo-
tion-focused coping) will allow the person to
concentrate on making a decision (problem-
focused coping), which in turn is informed by a
review of underlying values and goals (meaning-
focused coping). Ideally, there would be indepen-
dence among these processes so as to permit
prediction. In reality, however, we are looking at
a dynamic system of processes that are highly
interactive.

Hope

Hope has been defined in many ways and in many
literatures. (See [10] for an excellent review of
definitions from diverse literatures.) In the psy-
chology literature, for example, hope is defined
as yearning for amelioration of a dreaded out-
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come [11], a theological virtue along with faith
and charity [12], and as a positive goal-related
motivational state [13]. Hope has also been char-
acterized in the nursing literature as having a
“being” dimension, something that is deep inside
one’s self that remains positive whatever hap-
pens; a “doing” dimension, a pragmatic, goal-
setting entity in response to situations; and a
“becoming” dimension, anticipating future pos-
sibilities, positive results [14]. In the medical lit-
erature, maintaining and restoring hope is seen as
an important function of the physician [15].

Hope and psychological stress share many
formal characteristics. Hope, like stress, is
appraisal-based; it waxes and wanes, it is contex-
tual, and, like stress, it is complex. Hope has a
cognitive base that contains information and
goals; it generates an energy, often described as
“will” that has a motivational quality; it has both
negative and positive emotional tones due to the
possibility that what is hoped for might not come
to pass; and for many people, hope has a basis in
religion or spirituality whereby it is equivalent to
faith. Although I think of hope as aligned with
positive emotions, I consider it to be a state of
mind that has emotional tones rather than an
emotion per se.

tain coping with intensely stressful situations
over time depends at least in part on having hope
with respect to the desired outcome.

The interdependence of coping and hope is
played out in many ways over the course of pro-
longed stress, as can be illustrated in the case of
serious disease. Learning that one has a serious
disease changes how things are for the patient
and the patient’s family members and close
friends, especially those who are involved
directly with the patient’s caregiving. The world
is different. The future is suddenly filled with
unknowns about what lies ahead and how it will
affect the physical, psychological, and spiritual
well-being of the patient and the patient’s close
others. The challenges to well-being may differ
according to diagnosis and patient characteristics
such as age, health, access to care, social support
system, and psychosocial and psycho-spiritual
resources. But certain adaptive tasks are common
to virtually all seriously ill patients and their fam-
ily members. I have chosen two of these tasks—
coping with uncertainty and dealing with a
changing reality—to illustrate the dynamic,
interdependent relationship between hope and
coping and how each would at times be difficult,
if not impossible, without the other.

Coping and Hope: Dynamic
Interdependence

A number of writers speak of hope in relationship
to outcomes over which the individual believes
he or she has some control. Jerome Groopman
represents this point of view in his book The
Anatomy of Hope [16]: “To have hope, then, is to
acquire a belief in your ability to have some con-
trol over your circumstances” (p. 26). However,
psychological stress is at its peak in precisely
those situations that offer few, if any, options for
personal control [4], meaning that the situations
in which hope is most needed are the ones in
which hope is most likely to be at low ebb or even
absent.

The revival of hope in intensely stressful situ-
ations depends at least in part on cognitive coping
processes. In turn, the person’s capacity to sus-

Coping with Uncertainty

Uncertainty travels with psychological stress.
There can be uncertainty about when something
will happen (temporal uncertainty), what will
happen (event uncertainty), what can be done
(efficacy uncertainty), and the outcome (outcome
uncertainty) [4]. Although not all aspects of
uncertainty are relevant in every situation, it is
safe to say that every stressful situation involves
some uncertainty.

The process of coping with uncertainty in the
context of illness begins when the person
becomes aware of a change in the status quo,
such as when he or she receives a diagnosis or
learns of the progression of an established condi-
tion. The initial response for some patients will
be to minimize the significance of what they were
told or to avoid thinking about it altogether. I dis-
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cuss these emotion-focused strategies below. But
I believe the more typical response of patients is
to search for a frame of reference that allows
them to appraise the seriousness of their condi-
tion. “Am I in danger? Will I be okay? How bad
is this?”” Answers are often in the form of odds—
the odds associated with treatment options and
their outcomes, the odds associated with the
nature and speed of disease progression, or the
odds associated with the prognosis more
generally.

Odds are estimates, statements of probabili-
ties, often conditional probabilities that are open
to interpretation. Statements about odds, and the
range of possibilities they imply, invite hope.
Hope gains a strong toehold when the odds of a
good outcome are favorable. But as noted earlier,
hope is likely to be at low ebb or even absent
when the odds are unfavorable. Based on the
assumption that hope underlies any effort to cope
with the demands posed by the illness, I suggest
that when odds are unfavorable, people initiate a
reappraisal process of their own personal odds
that improves them. This process is significant
because it gives hope its toehold within the indi-
vidual’s psychological milieu. I refer to this reap-
praisal process as “personalizing the odds.” This
coping strategy not only creates a toehold for
hope, but it also reduces threat.

The rationales people use to personalize the
odds are familiar to anyone who has been
involved in conversations about diagnoses with
patients and their family members. For example,
the person may:

1. Identify reasons why the odds do not apply in
this case. For example, a person might reason
that the odds do not apply to him or her
because of personal attributes (“I am a strong
person,” “I am lucky”), attributes of the envi-
ronment (“I have the best doctor, the best
medical care, the best hospital in the city/
state/nation”), or because of existential beliefs
(“God will protect me”).

2. Search for information that contradicts the
odds that were given. The Internet is a major
source of such opinions. Friends and family
members may also share information, advice,

and beliefs that affect the patient’s appraisal
of his or her personal odds. Another physician
may have a different assessment of the odds.

3. Read the medical literature to determine
whether there are other ways of interpreting
findings.

Stephen Jay Gould, the internationally
renowned geologist, zoologist, paleontologist,
and evolutionary biologist, illustrated the process
of personalizing odds in an article he wrote about
his reactions when he was diagnosed in 1982
with a rare and deadly form of cancer, an abdomi-
nal mesothelioma [17]. When he revived after
surgery, he asked his doctor what the best techni-
cal literature on the cancer was. She told him that
there was really nothing worth reading. His reac-
tion was as soon as possible to go to the nearby
Harvard Countway medical library. He soon real-
ized why his doctor had tried to discourage him
from looking, “The literature couldn’t have been
more brutally clear: mesothelioma is incurable,
with a median mortality of only 8 months after
discovery. I sat stunned for about 15 min ... Then
my mind started to work again, thank goodness.”
Gould, who knew about statistics, wanted to find
out his chances of being in the half that survived
more than 8 months, and especially its tail. “I
read for a furious and nervous hour and con-
cluded, with relief: damned good. I possessed
every one of the characteristics conferring a
probability of longer life: I was young; my dis-
ease had been recognized in a relatively early
stage; I would receive the nation’s best medical
treatment; I had the world to live for; I knew how
to read the data properly and not despair.”

I wonder whether Dr. Gould felt any hope dur-
ing the 15 min when he sat stunned. But by the
end of his hour of reading and using many of the
cognitive coping strategies listed above to inter-
pret his personal odds more favorably, Dr. Gould
was certainly feeling hopeful. Dr. Gould did in
fact survive until 2002, when he died of an unre-
lated cancer.

Uncertainty and distortion of reality. Coping
with uncertainty, and especially the process of
personalizing odds, can involve distortion of real-
ity, which is a red flag to those who believe that
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veridicality—adherence to reality—is essential
for good mental and physical health. Traditionally,
failure to adhere to veridicality was equated with
denial. The concern was that if people engage in
denial, they will fail to engage in appropriate
medical treatment and also that a person engag-
ing in denial has to expend energy on avoiding
evidence to the contrary [4].

The issue about veridicality and denial actu-
ally involves two questions: Denial of what? And,
what are the consequences? Breznitz [18] pres-
ents a hierarchy of denial and denial-like pro-
cesses that offers options for the question:
“Denial of what?” The most serious of these is
the denial of information, which is probably the
closest to the definition of denial of external real-
ity, considered a psychotic defense mechanism
[19]. But Breznitz goes on to list other denial-like
processes in which information as such is not
denied, but its implications are. Breznitz’ hierar-
chy of denial-like processes descends from the
denial of threat to the denial of personal rele-
vance, urgency, vulnerability/responsibility,
affect, and affect relevance.

Any of these denial-like processes might dis-
turb the physician, who wants to make certain
that the patient is fully informed so that the
patient can make good decisions. On the other
hand, the patient’s need to maintain at least an
approximation of equilibrium may call for regu-
lating the flow of information into awareness,
whether knowingly or unconsciously. A number
of articles have been written about achieving this
delicate balance [1].

It is understandable that physicians would be
concerned if unrealistic hopes lead to treatment
decisions that harm the patient or consume scarce
resources the patient will need in the future. But
the literature suggests that most people do not
distort reality to this extent. In general, people’s
illusions tend to depart only modestly from indi-
cators of their objective standings, show a high
degree of relative accuracy, and are kept from
becoming too extreme by feedback from the
environment [20]. Indeed, the social psychology
literature shows not only that people tend to have
unrealistic optimism about their ability to man-
age traumatic events but also that these illusions

are associated with effective coping and psycho-
logical adjustment [20] and a sense of agency
[21]. And, as Snyder and his colleagues note,
people who have lofty goals often attain them
[21].

The medical literature often uses the term
“false hope” to refer to unrealistic hope. A more
literal interpretation of false hope is suggested by
Klenow [22] who refers to false hope as hope that
originates from deliberate deception by the phy-
sician, as when a physician tells a patient that he
or she has a less serious illness than he or she
actually does. Let us assume that this form of
deception is rare.

Efforts to discourage unrealistic expectations
may push the patient and his or her caregivers to
consider a more realistic appraisal of what the
future holds. Whether this is important for the
patient’s health, however, depends on the rea-
sons compelling the more realistic appraisal and
the costs of not doing so. Unrealistic hope, for
example, may be what the patient needs at the
outset in order to have any hope at all, what I
referred to earlier as giving hope a toehold, in
which case the unrealistic hope may be serving
an important adaptive function. Over time, as
the patient and the patient’s family caregivers
absorb more information and its meaning, I
would expect them to begin formulating more
realistic expectations and to shift their focus
away from hoping for unrealistic outcomes,
such as a cure, to hoping for more plausible out-
comes such as hope of living longer than
expected, being well cared for and supported,
having good pain and symptom control, and
hope of getting to certain events [1].

Managing uncertainty over time. Whether
uncertainty lasts just a few hours, as when a par-
ent waits for a teenage driver to return home at
night, or years, as when a cancer patient has to
wait to learn whether the cancer is in remission,
uncertainty is often an aversive condition that is
difficult to tolerate. Uncertainty can provide a
fertile milieu for doubts based on what one hears,
sees, reads, or imagines. Well-intended friends
can share anecdotal accounts that have the unin-
tended effect of creating more anxiety rather than
reducing it.
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Theoretically, hope provides a counterbalance
to both intrapersonal and interpersonal events
that feed anxiety during periods of uncertainty. In
this sense, hope (e.g., as faith) or hoping (e.g.,
actively focusing on reasons for feeling hopeful)
acts as emotion-focused coping strategies. The
calming effects of hope can be reinforced by
other kinds of emotion-focused coping strategies
that are appropriate for managing anxiety in wait-
ing situations, for example, distracting one’s self
by turning to other activities such as exercising,
work, or gardening [23]. This example further
illustrates the interplay between hope and coping,
whereby each can facilitate the other.

Hope has a very special quality that is espe-
cially important in managing uncertainty over
time: it allows us to hold conflicting expectations
simultaneously. For example, we have reliable
information that a hurricane is approaching, so
we take necessary precautions—tape windows,
get sandbags to ward off flooding, stock up on
water, to name a few—and then relax because we
also believe the hurricane will veer off its pre-
dicted path.

The concept of hope legitimizes holding con-
flicting expectations. The person who holds these
conflicting expectations is not thought to be con-
fused or delusional; the person is labeled hopeful.
Holding both possibilities also facilitates adap-
tive problem-focused and emotion-focused cop-
ing. The belief that the hurricane is coming frees
the person to prepare for the hurricane (problem-
focused coping). The expectation that the hurri-
cane will veer off path regulates anxiety
(emotion-focused coping). By combining both
expectations, the person is also likely to continue
attending to information about the hurricane’s
path (problem-focused coping).

Dealing with a Changing Reality

When circumstances change with time, previous
expectations and hopes may no longer be rele-
vant. A cancer patient, for example, may learn
that the course of chemotherapy was not effective
and that a new treatment with more aversive side
effects is required, or that there are no further

treatments available at the moment. Perhaps the
patient learns that his or her cancer has metasta-
sized, or that there has been a recurrence follow-
ing a period of remission.

The patient and the patient’s family members
are faced with the dual challenges of sustaining
hope while coping with a changing reality.
Recognizing that things are not going well means
giving up hope with respect to what had been, but
hope itself'is not necessarily quashed. Generalized
hope—hope that is based on faith, personality
disposition, or developmental history—can act as
areserve that supports the efforts to revise expec-
tations in the present situation. For example,
when there is little that can be done by the patient
to affect a particular outcome, religious faith can
support hope by providing a sense of ultimate
control through the sacred [24] or through affirm-
ing beliefs about the sacred such as “God will be
by my side.” Individuals who rate high on hope
as a trait have the advantage of approaching situ-
ations with a hopeful bias that is protective; they
show diminished stress reactivity and more effec-
tive emotional-recovery than those low in dispo-
sitional hope [25]. And a developmental history
that includes experience confronting stress and
coming through quite well provides the individ-
ual with confidence that the present situation can
also be managed well [26, 27].

The reserve of generalized hope is important
for the patient as he or she begins coping with the
demands spawned by advancing illness that must
be addressed to preserve physical, psychological,
and spiritual health. These demands define an
array of goals for the patient, ranging from proxi-
mal, concrete goals such as the ones on the
weekly to-do list, to distal, abstract aspirational
values, goals, beliefs, and commitments. In what
might be called ideal “normal” day-to-day life,
distal and proximal levels are in harmony.
Proximal goals (e.g., producing an excellent
report on time at work, volunteering service to a
community organization) are expressions of dis-
tal values, beliefs, and commitments (e.g., valu-
ing excellence and honoring commitments, and
belief in communal responsibility) [7].

But illness has a way of perturbing the goals
that organize day-to-day choices and behavior—
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the routine weekly to-do list. The individual
needs to revise these goals [28, 29] and revisit the
distal values and higher order goals that guide
day-to-day choices and infuse them with mean-
ing [7]. For example, a mother diagnosed with
cancer whose top priority had been her children
may now need to put attending to her own health
at the top of the list in order to restore her health
so that she can resume care of her children. For
now, by making her own health her immediate
top priority, this mother will be able to focus her
time and attention on necessary tasks such as
arranging for appropriate medical care, arranging
finances, preparing for debilitating surgery and
for side effects of a course of chemotherapy, and,
in some cases, even preparing for a shortened life
expectancy.

Overall, the process of revising goals—Iletting
go of goals that are no longer tenable and identi-
fying meaningful, realistic goals that are adaptive
for coping in the present circumstances—is an
important form of meaning-focused coping that
helps sustain a sense of control, creates a renewed
sense of purpose, and, of relevance here, allows
hope with respect to new goals. I call these goal-
specific hopes “situational hope.” The seeming
simplicity of goal revision processes belies their
actual complexity. As the narratives that follow
illustrate, the process of goal revision may pro-
ceed in fits and starts or happen rather quickly,
and the process may be intensely emotional or
relatively matter-of-fact. A number of factors
influence the process including beliefs, personal-
ity disposition, and previous experiences with
stress as noted above; the meaning of what is now
at stake; what else is going on in the person’s life;
interactions with close others; and the quality and
sensitivity of patient-physician communications
during this transition.

The following narrative from the Care
Preference Study conducted by Judith Rabkin,
myself, and our colleagues in New York and San
Francisco [8] illustrates the outcome of a process
of goal revision. Participants in this study were
diagnosed with terminal illness. Note that the
patient’s revised goals are not trivial and reflect
underlying meaning. The patient’s name is Rob,
and he had advanced AIDS:

Rob—Look at you. You're still here! You can’t do
all the things you used to do—you used to have all
the diamonds, and gold, and all the fun you
wanted—you can’t do that anymore. Those days
are gone. And so I try to think about, what now?
What do I do now with the time I have left? In my
actions—in my spiritual life—pray more, be nicer
to other people, give.

Not everyone succeeds in the goal revision pro-
cess. Some are unwilling to relinquish unten-
able goals, as illustrated by another patient with
advanced AIDS from the Care Preference Study
who was asked how he had spent his day. His
response: “Moping, depressed, trying to get as
close to the life I had before I got sick.” This
patient was obviously unwilling or unable to
relinquish goals that are now unrealistic.

In a dialog between a patient and his wife,
transcribed from a documentary about the care-
givers of patients with brain tumors [30], the
patient does not know what he wants, while his
wife has strong feelings about what he should
want. The exchange illustrates how interpersonal
dynamics can further complicate the process of
goal revision and create additional stress.

Tony was diagnosed with a glioblastoma mul-
tiforme, a brain tumor that few survive. Lisa is
his wife and primary caregiver. Following Tony’s
surgery, Tony’s doctor told him that the surgery
was “a success, a complete resection.”

Tony: When I asked what did that [a success, a

complete resection] mean, will it grow back, the

doctor said to me the tumor would grow back. He

said he couldn’t say when, but it would definitely
grow back.

Lisa: I just felt contempt for that point of view.
When I hear the doctor say it will definitely grow
back I say, “Oh no, there is a 95 % chance the
tumor will grow back. But Tony is a 5 percenter.”

Tony: And I don’t want to say to her “I’'m going to
die,” but I am going to die. Lisa wanted me to think
positive. She wanted me to ally myself with anec-
dotal others who had beaten the odds so to speak
... The trouble is, I don’t know WHAT I want.”

Tony’s refusal to think more positively became
unbearable for Lisa, and she left Tony, although
she eventually returned to take care of him.
Notice that Tony cannot name a goal. He says
he does not know what he wants. Tony’s conun-
drum raises an important issue. I have been dis-
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cussing goal revision as an important coping
strategy for dealing with a changing reality. The
underlying assumption is that goals give the per-
son something to hope for. And in fact a body of
research in psychology is based on a definition of
hope offered by the late C.R. Snyder [13] that is
entirely related to goals: “a positive motivational
state that is based on an interactively derived
sense of successful (a) agency (goal-directed
energy), and (b) pathways (planning to meet
goals)” (p. 287).

However, I consider the boundaries defining
hope to be more porous than those defining goals.
Hope’s more porous boundaries open the way to
exploring existential issues that clarify underly-
ing meaning. In the case of patients whose reality
is changing, for example, we need to ask ques-
tions about what patients hope for. Although the
initial response is likely to be a response such as
“a miracle cure” or “that I beat the odds and land
in the tiny percentage that has a lasting remis-
sion” (see [31] for a thoughtful discussion of
philosophical underpinnings of such hopes), ask-
ing patients what they hope for may also inspire
them to move beyond those immediate responses
and express what matters to them now in their
new reality, what they value, and what they yearn
for (Rachel Remen, personal communication,
March, 2010). Examples might include “main-
tain my dignity,” “be at peace with my God,” or
“avoid suffering.” Or responses may express cos-
mologic hopes such as being reunited with loved
ones who have died, being with their God, or
entering a divine world. These aspirations give
definition to underlying meaning, the foundation
for hope and sustained coping. Technically, these
aspirations could be termed higher-order distal
goals. Responses to a question about hopes may
also be expressed in the form of more concrete,
proximal goals such as “to find the best doctor,”
“to attend my grandson’s graduation,” or “to have
a successful conversation with my insurance
carrier.”

Regardless of the response, the key is to allow
the patient the opportunity to consider existential
issues that clarify meaning and for this purpose I
believe it is important to ask about hopes in addi-
tion to goals. This meaning-clarification function

may in fact be a key to the whole process of goal
revision, serving to give it a jump start much as [
proposed that personalizing odds can give a toe-
hold for hope. With this idea in mind, consider
how the following participant in our study of the
caregiving partners of men with AIDS [5] might
have responded had he been asked about his
hopes for himself and his partner:

Michael: As time passes, we reach different pla-

teaus. And Josh and I view this as if we are climb-

ing down a canyon. And each time he hits a certain

health problem it is another plateau that you have

to kind of adjust to and face. And we know that his

death is the bottom of the canyon. And then it is up
to me to start my new existence.

Conclusion

I have discussed hope from the vantage of stress
and coping theory and explored the dynamic and
reciprocal relationship that hope has with coping.
I began with the assumption that hope is essential
when we need to confront stressful circumstances
but that hope is not always available. Coping
plays a critical role in fostering hope when it is at
low ebb, as when an individual is confronted with
information that threatens well-being. Hope in
turn can sustain coping, as when the individual
moves forward to deal with the demands of his or
her new reality. But hope is more than what is
implied by this analysis.

In his New York Times column of March 26,
2010, David Brooks highlights the shortcomings
of modern economics, most recently those of
behavioral economics in which economists are
interested in “those parts of emotional life that
they can count and model (the activities that
make them economists).” He warns “But once
they’re in this terrain, they’ll surely find that the
processes that make up the inner life are not ame-
nable to the methodologies of social science. The
moral and social yearnings of fully realized
human beings are not reducible to universal laws
and cannot be studied by physics.”

David Brook’s comment applies as well to
hope. No single interpretation, perspective, or
discipline has proprietary rights to hope. Hope
belongs to the arts as much as it does to the
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sciences; its meanings range from the ordinary

to

the transcendent. We can study certain

aspects of hope with behavioral and social sci-
ence techniques, but we cannot capture all of
its aspects. However, what we do learn from
those aspects we are able to study can be used
to help people sustain well-being through dif-
ficult times.
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Religiousness and Spirituality
in Coping with Cancer

Ingela C.V.Thuné-Boyle

Definitions of Religiousness
and Spirituality

There has been much debate in the literature over
exactly how religiousness and spirituality should
be defined. Religion is often described as institu-
tional and formal, while spirituality is seen as
more informal, existential, and personal [1]. This
may not always be the case however. Indeed, reli-
gion is a multidimensional construct that may
involve spiritual experiences, meaning, values,
beliefs, forgiveness, private and public religious
practices, religious coping, religious support,
commitments and preferences [2]. Spirituality
may also be viewed as a multidimensional con-
struct that can be divided into three main dimen-
sions: (1) a God-orientated spirituality where
thoughts and practices are premised in theolo-
gies; (2) a world-orientated spirituality stressing
relationships with ecology or nature, and (3) a
humanistic spirituality (or people orientated)
stressing human achievement or potential [3].
The use of the term “spirituality” as being
apart from religion has a surprisingly short his-
tory [4, 5] and evolved mainly from a growing
disillusionment with religious institutions in
Western society during the 1960s and 1970s.
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Today, it is often associated with more favorable
connotations to religion [6] and appears to be the
terminology favored by healthcare profession-
als, especially within oncology and palliative
care. However, viewing religiousness and spiri-
tuality as distinct and separate constructs may
potentially ignore the rich and dynamic interac-
tion between the two [7]. Studies have generally
found defining religiousness and spirituality
problematic, and empirical studies examining
people’s understanding of these concepts have
produced conflicting results to the notion of sep-
arate constructs. For example, Zinnbauer et al.
[8] found that religiousness and spirituality were
not totally independent and that as many as 74%
considered themselves both religious and spiri-
tual. A large overlap between the two concepts,
with many similarities in terms of beliefs, time
spent in prayer, guidance, a sense of right and
wrong, and a connection to God, also exists [9].
Indeed, Scott [10] found that definitions of reli-
giousness and spirituality were evenly distrib-
uted across nine content categories: (1)
experiences of connectedness or relationships;
(2) processes leading to increased connected-
ness; (3) behavioral responses to something
sacred; (4) systems of thoughts or set beliefs; (5)
traditional institutional or organizational struc-
tures; (6) pleasurable states of being; (7) beliefs
in the sacred or transcendent; (8) attempts at or
capacities for transcendence; and (9) concerns
for existential questions or issues. This further

119

J. L. Steel, B. L. Carr (eds.), Psychological Aspects of Cancer,

https://doi.org/10.1007/978-3-030-85702-8_8

8


http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-85702-8_8&domain=pdf
https://doi.org/10.1007/978-3-030-85702-8_8#DOI
mailto:info@ingelathuneboyle.com

120

I.C. V. Thuné-Boyle

demonstrates a substantial diversity in the con-
tent of people’s understanding of religiousness
and spirituality and signifies a considerable
overlap between the two constructs. Both may
involve a search for meaning and purpose, tran-
scendence, connectedness, and values. Religious
involvement can therefore be similar to spiritual-
ity. Equally, spirituality may also have commu-
nal or group expressions. When these expressions
are formalized, spirituality is more like an orga-
nized religion [11].

Most studies examining definitional issues
surrounding religiousness and spirituality have
been conducted in the USA. Therefore, before
commencing research in this area at UCL in
London, UK, my colleagues and I conducted a
brief assessment into the definitional views of
religiousness and spirituality in a London popu-
lation to gain a clearer idea of how people in the
UK view these concepts [12]. Although we are
not in a position to generalize these findings to
the UK population as a whole, in line with previ-
ous US findings, results from these interviews
show that people in the UK may also have differ-
ent, and often overlapping, understandings of
religiousness and spirituality, although most did
not view these terms in any great detail. Being
religious was understood in three different ways:
having a belief in God or devotion to one’s faith
(non-organizational), belonging to an organized
religion (attending church and adhering to the
doctrine of a particular religion) or it may also
incorporate both of these. Equally, spirituality
was viewed in different ways, as being separate
from religion, where it was seen as a broader
non-organizational concept with a strong dedica-
tion to one’s faith. Some viewed it as providing
meaning to a person’s life and as being similar to
religion, describing spiritual people as practicing
in much the same way as a religious person
might. Others found spirituality difficult to define
with some tending toward a “New Age” or
Eastern philosophy rather than associating it with
more organized religions. Finally, some felt that
spirituality was something they associated with
people being “a bit phoney.”

The variations in people’s ideas about these
concepts show that it may be more useful to con-

centrate on the content behind their understand-
ing of religiousness and spirituality rather than
focusing on the label itself. Indeed, within medi-
cally ill populations, how patients use their spiri-
tuality or religiousness in the coping process has
been a growing area of interest to healthcare
researchers.

Religious/Spiritual Coping

Since 1985, 30% of coping studies in the litera-
ture have examined some aspect of coping with
cancer [13]; yet despite significant interest in the
coping process being evident in the last 30 years,
the role of religion and spirituality in coping with
illness has received relatively little attention as an
area of study in its own right. For example, up
until 1998, only 1% of coping studies had exam-
ined the use of faith in coping [14]. This is sur-
prising, especially as its role in the appraisal
process may lead to both cognitive (e.g., apprais-
ing an illness as part of God’s plan) and behav-
ioral (e.g., praying or attending religious services)
aspects of coping. Religious/spiritual coping can
therefore be defined as “The use of cognitive and
behavioral techniques, in the face of stressful life
events, that arise out of one’s religion or spiritual-
ity” [14]. The term “religious coping” will be
used throughout this chapter simply because it is
the term generally used in the literature. However,
it does, of course, incorporate the coping of peo-
ple who view themselves as spiritual and not reli-
gious. Other terms such as “spiritual needs” will
be used as it is also the term generally used in the
literature. It too includes those who regard them-
selves as religious and therefore have religious
needs.

Nature of Religious Coping

Turning to religion during times of difficulty has
been described in the literature as a form of escap-
ism, defense, denial, avoidance, passivity, or
dependence [15], and the notion that religious
coping is a maladaptive avoidant coping strategy
was first argued by Freud [16] who believed that
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people who turn to religion do so from a sense of
helplessness with the aim of reducing unwanted
tensions and anxieties: “Religion is a universal
obsessional neurosis ... infantile helplessness ...
aregression to primary narcissism.” By 1980, atti-
tudes had changed little; the US psychologist
Albert Ellis wrote: “Religiosity is in many
respects equivalent to irrational thinking and
emotional disturbance ... The elegant solution to
emotional problems is to be quite unreligious ...
the less religious they are, the more emotionally
healthy they will be” [17]. However, this view is
simplistic and stereotypical and fails to consider
the diverse roles religious/spiritual beliefs, prac-
tices, and communities play in people’s attempts
to find some sort of significance in their lives [15].
Although religious coping can be avoidant, pas-
sive, ineffective, and maladaptive, it may also be
adaptive, active, and problem-focused in nature
[18]. Public religious/spiritual practices (e.g.,
attending religious services at church/synagogue/
mosque/temple, Sufi meetings or bible study) and
private religious/spiritual practices (e.g., prayer or
meditation without the influence of other like-
minded people) may be conceptualized as a form
of religious coping, but religious coping may also
describe various religious coping cognitions.
These can further be divided into positive and
negative religious coping strategies. Positive reli-
gious coping is considered to be an expression of
a secure relationship with a supportive God/
higher power. Seeing the situation as part of God’s
plan and seeking God’s love and care or working
together with God to solve problems are examples
of positive religious coping strategies. Negative
religious coping (sometimes referred to in the lit-
erature as “religious struggle”) is viewed as an
expression of a less secure relationship with a
God/higher power that is distant and punishing, or
as a religious struggle in the search for signifi-
cance [19]. Feeling punished or abandoned by
God and reappraising God’s powers or feeling let
down by God are examples of negative religious
coping strategies. In this chapter, the terms “nega-
tive religious coping” and “religious struggle”
will be used interchangeably.

Pargament et al. [20] argue that the explora-
tion of religious coping should be theoretically

based and functionally orientated. They consider
five key religious functions in coping based on
various theories:

1. Meaning. According to theorists (e.g.,
Clifford Geertz, [21]), religion plays a key
role in the search for meaning during suffer-
ing or during difficult life experiences.
Religion offers a framework for understand-
ing and interpretation.

2. Control. Theorists such as Eric Fromm [22]
have stressed the role of religion in the search
for control over an event that pushes an indi-
vidual beyond his or her own resources.

3. Comfort. According to classic Freudian the-
ory [23], religion is designed to reduce an
individual’s apprehensions about living in a
world where disaster can strike at any moment.

4. Intimacy. Sociologists such as Durkheim [24]
have generally emphasized the role of religion
in facilitating social cohesiveness. Religion is
said to be a mechanism for fostering social
solidarity.

5. Life transformation. Religion may assist peo-
ple in making major life transformations
where individuals give up old objects of value
to find new sources of significance [25].

Table 8.1 shows various religious coping strat-
egies falling within Pargament et al.’s [20] five
functional dimensions, and examples of each are
given. Researchers should not expect to find five
different factors of religious coping according to
these five functions as any form of religious cop-
ing may serve more than one purpose. For exam-
ple, meaning in a stressful situation can be sought
in many different ways: redefining the stressor as
an opportunity for spiritual growth (“benevolent
religious reappraisal”), or redefining the situation
as a punishment from God (“punishing God reap-
praisal”) where the former is a potentially adap-
tive positive religious coping strategy, while the
latter is a potentially maladaptive negative reli-
gious coping strategy. Empirical studies have
indeed confirmed that different forms of religious
coping have different implications for adjustment,
at least in the short term [26, 27]. For example,
collaborative religious coping has been associ-
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Table 8.1 Examples of the functions of coping and associated religious/spiritual coping strategies along Pargament

et al.’s [20] five dimensions

Example of coping strategy

“Saw my situation as part of God’s plan”

“I wondered what I did for God to punish me”
“Believed the devil was responsible for my situation”
“Questioned the power of God”

“Tried to put my plan into action together with God”
“Did my best, then turned the situation over to God”
“Didn’t do much, just expected God to solve my problems for

”

2 ¢

“Pleaded with God to make things turn out okay”,
a miracle”
“Tried to deal with my feelings without the help of God”

Prayed for

“Sought God’s love and care”

“Prayed to get my mind off my problems”
“Confessed my sins”

“Looked for a stronger connection with God”
“Wondered whether God had abandoned me”
“Avoided people who weren’t of my faith”

“Looked for spiritual support from religious leaders/ clergy”

“Prayed for the well-being of others”
“Disagreed with what the church wanted me to do or believe”

Religious coping strategies under the Positive/
five different functions negative
1. To find meaning
Benevolent religious reappraisal Positive
Punishing God reappraisal Negative
Demonic reappraisal Negative
Reappraisal of God’s powers Negative
2. To gain control
Collaborative religious coping Positive
Active religious surrender Positive
Passive religious deferral Negative/
mixed me
Pleading for direct intercession Negative
Self-directing religious coping Mixed
3. To gain comfort
Seeking spiritual support Positive
Religious focus Positive
Religious purification Positive
Spiritual connection Positive
Spiritual discontent Negative
Marking religious boundaries Positive
4. To gain intimacy with others/God
Seeking support from clergy or Positive
members
Religious helping Positive
Interpersonal religious discontent Negative
5. To achieve a life transformation
Seeking religious direction Positive
Religious conversion Positive
Religious forgiving Positive

ated with better physical and mental health [18,
28, 29], while religious coping strategies such as
punishing God reappraisal, demonic reappraisal,
spiritual discontent, interpersonal religious dis-
content, and pleading for direct intercession are
all associated with greater levels of distress [25].
However, there is also evidence that not all forms
of religious coping fall easily into negative and
positive categories but may be associated with
both positive and negative outcomes. For exam-
ple, self-directing (i.e., dealing with a situation
without relying on God) and deferring religious
coping strategies (giving over control to God)
have demonstrated mixed results [19], as has
pleading religious coping strategies (i.e., plead-
ing and bargaining with God or praying for a
miracle) [25].

“Asked God to find a new purpose in life”
“Tried to find a completely new life through religion”
“Sought help from God in letting go of my anger”

Measurement of Religious Coping

Early studies have tended to use public religious/
spiritual practices such as congregational atten-
dance as a measure of religious coping [30, 31].
Using frequencies of religious service attendance
as a coping measure is generally problematic for
a number of reasons. For example, public reli-
gious/spiritual institutions/group attendance that
involves meeting other like-minded people
potentially expose people to social support, a
variable known to predict illness adjustment
which may therefore confound the results,
whether the attendance is at a place of worship of
an organized or non-organized religion or in
someone’s home (e.g., Bible study). People may
also follow religious/spiritual practices for social
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reasons, for example, for social approval or social
status often referred to as extrinsic religiousness
[32]. Measuring public religious practices may
therefore not necessarily inform much about zow
people use their faith in coping and how much it
is involved in, for example, their cancer diagnosis
or during cancer treatment. A distinction needs to
be made between habitual religious/spiritual

practices and those actively involved in coping
with illness. Indeed, simply enquiring about ser-
vice attendance does not inform about its intended
purpose. It is also important to consider that peo-
ple who are ill may not be well enough to take
part in public religious/spiritual practices [33].
An example of a validated public religious prac-
tice scale [34] is shown in Table 8.2.

Table 8.2 Instruments examining religious coping strategies

2 items examining frequency of attendance at religious services and participation
in religious/spiritual activities with other people. Cronbach’s alpha = 0.82

Authors Measures Description
Religious
coping:
Idler [34] Organizational
Religiousness
Scale
Levin [35] Private Religious

Practices Scale

4 items examining how often people pray or meditate, read religious or spiritual
literature, watch or listen to religious programs on TV or radio, and say grace
before meals. Cronbach’s alpha = 0.72

2 items, 1 item as part of the “‘Escape-Avoidance” dimension; “Hoped a miracle
would happen” and 1 item as part of the “positive reappraisal” dimension; “I

4 items from the “‘Turning to religion” sub-scale, e.g., “I try to find comfort in
my religion” “I seek God’s help. Cronbach’s alpha = 0.92.

2 items from the “‘Religion” sub-scale, e.g., “I have been trying to find comfort
in my religious beliefs” “I’ve been praying or meditating” Cronbach’s

22 items, 3 sub-scales labeled, (1) collaborative, (“When it comes to deciding
how to solve problems, God and I work together as partners” Cronbach’s

alpha = 0.93); (2) self-directing, (“When I have difficulty, I decide what it means
by myself without relying on God” Cronbach’s alpha = 0.91); (3) deferring
(“Rather than trying to come up with the right solution to a problem myself, I let
God decide how to deal with it” Cronbach’s alpha = 0.89)

15 items, 6 sub-scales: (1) spiritually based (e.g., “Trusted that God would not
let anything terrible happen to me”); (2) good deeds (e.g., “Tried to be less
sinful”); (3) discontent (e.g., “Felt angry with or distant from God”); (4)
religious support (e.g., “received support from clergy”— — note, not a coping
strategy but its consequence); (5) plead (e.g., “Asked for a miracle”); and (6)
religious avoidance (e.g., “Focused on the world to come rather than on the
problems of this world”). Cronbach’s alpha = 0.61-0.92

25 items, 2 sub-scales; (1) internal/private (e.g., “I pray” “I put my problems
into God’s hands™); and (2) external/social (e.g., “I get support from church/
mosque/temple members” “I donate time to a religious cause or activity.”

105 items measuring positive and negative religious coping cognitions along 5
key religious functions in coping: (1) religious coping to give meaning to an
event; (2) to provide a framework to achieve a sense of control over a difficult
situation; (3) to provide comfort during times of difficulty; (4) to provide
intimacy with other like-minded people; and (5) to assist people in making major
life transformations. Cronbach’s alpha = 0.65 or greater

14 items divided into 2 clusters of positive and negative religious coping

Lazarus and The Ways of
Folkman Coping Scale
[38] prayed”
Carver etal. The COPE
[36]
Carver [37] The Brief COPE
alpha = 0.82

Pargament ~ The Religious
et al. [18] Problem-Solving

Scale
Pargament ~ The Religious
et al. [43] Coping Activities

Scale
Boudreaux =~ The Ways of
et al. [42] Religious Coping

Scale

Cronbach’s alphas = 0.93 and 0.97

Pargament ~ The RCOPE
et al. [20]
Pargament ~ The Brief ROPE
etal. [19]

Exline et al.
[45]

The Religious and
Spiritual Struggles
Scale

strategies. Cronbach’s alpha = 0.87 (positive sub-scale) and 0.78 (negative
sub-scale)

26 items examining 6 domains of struggle: divine, demonic, interpersonal,
moral, doubt, ultimate meaning. Cronbach’s alpha = 0.80 to 0.96
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Private religious/spiritual practices such as
prayer have also been used in research to repre-
sent religion/spirituality in the coping process
[30, 31]. Using this approach is limited in that it
only informs about the frequency of prayer and
not its content, nor does it tell us about the actual
cognitions used, whether they were adaptive or
maladaptive. It can, however, inform researchers
about the frequency of engaging in private reli-
gious practices such as frequency of prayer and
whether these change as a result of being diag-
nosed with cancer. As with public religious prac-
tices, attention needs to be given to whether a
practice is a coping or a habitual behavior or
whether it involves praying with other like-
minded people whose support may contaminate
the findings if not controlled for adequately in the
study analyses. An example of a validated private
religious practice scale [35] is shown in Table 8.2.

The importance of religious coping strategies
is reflected in several commonly used coping
questionnaires (e.g., the COPE by Carver et al.
[36]; the Brief COPE by Carver [37]; the Ways of
Coping Scale by Folkman and Lazarus [38]—
Table 8.2). These questionnaire items usually
involve explicit terms such as “I prayed” or “I
have been trying to find comfort in my religious/
spiritual beliefs.” However, attempts made by
“nonreligious” coping scales to classify religious
coping highlight some difficulties. For example,
this form of coping is often conceived as emotion
focused [38], but can, as mentioned previously,
also be problem focused [18]. Statements about
prayer do not tell us about its content, nor does it
inform about the actual coping cognitions that
are used. Also, prayer is treated as a unidimen-
sional construct when different forms of prayer
may be associated with different outcomes. Some
general coping measures (e.g., the Ways of
Coping Scale) also ignore the possibility that
religious coping might entail a unique coping
dimension [37, 39-41], where religious coping
items are combined within nonreligious sub-
scales such as “positive reappraisal” and “escape-
avoidance.” However, the distinct nature of
religious coping in comparison to other forms of
coping is evident in empirical studies. For exam-
ple, the religious coping items of the COPE and

Brief COPE load exclusively together onto one
sub-scale [36, 37]. The specific content of poten-
tially adaptive or maladaptive coping strategies
(usually cognitive in nature but also some behav-
ioral such as seeking religious support) can be
measured using the Ways of Religious Coping
Scale by Boudreaux et al. [42], the Religious
Problem-Solving Scale by Pargament et al. [18],
the Religious Coping Activities Scale by
Pargament et al. [43], and the RCOPE by
Pargament et al. [20] (Table 8.2). The Ways of
Religious Coping Scale includes two sub-scales:
(1) internal/private (e.g., “I pray,” “I put my prob-
lems into God’s hands”) and (2) external/social
(e.g., “I get support from church/mosque/temple
members,” “I donate time to a religious cause or
activity”). (Note that the former example is not a
coping strategy, rather the possible consequence
of seeking support from religious groups which,
in turn, reduces the validity of this questionnaire.)
Prayer is also treated as unidimensional. Although
this scale has good psychometric properties (e.g.,
a two-factor structure and Cronbach’s alpha
scores of 0.93 and 0.97), it has not been exten-
sively used.

The Religious Problem-Solving Scale [18]
includes three sub-scales examining various reli-
gious coping cognitions. These are labeled as fol-
lows: (1) collaborative (where the individual and
God actively work together as partners, e.g.,
“When it comes to deciding how to solve prob-
lems, God and I work together as partners”); (2)
self-directing (where people are religious/spiri-
tual but use coping strategies that do not involve
God, e.g., “When I have difficulty, I decide what
it means by myself without relying on God”); and
(3) deferring (where the responsibility of coping
is passively deferred to God, e.g., “Rather than
trying to come up with the right solution to a
problem myself, I let God decide how to deal
with it””). During development, the items from the
scale loaded onto three separate factors, and the
sub-scales had Cronbach’s alpha scores from
0.89 to 0.93. However, nonreligious people
would have trouble responding to items from the
“self-directing” religious coping sub-scale as this
scale assesses coping strategies of religious/spiri-
tual people who use coping strategies without
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involving their faith in the coping process. The
assumption is therefore that everyone has a belief
in God or a higher power. It is, however, impor-
tant to make sure that nonreligious people can
respond to religious coping items as many may
indeed turn to a higher power during periods of
severe illness despite not admitting to believing
in a God.

The Religious Activities Scale [43] includes
six sub-scales: (1) spiritually based (e.g., “Trusted
that God would not let anything terrible happen
to me”); (2) good deeds (e.g., “Tried to be less
sinful”); (3) discontent (e.g., “Felt angry with or
distant from God”); (4) religious support (e.g.,
“received support from clergy”’—note, not a cop-
ing strategy, rather, its consequence); (5) plead
(e.g., “Asked for a miracle”); and (6) religious
avoidance (e.g., “Focused on the world to come
rather than on the problems of this world”). The
items from the scale loaded onto six separate fac-
tors during development, and the sub-scales had
Cronbach’s alpha scores from poor (0.61) to
excellent (0.92).

The RCOPE [20] is the most comprehensive
measure to date. It includes 21 sub-scales (see
Table 8.1 for examples of items from each sub-
scale and Table 8.2) and is a theoretically based
measure that examines much more wide-ranging
religious coping methods, including potentially
harmful religious expressions. It examines the
functional aspects of religious coping and
attempts to answer how people make use of their
religion or spirituality to understand and deal
with a stressful event which includes the five key
religious functions in coping mentioned earlier
(e.g., to gain meaning, control, comfort, and inti-
macy and to achieve a life transformation). It is,
however, very long (105 items), but the authors
recommend that researchers can pick sub-scales
of interest or pick sub-scales that are relevant to
the research purpose and can use three items
(instead of five) with the highest loadings from
each sub-scale (as indicated by the authors). The
RCOPE was originally validated by Pargament
et al. [20] using a college sample (five items per
sub-scale) and a hospital sample (three items per
sub-scale). The psychometric properties of the
former, based on a 17-factor solution, were found

to be acceptable with a Cronbach’s alpha of 0.80
or greater for all but two scales: “marking reli-
gious boundaries” and “reappraisal of God’s
power,” which had an alpha score of 0.78. The
psychometric properties of the latter study, using
a hospital sample, were also found to be accept-
able showing alpha levels of 0.75 or greater for
most factors.

Studies have found that several religious cop-
ing methods are moderately intercorrelated [19].
Therefore, specific clusters or patterns of reli-
gious coping strategies have more recently been
explored using the Brief RCOPE [19]. This
means that people do not make use of specific
religious coping methods alone but apply them in
some combination. Items are divided into posi-
tive and negative religious coping patterns (i.e.,
two sub-scales) and may be useful if researchers
are interested in focusing on several methods and
how these relate to outcome, rather than focusing
on one method in detail [19]. All of the items
from this scale can be found within the sub-scales
of the RCOPE. The negative sub-scale includes
items measuring spiritual discontent, punishing
God reappraisal, interpersonal religious discon-
tent, demonic reappraisal, and reappraisal of
God’s powers (see Table 8.2) and have all been
empirically examined and associated with nega-
tive outcomes in the USA [25]. The positive
sub-scale includes items measuring spiritual con-
nection, seeking spiritual support, religious for-
giveness, collaborative  religious coping,
benevolent religious reappraisal, and religious
purification. Again, all these sub-scales have
been empirically associated with positive out-
comes in the USA [25]. During development, the
Brief RCOPE showed a clear two-factor structure
and acceptable alpha scores of 0.87 (positive sub-
scale) and 0.78 (negative sub-scale). However,
considering the current lack of research outside
of the USA, one potential problem with this
approach is that it makes a priori assumptions
about which religious coping strategies are adap-
tive and which are maladaptive rather than treat-
ing this as an empirical question. Also, some
items may not be as relevant outside of the
USA. For example, demonic religious reappraisal
(e.g., “Decided that the devil made this happen”)
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may seem alien to many people in Western
Europe [44]. This combination of items may
therefore not translate well to other cultures.

Finally, and more recently, the Religious and
Spiritual Struggles Scale [45] was developed to
examine the negative aspects of religious coping
only. It has 26 items along 6 different domains:
divine (negative emotions about God and the
relationship with God); demonic (concerns about
the influence of the devil or evil spirits); interper-
sonal (concerns about negative experiences with
religious people or institutions); moral (worry or
guilt about perceived offences); doubt (question-
ing one’s religious/spiritual beliefs); and ultimate
meaning (not perceiving much meaning in one’s
life). Using a student sample, the psychometric
properties of this scale were found to be accept-
able showing Cronbach’s alpha scores from 0.80
to 0.96.

Most of these scales were developed on
Christian populations and often use terms such as
“church attendance” which may not be applica-
ble to all patients with cancer. However, research-
ers can substitute these with more neutral terms
such as “religious/spiritual service attendance” if
patients from different religions or spiritual lean-
ings are included in studies. It may also be neces-
sary to ask patients to substitute the word God for
a term they are more comfortable with (e.g., a
higher power, the universe, spiritual force, etc.).
Indeed, my colleagues and I have found that most
patients from a variety of cultural backgrounds
and religious/spiritual affiliations have no prob-
lem responding to these types of questionnaires
when these minor adaptations are made.

Prevalence of Religious Coping
in Cancer

Studies have reported that religious coping is
one of the most commonly used coping strate-
gies in the US cancer patients where up to 85%
of women with breast cancer indicate that reli-
gion helped them cope with their illness [46].
Negative religious coping strategies on the other
hand are used less often [20, 47, 48]. Fitchett
et al. [48] found that only 13% of patients used

“reappraisal of God’s powers” in the coping pro-
cess. However, religious/spiritual beliefs and
practices are very different across cultures, and
these findings may therefore not generalize to
cancer patients outside the USA; 75% of North
Americans feel God is important in their lives
compared with 49% of people in Europe; 45%
attend a place of worship regularly in the USA in
contrast to 10% in the UK [49, 50]. In the USA,
only 7% of the population are reported to be
atheists [51] compared with 33% in the UK [52].
Indeed, Harcourt et al. [53] found that only 23%
of the UK patients with breast cancer used reli-
gion in coping 8 weeks after diagnosis. However,
this study examined religious coping in a sim-
plistic way (e.g., by using generic questions
from the Brief COPE) [37].

My colleagues and I examined various spe-
cific religious coping strategies (taken from the
RCOPE), and we found a very different pattern;
the use of nonreligious coping strategies was,
overall, more common and religious coping,
despite being used by 66% of the sample, was
one of the least used coping strategies when
assessed using a comparable general coping mea-
sure [54]. This is probably due to a much larger
proportion of nonreligious/spiritual people in the
UK. Indeed, 28% of patients in our study reported
not having a belief in God or being unsure of
God’s existence. Using items from the RCOPE,
we also found consistently high levels of positive
religious coping strategies throughout the first
year of illness. For example, “active and positive
religious coping” was the most common reli-
gious coping strategy (with 73% of the sample
using it to some degree at surgery), where patients
attempted to find meaning, a sense of control,
comfort, and intimacy in their illness. This was
followed by coping methods to achieve a life
transformation (used by 53% of the sample),
where patients used religious coping to find a
new purpose in life. Indeed, the majority of
patients used active nonreligious coping by tak-
ing actions to try and make their situation better.
It is therefore not surprising that the proportion of
the sample who considered themselves religious/
spiritual also wused their religious/spiritual
resources to achieve this. In contrast, negative
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religious coping strategies were, overall, rela-
tively less common. These findings support pre-
vious US results as well as a German study,
where negative religious coping strategies were
found to be overall less common than positive
religious coping [20, 45, 47, 48]. However,
despite being less common, negative religious
coping strategies were used by as many as 53%
of patients (e.g., reappraised God’s powers). In
addition, 37% of the sample felt, to some degree,
punished and abandoned by God. This number is
much higher than those reported by the US stud-
ies and may reflect the secular nature of the UK
where God and religion may be viewed in more
negative terms by those not practicing their faith
in a more organized manner and may, as a result,
have a less secure relationship with a God or may
be struggling with their faith in their search for
significance during periods of stress.

Change in Religious Coping
Strategies Across the lliness Course

According to the “mobilization hypothesis” [55,
56], under stressful circumstances (e.g., a health
threat), people are more likely to turn to their
faith for coping in response; yet there is inconsis-
tent evidence in cancer patients that this is the
case [57]. There are also inconsistencies regard-
ing how religious coping changes during the ill-
ness course in cancer. Using a general simple
measure of religious coping, Carver et al. [58]
and Culver et al. [59] found that religious coping
decreased over time. In contrast, Alferi et al. [31]
found that levels of religious coping (“extent of
turning to religion for comfort”) remained stable
across a 12-month period. Other studies have
examined the trajectory of religious coping
across a range of specific religious coping strate-
gies in cancer patients (breast cancer) [54, 60].
Gall et al. [60] found various patterns of change
during the first 2 years of illness in ten specific
religious coping strategies from the RCOPE.
“Active religious surrender” and “spiritual sup-
port” showed an increase pre-surgery, and then a
steady decline at follow-up. “Religious helping,”
on the other hand, increased from pre-diagnosis

to 1-week pre-surgery but remained stable from
pre-surgery throughout 2 years post-surgery,
while “religious direction” increased pre-
diagnosis to pre-surgery, followed by an increase
until 6 months post-surgery, where it stabilized.
“Religious focus” increased from pre-diagnosis
to pre-surgery and from 1 to 6 months post-
surgery, followed by a decrease from 6 months to
1 year. Other religious coping strategies such as
“passive religious deferral,” “spiritual discon-
tent,” “pleading,” “benevolent religious reap-
praisal,” and “collaborative religious coping” all
remained stable. The pattern of change may
therefore depend on the type of religious coping
that is used.

My colleagues and I [54] compared the use of
specific religious coping strategies in the UK in
patients with early-stage breast cancer at the time
of surgery and examined how these changed in
the first year of illness. In support of previous
findings by Alferi et al. [31], we found nonsig-
nificant changes in four of the more specific reli-
gious coping strategies from the RCOPE;
“religious coping to achieve a life transforma-
tion”; “passive religious deferral”; “reappraisal
of God’s powers”; and “pleading for direct inter-
cession.” Gall et al. [60] also found that “passive
religious deferral” and “pleading” remained sta-
ble across time. However, they found significant
changes in “seeking religious direction” (included
in the “religious coping to achieve a life transfor-
mation” sub-scale in this study as they loaded
together onto one factor) where it increased in
use until 6 months post-surgery when it stabi-
lized. This demonstrates that findings from one
culture may not generalize to another. We also
found a significant reduction in some religious
coping strategies across time; “active and posi-
tive religious coping” and ““seeking support from
religious leaders and members of religious
group” were significantly higher at the time of
surgery than at follow-up. This suggests that
patients were significantly more likely to seek
support from God, actively surrendering to the
will of God; work together with a benevolent
God to solve problems; and seek support from
religious/spiritual leaders and members of reli-
gious/spiritual groups in the early stages than fur-
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ther into the illness course. The value of emotional
support in patients with breast cancer is well
established and appears to have the strongest
associations with illness adjustment [61, 62]. For
those with a close attachment to God, asking God
for support could serve as an added support
resource or even a support substitute. Seeking
support from God or from religious/spiritual
leaders/members early in the illness course is
therefore not surprising considering the potential
difficulties associated with a breast diagnosis and
subsequent surgery. Indeed, Gall et al. [60] also
found higher levels of seeking spiritual support
early in the illness course. However, in our study,
religious struggles such as “feeling punished and
abandoned by God” and “searching for spiritual
cleansing” were both significantly higher at sur-
gery and 12 months compared with 3 months
post-surgery. Gall et al. [60] found no change in
spiritual discontent coping strategies across time
(combined in our study with “punishing God
reappraisal” as these loaded together onto one
factor). Finally, the generic religious coping sub-
scale from the Brief COPE only demonstrated
that religious coping strategies were more com-
mon earlier in the illness course, confirming its
limited usefulness as a measure of religious
coping.

The above findings provide partial support for
the mobilization hypothesis. Indeed, increasing
the use of religious/spiritual resources in the cop-
ing process, when faced with uncertainties about
the future after a cancer diagnosis, may be the
case. The majority of our participants were
unaware of their prognosis at baseline assess-
ment. Religious coping may therefore be higher
as a result and may decrease as the patients
become aware of the good prognosis that is asso-
ciated with early-stage breast cancers. However,
the mobilization hypothesis does not explain why
some religious coping strategies showed a ten-
dency to increase at 12 months. Indeed, patterns
of change may depend on the type of religious
coping strategy that is used, and some of these
may be particularly volatile. They are also likely
to be influenced by co-occurring life events. The
Cognitive Phenomenological Theory of Stress
and Coping by Lazarus and Folkman [63]

describes coping as process-orientated that is
directed toward what an individual thinks and
does within the context of a specific encounter
and how these thoughts and actions change as the
encounter unfolds. During the first year of cancer
treatment, patients with breast cancer often
undergo lengthy treatment protocols with dis-
tressing side effects and regular medical surveil-
lance, and worries about treatment and cancer
recurrence are common [64]. The postoperative
period is one of recovery from the procedure but
also of confrontation with, and adaptation to, loss
and possible death [65]. It is likely that, as a
result of searching for spiritual cleansing through
religious actions earlier in the illness course, a
need to repent or feelings of being punished and
abandoned by God may no longer be salient a
few months later. However, as a result of being
under close surveillance by hospital staff, this
care and attention may serve to substitute feel-
ings of being abandoned or punished and may
reduce efforts of religious purification. As this
close level of attention is reduced around
12 months, negative feelings of being punished
and abandoned, and a need for religious purifica-
tion, may resurface as a reaction to the loss of
care. There is related evidence that end-of-
treatment distress may occur as a result of patients
feeling vulnerable to tumor recurrence, as they
are no longer monitored closely by hospital staff
[66]. Indeed, patients may experience a loss of
security from having treatment and loss of sup-
port relating to ongoing communication with
healthcare providers [67—69]. What is clear from
these findings is that cancer patients have differ-
ent spiritual needs at different times during their
illness course depending on their coping
appraisals.

Cultural and Denominational
Differences

It is important to note that specific religious cop-
ing strategies may vary between different ethnic
groups and religious affiliations; Alferi et al.
[31] found that US Evangelical women with
breast cancer reported higher levels of church
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attendance and religiosity across a 12-month
period post-surgery compared with Catholic
women. Religious denominations may also dif-
fer in the extent to which they focus on support-
ing and fostering the emotional well-being of
their members and in their focus on the expiation
of guilt and the preparation for the hereafter
[31]. There may also be differences between
those who are affiliated and those who are not in
how they use religious coping strategies. There
is evidence that non-affiliates are less likely to
express “religious consolation,” that is, seeking
spiritual comfort and support. Religious affili-
ates, on the other hand, are more likely to be
exposed to support by religious group members
and rituals which may enhance the use of posi-
tive religious coping [70]. However, one cannot
assume that those reporting an affiliation with a
particular religious denomination actually prac-
tice their faith, as they may simply be referring
to their identity rather than their religious
involvement, especially in countries such as the
UK where regular religious service attendance is
relatively low. Therefore, establishing that reli-
gious affiliation refers to the actual practice of
faith is vital.

There may be differences between those who
are affiliated (e.g., Catholic, Protestant) and those
who are not (e.g., those who believe in God but
do not see themselves as belonging to a particular
denomination) in how they use religious coping
strategies. There is evidence that non-affiliates
are less likely to express “religious consolation,”
that is, seeking spiritual comfort and support and
are less likely to be connected to religious groups
and therefore less likely to use religious coping
strategies, even in the light of a serious illness
such as cancer. Religious affiliates, on the other
hand, are more likely to be exposed to rituals
which may enhance the use of religious coping
[70]. In addition, in countries where a large pro-
portion of the population do not believe in a God,
it is important to include all patients in studies
examining religious coping, as “non-believers”
may nevertheless use religious coping during dif-
ficult and desperate times, just as those who
believe may exclude their faith in the coping pro-
cess [54].

There is also evidence that relying on faith
during illness in the USA is also greater in some
groups such as African Americans [71-73] and
Hispanics [36] compared to Caucasians [59, 74].
Indeed, one study found that Black men in the
USA with prostate cancer used positive religious
coping more often than white men [75].

Religious Coping and Adjustment
in Cancer

Various religious coping strategies adopted by
people and how these change during the illness
course have implications for illness adjustment in
cancer [44, 60, 74]. Indeed, there is increasing
evidence of the importance of drawing on reli-
gious/spiritual resources in the coping process
during illness. However, few studies have ade-
quately examined these in patients with cancer,
especially outside the USA [76]. A systematic
review published in 2006 examining the relation-
ship between religious coping and cancer adjust-
ment found that many studies report mixed
findings, but most have various methodological
shortcomings using, for example, mixed cancer
groups at different stages of their illness [76]. This
makes it difficult to discern the impact of the rela-
tionship between religious coping and time, as it
is possible that at crucial times during the illness
course, patients may rely more on their religion/
spirituality as they adapt to their diagnosis, treat-
ments, and an uncertain future. Another issue is
how religious coping has been conceptualized and
measured. However, the potential confusion
between religious coping cognitions versus
behavior such as religious service attendance is
particularly important in societies with high reli-
gious service attendance, where an effect could be
caused by perceived social support from the reli-
gious community rather than religious coping.
Many studies have also used generic instruments
(e.g., the Brief COPE [37]) that do not identify the
content of prayer or the specific religious coping
strategies used. Only three studies used measures
developed specifically to examine religious cop-
ing [77-79], all of which produced significant
results in the expected direction.
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Since the review was published, further stud-
ies have been conducted examining the efficacy
of religious coping on well-being in patients with
cancer [44, 47, 48, 60, 74, 75, 80-86]. These
additional studies reinforce the suggestion that
when better ways of measuring religious coping
are used, more significant findings are evident.
Particularly noticeable is the consistent relation-
ship between negative religious coping and
poorer outcomes. However, all of the above stud-
ies except Derks et al. [81], Hebert et al. [84],
Sherman et al. [85], Gall et al. [60], and Gall [87]
were cross-sectional in design, and most (except
Gall et al. [60]) used the Brief RCOPE to mea-
sure religious coping. Some had very large
refusal rates or attrition [44, 74, 81]. Five were
conducted outside the USA and found the effects
of religious coping to be comparable [44, 60, 81,
83, 86]. Although some controlled for demo-
graphic and medical variables [47], only one
study [84] controlled for the potential confound-
ing effect of perceived social support.

The Role of Nonreligious Variables

Studies examining religious coping in cancer
using more appropriate measures have rarely
assessed the role of other important psychologi-
cal variables (e.g., perceived support, nonreli-
gious coping, and optimism) and how these
features in explaining the link between religious
coping and adjustment. For example, Gall [80]
and Sherman et al. [47] used regression analysis
to assess the efficacy of religious coping in pre-
dicting adjustment. These studies controlled for
demographic variables and found a significant
independent effect of religious coping (Brief
RCOPE) on adjustment. However, it is not known
how these significant effects would appear if
other variables known to affect adjustment in
patients with cancer had been entered into the
regression model. Indeed, researchers need to be
thoughtful about which other variables should be
measured alongside religious/spiritual variables
and consider the order in which these are entered
if regression analysis is used. Entering religious
coping strategies last, after other nonreligious

variables, can only produce two results: an inde-
pendent effect or a nonsignificant effect of reli-
gious coping. If a mediating effect has occurred,
it would not be visible; rather a nonsignificant
finding would be evident leading to a false
conclusion.

Few studies have examined the mechanism
through which religious coping affects outcome
in patients with cancer. However, there is evi-
dence from non-cancer studies that perceived
social support is correlated with various religious
factors such as church attendance, church mem-
bership, subjective religiosity, religious affilia-
tion [88], and even private religious practices
such as prayer [89]. Indeed, perceived social sup-
port as well as hope and optimism were found to
completely mediate the effect of positive reli-
gious coping on better adjustment in cardiac
patients [90-92]. Other studies have found incon-
sistent results. For example, Koenig et al. [89]
found that religious activity as a single construct
was correlated with social support but was unre-
lated to depression in a sample of patients over
the age of 65. In the same study, frequency of
church attendance was negatively related to
depression but was surprisingly unrelated to
social support. Private prayer was, however, posi-
tively related to social support but unrelated to
depression. In addition, Bosworth et al. [93]
found that social support was related to lower
levels of negative religious coping strategies
(Brief RCOPE) in a geriatric sample, but nega-
tive religious coping was independently related
to lower levels of depression. They also found
that public religious practice was related to social
support but independently related to lower levels
of depression in the regression analyses once
social support was controlled for.

There are cancer studies examining how reli-
gious/spiritual resources other than religious cop-
ing strategies are linked to outcome (e.g.,
religious involvement, strength of faith, or levels
of religiosity/spirituality). For example, Sherman
and Simonton [94] found that optimism played a
mediating role in the relationship between gen-
eral religious orientation and psychological
adjustment in patients, but social support did not
seem to play a comparable role. Sherman et al.
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[94] found that strength of faith was related to
optimism but not to social support. However,
Carver et al. [58], using a generic measure of reli-
gious coping (the Brief COPE), found that reli-
gious coping in patients with breast cancer was
not related to optimism at any time point of
assessment. This suggests that how religiousness/
spirituality is operationalized and measured
determines how and whether it is significantly
related to outcome.

Various religious coping strategies are also
both positively and negatively related to nonreli-
gious coping strategies such as active coping,
suppressing competitive activities, planning, the
use of social support [58], positive reinterpreta-
tion and growth [36], positive and negative
appraisal of the cancer situation, distancing cop-
ing and focusing on the positive, seeking support,
behavioral avoidance, cognitive avoidance, and
focusing on the positive [77]. Qualitative work
has also found a link between humor and spiritu-
ality [95]. Indeed, there is evidence that active
coping mediates the link between religion/spiri-
tuality and functional well-being in patients with
ovarian cancer [96] and between religious
involvement and psychological distress in
patients with HIV [97]. In addition, religious/
spiritual beliefs have been shown to have a posi-
tive association with active rather than passive
nonreligious coping strategies in cancer patients
[98, 99], and those who have strong religious/
spiritual beliefs are more likely to use cognitive
reframing (i.e., focusing on the positive) as a cop-
ing strategy during cancer [100].

There is also evidence of a mediating role of
nonreligious variables between religious coping
and adjustment in patients with cancer [44, 101].
For example, Zwingman et al. [44] found a medi-
ating effect of nonreligious coping between posi-
tive and negative religious coping and
psychosocial well-being. They also found that
negative religious coping moderated the effect of
religious commitment and anxiety. The second
study was conducted by my colleagues and 1. We
examined the role of various specific religious
coping strategies on anxious and depressed mood
[97]. Previous studies have tended to find nega-
tive religious coping, as measured by the Brief

RCOPE, to be related to higher levels of anxious
mood in patients with cancer [44, 47, 48, 83, 85].
As mentioned earlier, this 7-item sub-scale clus-
ters together various negative religious coping
strategies. It is therefore not known which nega-
tive religious coping strategy is responsible for
this effect. We were indeed able to demonstrate
which negative religious coping strategy was
important in predicting anxiety in patients with
breast cancer living in the UK and also how reli-
gious coping was related to this mood variable.
First, it appeared that feeling punished and aban-
doned by God significantly explained 5% of the
variance in higher levels of anxiety, but this effect
was partially buffered by acceptance coping,
reducing levels of distress. The effect of feeling
punished and abandoned by God on anxiety was
also partially mediated by denial coping, which
was significantly associated with higher levels of
anxiety. This suggests that a “negative” religious
coping strategy can be associated with both
higher and lower levels of anxious mood depend-
ing on which combination of nonreligious coping
strategies is used and shows that religious coping
may be related to outcome in more complex
ways. Referring to it as a negative religious cop-
ing strategy could therefore be misleading in
some instances. These findings also reject the
usefulness of clustering questionnaire items
based on a priori assumptions of which coping
strategies are negative and which are positive.
Previous findings have also demonstrated that
negative religious coping strategies are associ-
ated with higher levels of depressed mood in
patients with cancer [44, 47, 48, 85]. However, as
with anxiety, most previous studies have used the
Brief RCOPE to examine negative religious cop-
ing in relation to depression. It is therefore cur-
rently not known which negative religious coping
strategy is responsible for this effect. In our study,
“feeling punished and abandoned by God” was
an independent predictor of depressed mood
explaining 4% of the variance. We also found that
self-blame coping was the only nonreligious cop-
ing strategy to predict higher levels of depressed
mood and was responsible for 5% of the vari-
ance. This demonstrates that religious coping
was of equal importance to nonreligious coping
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in predicting depressed mood in patients with
breast cancer in the UK. It is important to men-
tion, however, that these analyses were cross-
sectional, so we cannot infer causality at this
stage. It is, for example, possible that depressed
mood may cause people to appraise their situa-
tions within a negative religious framework.

We were unable to find a significant effect of
positive religious coping on adjustment in
patients with breast cancer. Similar and mixed
results in cancer populations are seen elsewhere
[44, 47, 85]. The reason for inconsistencies is not
yet clear, and the presence or the absence of an
effect may simply be due to difficulties in select-
ing the right outcome measure. Positive religious
coping strategies may, for example, be more
likely to be related to positive outcomes such as
positive affect and life satisfaction. It is also
worth mentioning that different patterns of reli-
gious coping and how these relate to various
adjustment outcomes may be expected from dif-
ferent ethnic groups with different religious
backgrounds. For example, the literal meaning of
“Islam” means submission and peace which is
found by accepting the will of God and accepting
events that are outside of our control. For this rea-
son, Islamic theology does not accept anger
toward God as an acceptable response to suffer-
ing [102]. Currently, more research is needed to
understand ethnic differences in relation to reli-
gious coping and psychological well-being.

In our studies, perceived social support did not
play an important role in explaining how reli-
gious coping is associated with adjustment vari-
ables. Indeed, previous studies have found
inconsistent evidence of social support as a medi-
ator between religious/spiritual resources and
adjustment. This inconsistency raises more ques-
tions than answers. There is some evidence that
church attendance and seeking support from a
priest/minister are more advantageous in some
denominations. For example, there is evidence
that it is beneficial for Evangelical women, but
detrimental for Catholics, and that obtaining
emotional support from church members is
related to less distress in Evangelical women
only [31]. Differentiating between the sources of
perceived social support may be important as

these sources may serve different support func-
tions with different types of consequences.
Perhaps a support measure needs to be more
explicit regarding which type of support it is
measuring, that is, specifically examine support
from religious/spiritual communities. However,
this is problematic in studies assessing support in
a large proportion of individuals who simply do
not belong to a religious community (e.g., a
European sample). Future studies, especially in
the USA, may nevertheless attempt to be more
specific in terms of how they enquire about
patients’ perceived support and examine specific
support from religious/spiritual communities
using a measure designed specifically for this
purpose [103].

Religious Coping and Growth

Until recently, research had largely focused on
the negative consequences of a cancer diagnosis
(e.g., negative mood) [104]. Indeed, many cancer
patients experience clinical levels of distress and
dysfunction including anxiety and depression,
and some may even suffer from post-traumatic
stress disorder [105, 106]. However, there is evi-
dence that cancer should not be viewed as a
stressor with uniformly negative outcomes but
rather as a transitional event which may create
the potential for both positive and negative
change [107, 108]. Despite the stress of coping
with a cancer diagnosis and dealing with often
lengthy treatment protocols, many patients are
able to find meaning in their illness such as expe-
riencing profound positive changes in them-
selves, in their relationships, and in other life
domains after cancer [109]. It is even suggested
that finding meaning in a stressful event is critical
for understanding illness adjustment [110].
Researchers have used a number of terms to
describe individual reports of finding meaning in
the face of adversity [111]. These include related
concepts such as “benefit finding” [104, 112],
“stress-related growth” [113], “post-traumatic
growth” [114], and “gratitude” [115, 116]. Post-
traumatic growth has been defined as “positive
psychological change experienced as a result of
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the struggle with highly challenging life circum-
stances” [111]. Benefit finding has been described
as “the pursuit for the silver lining of adversities”
[104], while gratitude has been defined as “the
willingness to recognize the unearned increment
of value in one’s experience” [117]. Although
these concepts are similar and related to a large
extent, gratitude is considered a broader concept
while benefit finding, stress-related, and post-
traumatic growth are seen as examining more
specific aspects of growth and positive changes
arising from a stressful event [118].

Finding meaning in the cancer experience in
the form of positive benefits is a common occur-
rence [119]. There is also evidence that a higher
level of faith/religiousness is linked to greater
levels of perceived cancer-related growth and
benefit finding [114, 120, 121]. However, very
few studies have examined the link between reli-
gious coping and growth/benefit finding in
patients with cancer although some have pro-
vided some insight using the Brief COPE. For
example, studies have found that patients with
breast cancer scoring high on religious coping
also scored high on growth [122, 123], and reli-
gious coping pre-surgery has also been found to
predict higher levels of growth 12 months later in
patients with prostate cancer [124]. My col-
leagues and I, however, addressed which aspects
of religious coping may facilitate growth. We
used a prospective study examining the effects of
religious/spiritual coping resources on benefit
finding in breast cancer along with other poten-
tially influencing variables such as nonreligious
coping, optimism, and social support [125]. We
found that religious coping to achieve a life trans-
formation predicted 14% of the variance but was
partially mediated by strength of faith. Strength
of faith at surgery on the other hand was an inde-
pendent predictor of benefit finding 3 months
later, predicting 6% of the variance. Seeking
emotional support coping at surgery was the only
nonreligious variable to predict outcome, explain-
ing 3% of the variance in higher levels of benefit
finding 3 months later. Our results show that reli-
gious coping was far better than nonreligious
coping or indeed, other psychological variables,
in predicting a positive outcome such as benefit

finding. Again, this study highlights the impor-
tance of examining religious/spiritual resources
in combination with other variables to fully
understand their relationship to adjustment in
cancer.

Addressing Cancer Patients’
Spiritual Needs

Assessing the psychological needs of patients
with cancer has become commonplace in clinical
practice in recent years. Also, as a result of stud-
ies showing social support to be important in the
adjustment process, providing support groups for
those patients lacking in support is also wide-
spread. Addressing patients’ spiritual concerns is
also, in relative terms, commonplace within pal-
liative care, but, as research shows, spiritual con-
cerns can occur at any time during the cancer
course. However, how and whether religious/
spiritual concerns should be addressed in patients
with serious illness has been much debated [126,
127]. Indeed, some academics/physicians believe
that there is no place for religion/spirituality
within medicine [127, 128]. Then again, critics
often fail to differentiate between subjective reli-
giousness/spirituality studies (e.g., spiritual
beliefs and behaviors) and those of an objective
approach examining, for example, the effect of
intercessory prayer on recovery where patients in
the experimental group are usually not aware
they are being prayed for. Intercessory prayer
studies do not examine the effect of patients’ own
cognitions and behaviors in relation to outcome
such as psychological well-being or quality of
life but attempt to test the existence of God
through the power of prayer. These studies are
therefore not psychological in nature; rather they
belong within the theological realm. A psycho-
logical study assesses the effect of patients’ own
subjective beliefs, perceptions, and behaviors on
outcome. Often, these two types of studies are
discussed together as if they were, in some way,
comparable. It should be mentioned, however,
that the effect of intercessory prayer can be
important if, during a difficult time, a person is
aware of others praying for him or her, as it can
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instill a sense of comfort from communal caring,
and may reinforce a sense of belonging and per-
sonal worth in relation to significant others [129].
In addition, when critics discuss patients’ subjec-
tive religious/spiritual beliefs and practices in
relation to health as being problematic, the focus
tends to be on the efficacy of religious/spiritual
practices such as prayer in assisting with the
physical recovery from disease. Prayer in this
case is a form of alternative therapy, where it is
used as a substitute for conventional medicine. In
this instance, religion/spirituality may have
severe implications for recovery [128]. If there is
evidence of a conflict between religious beliefs
and recommended treatments, the National
Comprehensive Cancer Network’s (NCCN) clin-
ical practice guidelines in oncology—distress
management [130]—describe how to deal with
this issue. Indeed, Koenig [131] argues that if
religious/spiritual resources serve to influence
medical decision-making in powerful, negative
ways, these need to be understood.

It is suggested that an understanding of
patients’ religious/spiritual foundation can guide
appropriate care [132]. If religious coping turns
out to be helpful or even harmful to patients, it
may be beneficial for healthcare professionals to
acknowledge and support patients’ spirituality or
religious leanings [133]. For example, patients
who perceive their illness as a punishment may
become unable to use their faith as a coping
resource. God may be seen as weak, distant, or
uncaring which may lead to an existential crisis.
Plotnikoff [134] has provided a few specific
examples of spiritual struggles and their implica-
tions: (1) spiritual alienation (“Where is God
when I need him most? Why isn’t God listen-
ing?”); (2) spiritual anxiety (“Will I ever be for-
given? Am I going to die a horrible death?”); (3)
spiritual guilt (“I deserve this. I am being pun-
ished by God. I didn’t pray often enough.”); (4)
spiritual anger (“I"'m angry at God. I blame God
for this. I hate God.”); (5) spiritual loss (“I feel
empty. I don’t care anymore.”); and (6) spiritual
despair (“There is no way God could ever care
for me.”). However, deciding how to best respond
to a patients’ spiritual needs can raise profes-
sional and ethical issues for healthcare profes-
sionals about how they interact and deal with

patients [126]. For example, should health pro-
fessionals really discuss spiritual issues with
patients and do patients want them to? If so, who
is best placed to do this and what should the pro-
fessional boundaries be between healthcare pro-
fessionals and chaplains?

There is some evidence suggesting that
addressing spiritual concerns with a physician
appears to have a positive impact on perception
of care and well-being in patients with cancer
[135, 136] and may enhance recovery from ill-
ness [137] and improve quality of life [138—140].
Further, 65% of non-cancer patients in a US pul-
monary outpatient clinic said that if physicians
enquired about spiritual beliefs, it would
strengthen their trust in their physician [141].
Therefore, having clinical respect for patients’
spirituality as an important resource for coping
with illness is important. In the USA, between
58% and 77% of hospitalized patients want phy-
sicians to consider their spiritual needs [142,
143]. Further, 94% of patients want their physi-
cians to ask about their religious/spiritual beliefs
if they become gravely ill [141], and 45% of
patients who did not have religious/spiritual
beliefs still felt it appropriate that physicians
should ask about them [144]. However, Koenig
et al. [145] also found that up to one-third of the
US patients do not want physicians to discuss
spiritual issues with them. Therefore, physicians
(or other healthcare professionals such as a nurse)
may initially explore patients’ general coping
methods in order to discover whether their reli-
gious/spiritual beliefs play an important role in
their medical decisions.

Most studies examining religious/spiritual
needs in patients with medical illnesses have
been conducted in the USA. There is some evi-
dence from a German study that the majority of
patients who were asked wanted their doctor to
be interested in their spiritual orientation [146].
The proportion of patients in other European
countries who want their spiritual needs assessed
and how these issues should be addressed and by
whom is unclear. However, a recent systematic
review of the European literature exploring spiri-
tual care within palliative care in general found
positive effects of spiritual care, yet the empirical
evidence for its efficacy remains low [147].
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Spiritual Needs Assessments

A spiritual assessment may contain numerous
questions about religious denomination, beliefs
or life philosophies, important spiritual prac-
tices or rituals, the use of spirituality or religion
as a source of strength, being part of a faith
community of support, the use of prayer or med-
itation, loss of faith, conflicts between spiritual
or religious beliefs and cancer treatments, ways
that healthcare providers and caregivers may
help with the patient’s spiritual needs, concerns
about death, and the afterlife and end-of-life
planning [148]. There are several tools in exis-
tence that attempt to address patients’ spiritual
needs (see Table 8.3). These have been devel-
oped mainly by the US researchers and provide
guidelines on how to conduct a spiritual history.
The earliest is the Kuhn’s Spiritual Inventory
[149]. This brief assessment tool enquires about
religious/spiritual beliefs, how illness has influ-

enced beliefs, how patients exercise their beliefs
in their lives, and how faith has influenced their
behavior during illness and regaining health.
Further, Matthew and Clark [150] suggest that
physicians should ask about three fundamental
questions as part of the initial evaluation. Their
assessment tool—the Matthew’s  Spiritual
History—examines the importance of spiritual-
ity to the patient, how this influences the way
they look at their medical problem/think about
health, and whether they would like the physi-
cian to address these issues. A similar tool is the
FICA Spiritual Assessment Tool [151] which,
again, addresses patients’ religious/spiritual tra-
ditions, the importance of faith, how it is prac-
ticed, how it is applied to health and illness, and
how these should be addressed. Another much
more thorough instrument is the Maugans’s
SPIRITual History [152]. This covers six areas
(SPIRIT): the spiritual belief system (e.g., affili-
ation), personal spirituality (includes accept-

Table 8.3 Instruments providing guidelines on how to take a spiritual history, thereby addressing patients’ spiritual

Meaning, purpose, belief, faith, love, forgiveness, prayer

Importance and influence of religious beliefs and practices and desire of
physician addressing these

FICA: F, faith — what tradition; I, importance of faith; C, church — public
religious practices; A, apply — how these apply to health and illness; and

A, address — how these should be addressed

Includes six areas (SPIRIT): the spiritual belief system, personal
spirituality, integration within a spiritual community, ritualized practices

and restrictions, implications for medical care, and terminal event

Source of hope, meaning and comfort, organized religion, personal
spirituality and practices, the effect of these on medical care and illness,

and how these should be addressed

Includes four questions: The importance of faith, when and for how long,
availability of someone to talk to about religious/spiritual matters, and

whether the patient wants to explore issues with someone

A semi-structured interview assessing 4 main areas: belief/spirituality/

religiosity of patients; the place of spirituality in patient’s life; integration
into a spiritual community; preference of the role of healthcare
professionals in dealing with spirituality

needs
Authors Measures Description
Kuhn [149] Kuhn’s Spiritual
Inventory
Matthews and Matthew’s Spiritual
Clark [150] History
Puchalski [151] FICA Spiritual
Assessment
Maugans [152] Maugans’s
SPIRITual
planning
Anandarajah and HOPE Questionnaire
Light [154]
Lo et al. [155] ACP Spiritual
History
Frick et al. [146] SPIR
Biissing et al. Spiritual Needs
[157] Questionnaire
(SpNQ)

Existential Concerns
Questionnaire (ECQ)
The Religious and
Spiritual Struggles
Scale

van Bruggen
etal. [158]
Exline et al. [45]

19 items assessing religious needs (e.g., praying), inner peace, existential
(reflection/meaning), and actively giving

22 items measuring death anxiety, intolerance of uncertainty, neuroticism,
distress, meaning, life events

26 items examining 6 domains of struggle: divine, demonic, interpersonal,
moral, doubt, ultimate meaning
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ability of beliefs and practices), integration
within a spiritual community, ritualized prac-
tices and restrictions, implications for medical
care, and ferminal events planning. This is prob-
ably the most comprehensive tool to date cover-
ing the most important areas of spiritual needs
[153]. Equally, the HOPE questionnaire [154]
also examines a broad range of issues consid-
ered important in medical illness and decision-
making: source of hope, meaning and comfort,
organized religion (e.g., being a member of a
religious community), personal spirituality and
practices, the effect of these on medical care and
illness, and how they should be addressed.
Finally, the ACP Spiritual History tool [155]
asks patients with a serious medical illness four
simple questions: the importance of faith during
their illness, the importance of faith at other
times of their lives, the availability of someone
to talk to about religious matters, and their need
to explore religious matters with someone. This
assessment is patient centered and brief.
However, it fails to gather information in several
key areas such as identifying spiritual needs,
connection with religious/spiritual communi-
ties, and beliefs affecting medical decision-
making. It was also developed for patients in a
palliative care setting only.

It is important to reiterate that these tools
were developed in the USA, and it is therefore
not currently known to what degree these ques-
tions would be perceived as acceptable in the
hospital environments of other countries and
cultures. Indeed, the crisis of religious institu-
tions is more noticeable in Western Europe than
in the USA [146] where Davie et al. [156] have
described the phenomenon of “believing without
belonging.” This means that religious/spiritual
beliefs become increasingly personal, detached,
and heterogeneous in nature, and this must be
taken into account when patients’ religiousness/
spirituality is assessed in a European context
[146]. However, two European (German) assess-
ments exist: the SPIR, a semi-structured spiritual
needs interview guide [146] that examines four
main areas of patients’ spiritual needs and how
patients would describe themselves (e.g., a
believer/religious/ spiritual), the place of spiritu-

ality in their lives, whether they are integrated
into a spiritual community and the role they
would like to assign their healthcare professional
in the domain of spirituality.

The second is the Spiritual Needs
Questionnaire [157] which is suited to both secu-
lar and religious societies and attempts to address
four aspects of cancer patients’ spiritual needs:
the religious (e.g., praying with others or by
themselves), inner peace (e.g., a need to find
peace or dwell in a quiet place), existential (e.g.,
reflections about a previous life or the need to
talk with someone about the meaning of life), and
actively giving (e.g., to give away something of
yourself). There is currently no data to assess its
general usefulness. It is also important to appre-
ciate that, after a cancer diagnosis, a nonreli-
gious/spiritual person may, for example, interpret
concepts such as finding meaning and purpose in
existential or humanistic terms, while a religious/
spiritual person would view the same construct as
religious or spiritual in nature [157]. Nonreligious
cancer patients may therefore have similar needs
to religious/spiritual patients but may not label
these as such. This may be especially prevalent in
European cancer patients. Indeed, examining
patient’s existential needs may be more appropri-
ate for such a sample. Existential anxiety (EA) is
a construct that refers to fears that are provoked
by core threats of human existence, such as death,
meaninglessness, and fundamental loneliness
[158]. Existential distress may be confined to dis-
tress that arises when the meaning and value of
one’s life is unclear and is comorbid with feelings
of loneliness and low self-worth [159]. There is
evidence that adult patients with cancer across all
stages and types benefit from existential interven-
tions [160]. Indeed, the most recent US NCCN
guidelines [130] recommend the use of the
Existential Concerns Questionnaire (ECQ) [158]
in such instances.

Finally, the most recent NCCN guidelines
[130] also recommend the use of the Religious
and Spiritual Struggles Scale [45] to examine
patient’s spiritual needs. As mentioned earlier in
this chapter, this 26-item scale measures spiritual
struggles only, and it is currently not known how
these items generalize to other non-US cultures
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nor do we know how well its six domains are
suitable for different religious traditions. It also
does not inform about patient’s religious/spiritual
affiliation and history—past and present. It
should therefore probably be viewed as an addi-
tional complimentary measure unless spiritual
struggles are of interest only.

Spiritual Distress Management

It is suggested that negative events are easier to
bear when understood within a benevolent reli-
gious framework. Indeed, the current findings
show that positive aspects of religious coping
may be related to better adjustment. Therefore,
religious counselors, that is, hospital chaplains,
can help by reframing negative events within the
will of a loving and compassionate God and help
patients (who show evidence of religious strug-
gles) to utilize more effective religious coping
methods. It has been suggested that this can help
individuals to maintain a theologically sound
understanding of suffering and to experience bet-
ter mental health outcomes in terms of their psy-
chological adjustment in the face of stressful
events [134]. The UK National Institute for
Clinical Excellence (NICE) guidelines on spiri-
tual support services in cancer care [161] state
that provider organizations should adhere to the
framework of best practice in meeting the reli-
gious and spiritual needs of patients and staff out-
lined in the UK’s NHS Chaplaincy Guidelines
[162]. For example, on (or before) admission to
hospital, patients should be asked whether they
would like to have their religious affiliation
recorded. They should be informed that this data
will be processed for one or more specified pur-
poses. Patients should be asked for permission to
pass this information on to the chaplaincy service
for the purposes of spiritual care. A staff member,
usually a healthcare chaplain/spiritual caregiver,
should be nominated to be responsible for liais-
ing with local faith leaders. In addition, while
recognizing that one individual may hold specific
responsibility for ensuring the provision of spiri-
tual care, this should also be seen as the responsi-
bility of the whole team. Further, individual team

members responsible for offering spiritual care
should contribute to the team’s regular review of
care plans, especially for those patients with
already identified spiritual needs. These guide-
lines also state that chaplaincy services should be
available in the primary, secondary, and palliative
care setting as well as in the community (e.g.,
home visits) and highlights the importance of
including all religious and spiritual beliefs
including those without.

In the USA, the NCCN’s Clinical Practice
Guidelines in Oncology—distress management
[130]—also include very clear guidelines on how
to manage spiritual distress. The initial evalua-
tion process describes various pathways for
screening for distress: the evaluations process,
through to referral, treatment, and follow-up. For
example, during the evaluation process, any indi-
cation of spiritual/religious concerns must be
noted, and appropriate referrals made to pastoral
services. However, their screening tool for mea-
suring religious/spiritual distress asks only one
very basic question, ‘“Please indicate if any of the
following has been a problem for you in the past
week including today” followed by a yes/no
answer for  religious/spiritual ~ concerns.
Therefore, a more thorough tool (if time allows),
such as those mentioned earlier in this chapter,
may be implemented after the initial assessment.
These assessments should also include a thor-
ough exploration of patients’ coping strategies.

Evidence described in this chapter shows that
cancer patients’ spiritual needs may vary depend-
ing on how their situation is appraised. For exam-
ple, support from their religious community may
be more important early on in the illness course
while religious/spiritual struggles, although more
prevalent in some cancers early on, may resur-
face much later when healthcare professionals
are no longer involved in their patients’ care to
the same degree. This suggests that interventions
should, overall, target patients early but that
healthcare professionals should also be aware of
the potential resurfacing of some religious strug-
gles later on in the illness trajectory and that
these need to be reexamined and addressed at
regular intervals.
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Barriers to Spiritual Needs’
Assessment and Management

Addressing religious/spiritual concerns is not
commonplace despite the US NCCN’s [130]
Clinical Practice Guidelines in Oncology and
the UK NICE Guidelines [161] stating the
importance of supporting patients’ spiritual
needs during the course of cancer. The UK
Clinical Standards for Working in a Breast
Speciality [163] further highlights the impor-
tance of understanding psychological risk fac-
tors associated with morbidity during breast
cancer by understanding a variety of helpful or
unhelpful coping strategies, being aware of spir-
itual conflicts, providing patients with appropri-
ate emotional support and offering intervention
strategies, for example, advice regarding coping
strategies or referral to other agencies. However,
a US study found that as many as 72% of
patients with advanced cancer said that their
spiritual needs were either minimally met or not
met at all by the medical system and 47% said
that they were supported minimally or not at all

by their religious community [138]. However,
healthcare professionals have expressed con-
cern about lack of time, lack of skills (e.g., not
knowing how to take a spiritual history), and the
appropriateness of such discussions within the
context of the medical encounter [143, 164,
165]. Indeed, in the USA, physicians’ discom-
fort at addressing spiritual needs is the best pre-
dictor of whether these discussions take place or
not [164]. It is also well established that religi-
osity/spirituality and a belief in God are much
lower among physicians, healthcare profession-
als, and academics compared with their patients
or with the general population [8, 166—173]. In
the UK, around 70% of people have some belief
in God [50]. However, a study examining religi-
osity among 230 psychiatrists working in
London teaching hospitals found that only 27%
reported a religious affiliation and 23% reported
a belief in God [174]. Another study assessing
religious faith in healthcare professionals at a
London teaching hospital found that 45% of
hospital staff reported that they had a religious
faith [175].
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There is also a higher level of atheism among
physicians. Neeleman and King [174], for exam-
ple, found that 25% of doctors reported that they
were atheists compared to only 9.5% of their
patients. Also, Silvestri et al. [176] found that
cancer patients and their caregivers ranked doc-
tor recommendations as most important fol-
lowed by faith in God second, whereas physicians
placed faith in God last. These lower levels of
religiosity/spirituality and higher levels of athe-
ism may lead healthcare professionals to under-
estimate the importance of faith for their patients
and may also explain the lack of mainstream
research in the area until recently. Indeed, physi-
cians who report addressing patients’ spiritual
concerns do so because of their own spirituality
and because of an awareness of the scientific evi-
dence associated with spirituality and health.
Empirical findings do suggest that barriers to
spiritual assessment include upbringing and cul-
ture, lack of spiritual inclination or awareness,
resistance to exposing personal beliefs, and the
belief that spiritual discussion will not have an
impact on patients and their lives [177-179]. It
has also been suggested that faith may be a very
personal matter for physicians due to the poten-
tial stigma associated with admitting being spiri-
tual/religious [180]. Klitzman and Daya [180],
using a qualitative methodology, examined spiri-
tuality in doctors who themselves had become
seriously ill and found that they too had beliefs
that ranged from being spiritual to start with; to
being spiritual, but not thinking of themselves as
such; and to wanting, but being unable to believe.
Some continued to doubt. The contents of beliefs
ranged from established religious traditions to
mixing beliefs, or having nonspecific beliefs
(e.g., concerning the power of nature). One
group of doctors felt wary of organized religion,
which could prove an obstacle to belief. Others
felt that symptoms could be reduced through
prayer. Unfortunately, there is no comparison
data available for non-physicians suffering from
a similar condition. However, understanding
spiritual-cultural influences on health-related
behaviors, and illness adjustment is essential if
healthcare professionals are to provide effective

care to their patients. Overcoming barriers is
therefore important as it would allow a more
accepting and open discussion about patients’
lives beyond the social and the psychological.
Nevertheless, many physicians still practice
under the biomedical model where spiritual mat-
ters may seem less relevant [137].

There are also some practical problems in
meeting patients’ spiritual needs. For religious/
spiritual counseling to take place, someone needs
to identify patients with spiritual concerns in
order to refer those who struggle with their faith
to a degree that it is detrimental to well-being.
Current UK guidelines [162] view hospital chap-
laincy as central to this role. However, despite rec-
ommendations, chaplains may not be available in
smaller hospitals or in outpatient clinics where
most care is delivered, especially early in the can-
cer course where religious/spiritual issues may
first arise [148]. In addition, patients struggling
with their faith may not want to speak to hospital
chaplains as they may feel alienated from religion
and anyone associated with it [153]. Also,
patients’ spiritual concerns may not be “religious”
in nature (in terms of organized beliefs and prac-
tices) but may take the form of existential and
philosophical issues [181]. Therefore, having an
intermediary trained to assess and deal with spiri-
tual/existential issues may be more appropriate in
the first instance. However, should more complex
spiritual needs arise, or should patients wish to
speak to religious/spiritual counselors, appropri-
ate and agreed referrals could be made. In a coun-
try such as the UK, it may be more appropriate for
a senior specialist oncology nurse (e.g., a breast
care nurse) to deal with spiritual needs as these
healthcare professionals are already trained to
assess and address patient’s psychological and
social needs. Indeed, if patients who have turned
away from institutional religion would prefer to
talk to a healthcare professional about their spiri-
tual needs rather than a trained and certified chap-
lain or pastoral counselor, there is a genuine need
to provide adequate education and training to
allow these professionals to competently address
and uncover spiritual needs within this patient
group [157].
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Conclusions and Future Directions

The focus of this chapter has been on religious
coping, its nature, measurement, prevalence, and
how it relates to adjustment in cancer. The use of
religiosity and spirituality in coping is indeed
common in cancer patients throughout the illness
course and not just in the USA but also in
European cultures where the abandonment of
organized religious institutions is much more
prevalent. It is also increasingly clear that it plays
an important role in illness adjustment, especially
the use of negative religious coping strategies.
With increasing evidence of its importance, there
is an argument for introducing appropriate spiri-
tual need interventions within oncology clinics.
Indeed, addressing the psychosocial needs of
patients with cancer has become routine in clini-
cal practice in recent years. However, addressing
religious/spiritual concerns is not commonplace
despite recommendations. Barriers to why this
may be the case should be highlighted and over-
come and training is needed to allow healthcare
professionals to have confidence in their ability to
assess and address cancer patients’ spiritual needs
within clinical practice. There is also a need to
develop and test spiritual needs interventions tai-
lored to suit the environment in which they will be
implemented. Few such interventions currently
exist (but see Kristeller et al. [135]).

The relationship between religious coping
and adjustment in cancer is complex [182].
Future studies should examine the mechanism
through which various religious coping strate-
gies operate on outcome by examining individ-
ual religious coping strategies rather than
clusters of coping that has a priori assumptions
of what is adaptive or maladaptive. Indeed, much
more work is needed examining specific reli-
gious coping strategies and how these are linked
to various outcomes by examining mediating/
moderating relationships using longitudinal
designs; studies should examine psychosocial
variables in relation to religious/spiritual vari-
ables and cancer adjustment and should further
explore the relationships between religious cop-
ing and positive outcomes. This may provide a
clearer understanding of the importance of vari-

ous religious coping strategies and to which out-
come they are related to.

Although there is some evidence that religious
coping is more often tied to psychosocial func-
tioning than physical functioning in patients with
cancer [94], other studies have found that nega-
tive religious coping (using the Brief RCOPE),
after controlling for demographic and medical
variables, is associated with significantly higher
levels of pain and fatigue [47]. Future studies
may like to examine the link between religious
coping and physical functioning further and in a
more thorough manner. In addition, very little is
known about differences in religious coping
across cancer stages and cancer types. There are
also few studies available informing us about dif-
ferences in religious coping across ethnic groups,
different religious traditions, and religious
affiliations and how these variables impact on ill-
ness adjustment.
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Introduction

Psychological correlates of cancer incidence,
progression, and quality-of-life difficulties have
been well-documented in the literature; however,
recent developments in psychoneuroimmunol-
ogy (PNI) may provide further confirmation for
the relationship between psychological factors
and cancer. In this chapter, we review the current
literature on how psychosocial factors (e.g.,
depression, marital support) and physiological
processes (e.g., glucocorticoids) impact cancer
incidence and progression. We then explore cut-
ting-edge research on the biological mechanisms
(e.g., bioenergetic health) that may explain qual-
ity-of-life difficulties among cancer survivors.
Finally, we review studies that use biomarkers
(e.g., pro-inflammatory cytokines) to evaluate
the effectiveness of psychosocial intervention
strategies.
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Psychosocial Associations
with Cancer Incidence
and Progression

Abnormal levels of psychosocial stress can indi-
cate a variety of health problems [1], including
cancer. Cancer patients are more likely to meet
clinical criteria for major depressive disorder
and/or an anxiety disorder (e.g., generalized anx-
iety disorder) than the general population [2].
Evidence suggests that such disorders play a
causal role in cancer incidence and the likelihood
of mortality [3]. Indeed, a recent meta-analysis
including more than 2.5 million participants in
cohort studies indicated that those with a clinical
diagnosis of depression and/or anxiety experi-
enced higher cancer incidence and cancer-
specific mortality than those who did not have a
clinical diagnosis [4]. Subclinical levels of
depression and anxiety were not associated with
cancer incidence; however, greater subclinical
depression and anxiety were associated with
poorer survival and higher cancer-specific mor-
tality [4]. Therefore, clinical levels of depression
and anxiety appear to be significant at all stages
of cancer incidence and progression, while sub-
clinical levels may be associated with survival
and mortality.

Health behaviors are thought to partially
explain the association between clinical depres-
sion and/or anxiety and cancer incidence and
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progression. For instance, individuals with
depression and anxiety are more likely to be
sedentary [5], drink excessive alcohol and/or
smoke cigarettes [6, 7], meet criteria for being
overweight/obese [8], and have poor diet quality
[9]. Each of these health behaviors is associated
with increased cancer incidence and mortality
[10-13]. Moreover, individuals with clinical
depression and/or anxiety are less likely to attend
scheduled medical appointments or adhere to
their treatment regimen [14], behaviors that fur-
ther enhance risk for poor outcomes.

In addition to individual-level risk factors,
interpersonal psychosocial dynamics have also
been linked with cancer incidence, survival,
and mortality. For instance, low social support
is associated with colorectal incidence and
mortality [15]. Those who are in a marital rela-
tionship have routinely been found to have bet-
ter cancer survival across a variety of cancer
types [16—18]. Yet, the quality of an individu-
al’s social support is also important. For exam-
ple, greater marital distress is associated with
poorer health and reduced physical activity
among breast cancer survivors [19].
Furthermore, cancer patients who self-report
poor satisfaction levels with the social support
they are receiving have greater mortality risk
than those who report better social support sat-
isfaction [20, 21]. Therefore, both the nature
and quality of interpersonal relationships
appear to be important at all stages of cancer
initiation and progression.

Although considerable evidence exists in sup-
port of associations between stress-related psy-
chosocial factors and cancer incidence and
progression, evidence both for and against spe-
cific associations (e.g., post-traumatic stress dis-
order and cancer initiation) is common [22, 23].
This is not necessarily surprising given the large
number of factors that have been identified as
being both protective against and causative
agents of cancer [24]. Evaluating biologically
plausible mechanisms underlying associations
between psychosocial factors and cancer is
important for understanding cancer risk.

Stress and Cancer Progression

One potential explanation for stress leading to
increased risk of cancer is through dysregulation
of the immune system. Stress is both a psycho-
logical experience and a biological response to
danger. Momentary bursts of stress hormones
during fight or flight responses have been critical
to our survival as a species, and acute stress has
been shown to enhance the immune response and
protect against disease [25]. However, sustained
psychological stress can lead to potentially dam-
aging cycles of immune dysfunction [26].

Certain tumors are more impacted by stress-
induced immune dysregulation. These tumors are
“highly immunogenic” or more recognizable to
the body’s immune system than others [27].
Adults with basal cell carcinoma (BCC), a highly
immunogenic tumor, who were maltreated as
children and experienced significant life stressors
in the previous year showed a poorer immune
response to the BCC tumor than others [28].
Ovarian tumors, another highly immunogenic
tumor, are also highly impacted by psychological
processes such as social support, depression, and
stress [29, 30]. In this section, we will look at two
types of stress hormones, glucocorticoids and
catecholamines, which can impact cancer inci-
dence and progression.

Glucocorticoids

The cellular immune system can be dysregulated
by excessive cortisol production, a stress hor-
mone produced by the neuroendocrine system
[31]. Cortisol, a type of glucocorticoid that is
released in humans, is immunosuppressive,
which can impact cell-mediated immunity [32].
Indeed, a robust T-cell response is critical when
neutralizing abnormal cells that display atypical
major histocompatibility complex markers, such
as those seen in tumors [33]. Intentional pharma-
cological immunosuppression with glucocorti-
coids has been shown to result in higher cancer
incidence [26]. Thus, patients with high levels of
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cortisol due to stress may be at an increased risk
for cancer. Though cortisol isimmunosuppressive,
chronic exposure to cortisol desensitizes the
receptors on immune cells that cortisol binds to;
thus, immune cells produce inflammatory cyto-
kines in an unregulated environment, leading to a
chronic inflammatory state [34]. Chronic low-
grade inflammation has been linked to all stages
of tumor progression from incidence, survival to
metastasis [35].

Catecholamines

Catecholamines, which are produced by the sym-
pathetic nervous system, are another class of
stress hormones that have been implicated in can-
cer research because of their chemotactic proper-
ties [36]. Catecholamines appear to stimulate
cancer cell migration [37]. Thus, excess catechol-
amines due to stress may increase risk for metas-
tasis (i.e., the spread of cancer from the original
site to another place in the body). Organs that are
central hubs for catecholamines, such as the brain
and adrenal gland, are common sites of metasta-
ses [38]. Additionally, upregulation of adrenergic
receptors, a class of receptors targeting catechol-
amines, has been associated with tumor progres-
sion and metastasis [39]. This has been
demonstrated in prostate, lung, pancreatic, mela-
noma, and breast cancer. Adrenergic receptors
also boost tumor formation and characterize
tumors that are more likely to grow and spread
(i.e., tumors that are “graded high”) [40].

Biological Mechanisms of Quality-
of-Life Issues Among Cancer
Survivors

For the nearly 17 million cancer survivors in the
United States, persistent symptoms posttreatment
are common [41]. For example, one in four can-
cer survivors will experience distressing physical
symptoms such as fatigue, pain, poor sleep, and
an inability to complete activities of daily living
(ADLs) after treatment [42-44]. Additionally,
one in ten survivors reports persistent mental and

psychological problems such as poor memory,
depression, anxiety, or negative body image [45,
46]. These symptoms can last for years after the
patient has recovered from cancer [47]. Notably,
such quality-of-life issues have not been reliably
associated with the type (i.e., breast, prostate,
lung, etc.), stage (0 — IV), or severity of cancer,
nor the dose, regimen, or length of treatment [44,
48-50]. Maladaptive biological responses to can-
cer and its treatment such as chronic low-grade
inflammation and mitochondrial dysfunction
may be responsible for unpleasant symptoms that
ultimately inhibit healthy behaviors (e.g., ade-
quate diet, exercise, and sleep) that could help
reduce symptom severity [47, 51-56].

Chronic Inflammation

Inflammation is typically a self-limiting process
[54]. During an acute infection, the body releases
signaling molecules called pro-inflammatory
cytokines (i.e., IL-6, IL-8, TNFa, IL-12) to attack
pathogens and foreign bodies. After the threat is
addressed, anti-inflammatory cytokines (i.e.,
IL-10, IL-19, and IL-20) are released to de-
escalate the response and return the body to
homeostasis [53]. The body can become desensi-
tized to high levels of pro-inflammatory cyto-
kines, fail to release anti-inflammatory cytokines
in response to inflammatory cytokines, and ulti-
mately sustain unproductive pro-inflammatory
cascades long after recovery [53, 57, 58]. Chronic
inflammation has been widely studied as an
underlying mechanism of illness [59]. High lev-
els of inflammation have been found in symp-
tomatic cancer survivors. Compared to their
peers who have never had cancer, survivors dem-
onstrate more inflammation and poorer cognitive
performance even 20 years after their final che-
motherapy treatment [60]. Such quality-of-life
difficulties have been shown to be more frequent
in breast cancer patients with a history of adverse
childhood experiences [61], which is a known
predictor of immune dysregulation. In mice,
enduring inflammation and elevated anxiety
behaviors are associated with cancer survivorship
problems, suggesting long-term physical and
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psychological consequences may be a more
expected outcome after cancer remission than
once thought [62].

Pathways from Chronic
Inflammation to Fatigue

Prolonged inflammation is believed to contribute
to cachexia, a severe form of muscle wasting and
fatigue seen in cancer patients [63]. Pro-
inflammatory cytokines can stimulate the central
nervous system (CNS) and trigger the
hypothalamic-pituitary-adrenal (HPA) axis to
initiate catabolism of adipose and muscle tissue
[53]. To further reduce muscle integrity, inflam-
matory cytokines such as IL-6 and IL-1p may
limit protein synthesis and induce protein degra-
dation [53]. Other cytokines (e.g., tumor necrosis
factor-alpha [TNF-a]) act directly on muscle tis-
sue to reduce specific force [64], which may con-
tribute to feelings of weakness. Cancer growth
can also lead to low interleukin-15 (IL-15) levels,
the cytokine responsible for regulating skeletal
muscle tissue transcription and cachexia in mice
[65]. Interestingly, mice that received an intra-
cerebroventricular (ICV) injection of pro-
inflammatory cytokines demonstrated anorexia,
lethargy, and catabolism of tissue, suggesting
that increased inflammatory cytokines may
induce fatigue and muscle atrophy [53].
Additionally, cancer-induced inflammatory activ-
ity can require an additional 100-200 kcal expen-
diture per day [64], a substantial metabolic
demand [66], potentially one that results in weak-
ness. Therefore, chronic inflammation may lead
to fatigue, one of the most distressing symptoms
among cancer survivors, via deterioration of skel-
etal muscle tissue and increased cellular energy
demands.

The Role of Cellular Bioenergetic
Health in Post-cancer Symptoms

Mitochondria are responsible for cell survival
through adenosine triphosphate (ATP; i.e., cellu-
lar energy) production and cell death via critical

signaling mechanisms [67]. Cancer cells utilize
altered versions of these mechanisms to prolifer-
ate and evade apoptosis, or programmed cell
death [67]. Thus, treatments often target mito-
chondria to reduce the bioenergetic health of can-
cer cells [68]. Unfortunately, anticancer
therapeutics can inadvertently damage healthy
tissue [69]. Long-term damage to healthy cells
may lead to decreased cellular energy output
[70]. Evidence suggests reduced cellular energy
due to cancer treatment is associated with symp-
toms of fatigue [52].

Therapeutic Impacts
on Mitochondria

In healthy cells, mitochondria produce 90% of all
cellular energy in a process called oxidative
phosphorylation, wherein mitochondria convert
glucose from food into usable compounds called
ATP [71]. Oxidative phosphorylation and gly-
colysis are two mechanisms used to produce ATP
[72]. The availability of oxygen, inflammation,
and momentary energy requirements are impor-
tant cues that determine which process the cell
will utilize [73]. While glycolysis is faster than
oxidative phosphorylation and helpful for
addressing excess energy demands (e.g., during
exercise), it results in the production of 2 ATP per
molecule of glucose [72]. When compared to
oxidative phosphorylation, which yields 36 ATP
per molecule of glucose, glycolysis is an ineffi-
cient process [74]. ATP is needed for cognition,
muscle contraction, cell maintenance, cellular
communication, and protein synthesis [75].
Insufficient ATP production is associated with
physical disability and symptoms of fatigue and
muscle weakness [76, 77].

Mitochondria are particularly sensitive to
inflammatory signals in the peripheral nervous
system [52]. In response to signs of immune
activity, mitochondria release unstable free radi-
cals called reactive oxygen species (ROS). ROS
are used to “sound the alarm” and recruit white
blood cells to help attack invaders [78]. However,
if the inflammation persists, as it often does in
cancer patients, excess ROS will ironically lead
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to mitochondrial DNA and protein degradation
[68], making inflammation reduction more diffi-
cult [79]. Chemotherapy can increase inflamma-
tion and ROS, which can reduce the efficacy of
the mitochondrial electron transport [80]. For
instance, the chemotherapy drug doxorubicin
appears to impair mitochondria in the hippocam-
pus and interfere with mitochondrial respiration
in both skeletal and cardiac muscles [70, 81].
Cisplatin, another form of chemotherapy, can
cross the blood-brain barrier and reduce spare
mitochondrial capacity [82]. Spare mitochondrial
capacity is thought to demonstrate how well cells
can meet increased energy demands during exer-
tion or stress [83]. Reductions in spare mitochon-
drial capacity in the brain have been observed in
Alzheimer’s patients [83], as well as cancer
patients with cognitive deficits [82]. Indeed,
higher-level cognition requires a lot of energy,
and limited ATP production may contribute to
feelings of “cancer brain” or brain fog, as both
cancer and brain cells fight for resources [84].

Hyperglycemia

Recent research also suggests that tumors are
capable of reprogramming hepatic glucose man-
agement to prioritize tumor growth [85]. This
means that cancer patients may struggle to com-
pensate during exertion because their tumor has
suppressed gluconeogenesis in the liver [56].
Humans typically store about a day’s worth of
glucose in glycogen molecules and a week’s
worth of glucose in the liver and adipose tissue
[72]. These glycogen molecules can be converted
to ATP. Cancer growth alone can dysregulate this
delicate system by siphoning glucose away from
healthy cells and reducing available glycogen
[61, 86]. However, glucose management may be
permanently altered in some cancer survivors.
Chronic inflammation can interfere with the liv-
er’s ability to regulate glucose as glucose-
sensitive neurons in the hypothalamus create a
response loop that impacts hepatic gluconeogen-
esis and results in hyperglycemia [56].
Hypometabolism of glucose in the basal ganglia
and frontal cortex has also been associated with

cancer-related fatigue [53]. In the 1960s,
researchers discovered glucose-sensing neurons
in the hypothalamus [87]. These neurons are sen-
sitive to cancer-induced alterations in glucose
availability [56]. Glucose-sensing neurons in the
brainstem and hypothalamus can influence sleep-
ing and eating behaviors and physiologically
increase hepatic gluconeogenesis [56]. Neurons
flooded with glucose may make it difficult for
patients to practice some of the most critical
healthful behaviors needed to improve posttreat-
ment symptoms [55, 56]. Commonly recom-
mended behaviors such as maintaining a
consistent sleep schedule, following a healthy
diet, exercising, and living a low-stress life may
be physiologically difficult for cancer survivors
because of these changes in the brain [88, 89].
Altered feeding behaviors may potentially limit
caloric intake necessary for proper mitochondrial
function, and disturbed sleep schedules may
increase inflammation and fatigue [56]. These
behaviors may perpetuate a cycle of inflamma-
tion and mitochondrial dysfunction in cancer sur-
vivors for decades.

A major limitation within posttreatment
quality-of-life literature is that many of the nega-
tive symptoms that are most often studied (e.g.,
depression, anxiety, fatigue) are strongly inter-
related. It is still unknown whether symptoms
like fatigue and depression increase cellular dys-
function, cellular alterations cause post-cancer
symptoms, or if they interact in a bidirectional
manner. Determining the biological mechanisms
uniquely related to depression or fatigue may be
difficult as the presence of either symptom dou-
bles one’s risk of having the other [102].
According to the Diagnostic and Statistical
Manual of Mental Disorders (DSM-V), lack of
energy is a symptom of major depressive disor-
der [103]. To study one symptom independent of
all others may be difficult; however, it is impor-
tant to recognize the interrelated mechanisms
behind symptoms such as depression, fatigue,
and anxiety. Many of the pathological observa-
tions related to cancer-related fatigue and depres-
sion are seen in rodent models. Future research
in human cancer survivors is necessary to con-
firm these initial findings.
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Psychosocial Interventions
and Biological Outcomes in Cancer

Thus far, we reviewed evidence linking psycho-
social factors to cancer incidence, progression,
and the biological mechanisms that impact survi-
vors’ quality of life. Over the past few decades,
the importance of utilizing psychosocial inter-
ventions alongside biological therapeutics has
become evident [90]. Evidence suggests that
integrating mind and body techniques cannot
only reduce mental signs of stress but also
improve biomarkers of stress [90-92]. Research
suggests dynamic patient care can help patients
feel healthier, and this idea coincides with a
recent scientific movement toward caring for the
“whole patient” [93]. In 2008, the Institute of
Medicine (IOM) recommended that a new stan-
dard of quality cancer care must integrate psy-
chosocial aspects in routine cancer from diagnosis
through survivorship [94]. Researchers have
demonstrated the impact common psychosocial
interventions such as meditation, cognitive
behavioral therapy, and guided imagery can have
on stress hormones like cortisol, norepinephrine,
and epinephrine [95]. Relaxation training psy-
choeducation, coping skills training (e.g.,
problem-solving, setting goals), and cognitive-
behavioral elements (e.g., cognitive restructur-
ing) can be used to decrease stress, lessen
perceived symptom severity, and alter metabolic
pathways to improve health [96].

As mentioned previously, a common and dis-
tressing symptom associated with cancer treat-
ment is fatigue. Pharmacological interventions
for fatigue are very limited [97]. Evidence sug-
gests that yoga interventions can improve fatigue
and alter molecular signaling pathways associ-
ated with inflammation [51]. Thirty-two breast
cancer survivors with persistent cancer-related
fatigue were randomly assigned to either a
12-week Iyengar yoga intervention (n = 16) or a
health education control group (n = 16). The
yoga group showed reduced activity of NF-kB
(i.e., the signaling pathway that plays a central
regulatory role in pro-inflammatory gene expres-
sion) and cAMP response element-binding pro-
tein (CREB) family transcription factors, as well

as increased glucocorticoid receptor (GR) activ-
ity, compared to the control group. Levels of sol-
uble tumor necrosis factor receptor type II
(sTNF-RII) remained stable in the yoga group
and increased in the health education group.
There was no evidence of change in C-reactive
protein (CRP), interleukin 6 (IL-6), or diurnal
cortisol. In a separate randomized controlled trial
utilizing a much larger sample of breast cancer
survivors (n = 200), participants were randomly
assigned to either 12 weeks of 90-minute twice-
weekly hatha yoga classes or a wait-list control
group [98]. The researchers found a decrease in
pro-inflammatory markers (IL-6 and IL-f) at
3 months post-intervention, particularly among
those who continued practicing yoga after the
intervention concluded [98]. Taken together,
these findings add to the growing body of litera-
ture on the anti-inflammatory effects of mind-
body interventions.

Interventions that reduce chronic disease risk
factors (i.e., blood pressure, chronic inflamma-
tion, and cortisol) may be particularly important
for older cancer survivors as this population is at
an increased risk for chronic diseases com-
pounded with cancer-related treatment effects
[99]. Another study demonstrated the efficacy of
a 12-week Tai Chi Chih (i.e., a mind-body exer-
cise) intervention [100]. Sixty-three senior
female cancer survivors with physical function-
ing limitations who were, on average, 67 years
old were randomly assigned to either a Tai Chi
Chih intervention or a control group [100]. The
Tai Chi Chih group exhibited reduced cortisol
levels compared to the control group, but there
were no significant effects on immunological
variables (i.e., inflammatory cytokines) [100].

A randomized clinical trial of a 9-week psy-
chosocial telephone counseling intervention
proved to be beneficial for cancer survivors [101].
The telephone counseling intervention covered
topics related to managing stress and emotions,
health and wellness, and managing relationship
and sexuality concerns. During the sessions,
patients’ stressors were identified, and counsel-
ors provided psychoeducation on problem-
solving, social support, thought-changing, and
role-playing communication strategies to address
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each patient’s personal issues. One hundred and
fifteen cervical cancer survivors were randomly
assigned to telephone counseling, and 89 were
assigned to usual care. There were no significant
differences in cytokines between telephone coun-
seling versus usual care groups. However,
patients with a longitudinal decrease in plasma
IL-10, a counter-regulatory cytokine associated
with the chronic stress response, also showed an
increase in quality of life [101]. As a result, the
evidence suggests that some psychosocial inter-
ventions appear to impact both mental health and
biomarkers of illness positively.

Finally, several limitations exist in the current
psychosocial intervention literature. For exam-
ple, most studies that assess biological outcomes
after psychosocial interventions evaluate exclu-
sively female breast cancer survivors (an esti-
mated 75%) [96]. In fact, only 8.3% of
psychosocial therapy trials utilizing PNI out-
comes included individuals with cancers other
than breast or prostate cancer [96]. Further
research is needed to determine whether inter-
ventions are similarly efficacious for different
populations of cancer survivors. Additionally,
few intervention studies utilize a comprehensive
measurement approach that evaluates outcomes
of all three PNI (psychosocial, neuroendocrine,
and immunological) subsystems. Such research
is needed in order to test hypotheses regarding
how variables may change or explain known
associations within the literature. Testing these
hypotheses may lead to better interventions due
to a more complex understanding of how the
three subsystems may be interrelated and adapt-
ing current interventions in order to maximize
benefits. Finally, because both direct and indirect
links between biobehavioral factors and pro-
cesses associated with tumor progression are
now well-documented in basic studies, research-
ers testing psychosocial interventions should
include tumor-related biological outcome mea-
sures (e.g., tumor invasion, metastasis, and
inflammation) in both the tumor microenviron-
ment and in the periphery when at all possible
[104]. This approach would greatly inform our
overall understanding of how and whether psy-
chosocial interventions affect actual disease pro-

gression (e.g., evidence of intervention impact on
disease progression, operationalized as changes
in angiogenesis and apoptosis levels after a
12-week physical exercise intervention among
female breast cancer patients) [105].

Conclusions and Limitations

Throughout this chapter, we have discussed how
psychological factors may be associated with
biological mechanisms that promote cancer inci-
dence and progression, as well as quality-of-life
difficulties during cancer survivorship. Much of
the research in this area has focused on the role of
well-known stress relevant biological pathways
(e.g., inflammation, catecholamines); however,
novel research indicates that related biomarkers,
such as cellular bioenergetics, also appear prom-
ising as research and intervention targets.

While the mechanisms and interventions
explored here are promising, this area of
research is limited in various ways. For exam-
ple, within the cancer survivorship quality-of-
life literature, many of the symptoms that are
most frequently studied (e.g., fatigue, depres-
sion, anxiety) are strongly interrelated. As a
result, we are not yet able to understand how,
and under what conditions, cancer survivors
develop some symptoms that impact quality of
life, but not others. Additionally, the biological
mechanisms discussed as explaining the associ-
ation between psychological factors and cancer
risk and survivorship difficulties (e.g., inflam-
mation, cellular bioenergetics, cortisol) have
strong potential for bidirectional associations.
As an example, it is plausible that poor cellular
bioenergetic health leads to low physical activ-
ity and fatigue. Yet, low physical activity may
also promote poor cellular bioenergetic health.
Longitudinal studies that include measurement
of psychological factors, quality-of-life difficul-
ties, and biological markers are needed to disen-
tangle how such associations develop and
potentially change over time. Finally, the vast
majority of psychosocial intervention research
has focused on breast cancer survivors. Although
such work has been highly valuable for moving
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Introduction

Cancer survivors face significant disease- and
treatment-related changes that can be distress-
ing and lead to long-term physical and psycho-
social dysfunction and quality-of-life deficits.
At all points in the cancer experience, from
diagnosis to long-term survivorship, there may
be physical, emotional, interpersonal, and exis-
tential or spiritual difficulties. People vary in
their ability to cope with the stressors that occur
with diagnosis and treatment and the ongoing
challenges of late and long-term treatment
effects. Psychological responses range from
normal feelings of vulnerability, sadness, and
fear to problems that can become disabling,
such as clinical levels of depression or anxiety,
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interpersonal dysfunction, social isolation, and
existential or spiritual crisis. Distress may be
experienced as a reaction to the disease, disrup-
tions in quality of life, uncertainty about the
future, and fears about long-term impairment
and risk. Importantly, not all psychological
reactions are negative, and many cancer survi-
vors report finding some benefit in their experi-
ence such as a finding meaning, new
appreciation of life, improved self-esteem and
sense of mastery, and closer relationships with
loved ones [1].

Psychosocial distress associated with cancer
exists on a continuum ranging from normal
adjustment issues to clinically significant symp-
toms that meet full diagnostic criteria for a men-
tal disorder. The National Comprehensive Cancer
Network (NCCN) published the first distress
screening and management guidelines for
patients in the oncology setting in 1997 and were
most recently updated in 2019 [2]. These guide-
lines aim to address that the majority of cancer
patients experience some form of distress at some
point along the cancer experience [3]. Distress
screening enhances the ability of hospitals and
cancer centers to identify those in need. Screening
alone does not treat distress, however, and refer-
rals and implementation of supportive care
resources for those who screen positive for dis-
tress are lacking [4—6]. It must be considered that
patients in high need may require more than one
referral or are best cared for through a multidisci-
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plinary approach, which may be difficult to coor-
dinate through screening measures, such as the
NCCN distress screening. Other screening mea-
sures, such as the Hospital Anxiety and
Depression Scale or the Psychological Distress
Inventory, offer alternative methods of capturing
and reporting those who may be in most need
presenting in the clinic [7]. There are multilevel
factors that affect institutional capacity for
responding to positive distress screening
including the need for multidisciplinary referrals
to address identified problems [8]. Other evi-
dence suggests many individuals may refuse to
complete distress screeners or refuse additional
support regardless of distress, and other screen-
ing instruments may be used [9, 10]. Nevertheless,
patient-centered care principles highlight the
importance of treating the “whole person,” and it
is critical to identify those in need of support.
Evidence-based psychosocial interventions are
important for addressing cancer survivors’ dis-
tress and promoting adaptive coping in the long
term.

Importantly, the benchmark for intervening
with patients is not the clinical diagnosis of a
mental disorder but more often is related to the
level of interference or impairment they are expe-
riencing and desire for support. At one end of the
spectrum, individuals express “normal” adjust-
ment reactions and experience transient feelings
of distress such as anxious thoughts and depres-
sive symptoms. Although there may be some
impairment in functional domains, ongoing emo-
tional reactions are not severe enough to signifi-
cantly impair functioning, and patients
demonstrate adequate coping skills and support
resources. At the other end of the spectrum, indi-
viduals experience symptoms that are severe and
frequent enough to meet diagnostic criteria for a
debilitating mental health disorder such as major
depressive disorder or an anxiety disorder.
Between both ends of the continuum lay adjust-
ment disorders and subclinical symptoms of
mental health conditions. Up to 52% of cancer
patients report high levels of distress, and
between 24 and 47% of survivors indicate clini-
cally significant psychiatric disorders [3, 11, 12].
Estimates indicate that during treatment, up to

27% of individuals with cancer report depression
and 14% meet diagnostic criteria for current
major depressive disorder, and 48% report clini-
cally relevant symptoms of anxiety and 18%
meet criteria for an anxiety disorder [13, 14].
Posttreatment cancer survivors —experience
greater rates of major depressive episodes, severe
distress, suicidal ideation, and serious mental ill-
ness at up to two times that of their cancer-free
counterparts [15]. Other common syndromes
include persistent depressive disorder (previously
dysthymia) and subsyndromal depression (also
called minor depression or subclinical depres-
sion). Mental health disorders are often accompa-
nied by upsetting symptoms such as sleep
disturbances, fatigue, and pain [16—18]. These
symptoms may co-occur and exist in clusters as a
mix of psychological, physical, or cognitive
symptoms that often present together, such as
fatigue, depression, sleep disturbance, and pain
which together predict quality of life of patients
with cancer [19]. The psychological and emo-
tional reactions to cancer are considered briefly
below.

The impact of cancer on psychological and
emotional well-being is highly variable and often
multifactorial. Cancer site and stage, treatment
course, prognostic medical factors, and the bur-
den of side effects and/or long-term physical
impact will predict many of the challenges indi-
viduals face and are among the strongest predic-
tors of emotional reactions. Psychosocial
outcomes also vary among subgroups based on
demographics and the occurrence of protective
factors such as having a strong support network
and well-honed coping skills. For example,
depression is more common in younger-aged sur-
vivors and in those with poorly controlled pain,
physical impairment or discomfort, limited social
support, and more advanced-stage disease [20,
21]. Among young adult survivors of cancer (18—
38 years old), rates of mental illness are up to
four times those of cancer survivors ages 50-64
[15]. Those with a premorbid history of depres-
sion or anxiety or who present with current and
ongoing symptoms at the time of diagnosis are
also at increased risk for experiencing adjustment
difficulties and more severe emotional reactions
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[20, 22]. Non-cancer stressors, either preexisting
or concurrent, may compound cancer-related
stress and further overwhelm the survivor and
increase supportive care needs.

Despite this, the majority of cancer survivors
adjust relatively well. Although the normative
reaction to a cancer diagnosis is typically that of
alarm and fear and coping with side effects may
be quite difficult at times, most patients never
meet full diagnostic criteria for a mental health
disorder. This should not undermine the need to
address emotional difficulties and support needs
of cancer survivors. Even mild symptoms of dis-
tress can lead to impairment if untreated with
clinically significant outcomes. For example,
avoidant behaviors may affect cancer treatment
through missed medical visits or treatment non-
adherence [23, 24]. It is important to highlight
the continuum within which emotional well-
being and psychological distress occurs and to
approach clinical care with this variability in
mind.

Psychosocial interventions for cancer survi-
vors generally aim to reduce emotional distress,
enhance coping skills, and improve quality of
life. Additional aims may include improvements
in treatment engagement or adherence, assistance
with practical issues, and bolstering health behav-
iors such as diet and exercise [25]. The design
may be for individuals or group- or couples-
based. Intervention components typically involve
an emotionally supportive context to address
fears and anxieties, the provision of information
about the disease and treatment and intervention
approach, cognitive and behavioral coping strate-
gies, and relaxation training. Psychosocial inter-
ventions may be best utilized by targeting the
specific needs and stressors of individuals at dif-
ferent levels of psychological functioning and at
each phase of the cancer experience.

The goal of this chapter is to review the psy-
chosocial responses of cancer survivors across
the cancer continuum, from diagnosis to long-
term survivorship, and describe interventions
that may be used at each stage of the cancer
experience to best meet the emotional and sup-
portive care needs of survivors with a targeted
approach.

Psychosocial Responses in Cancer
Survivors

Diagnosis

The initial diagnosis of cancer is often a trau-
matic and distressing experience. Normative
emotional reactions include feelings of disbelief,
guilt, anger, denial, panic, fear, and despair.
Cancers caused by poor health behaviors may be
particularly distressing, shameful, or stigmatiz-
ing, as is seen among smokers who develop lung
cancer. The spectrum of emotional reactions
ranges from depressive symptoms to clinically
significant symptoms of adjustment disorder or
major depressive disorder, categorized by impair-
ing distress. Whether real or perceived, facing the
threat of life limiting illness or long-term impair-
ment is a jarring experience. It is very normal for
patients to struggle with feelings of uncertainty
and fear for the future. Concurrently, decisions
about treatment options and preparing for
impending procedures, typically within a short
time frame, often add to stress levels with little
time afforded to patients to adjust and garner
resources for support and coping.

Survivors may feel additional distress in antic-
ipation of treatment-related changes and inherent
uncertainty about the future including the degree
of life disruption and impact on loved ones. For
example, young adults often struggle with forced
disruptions in educational pursuits and career
disruption, which may impact long-term finan-
cial well-being and life trajectories. Older indi-
viduals may need to depend on the care and
support of their children, and these role changes
may be distressing, particularly if they worry
about being a burden. The social context is criti-
cal in determining the emotional impact on
patients. This period of time may be more diffi-
cult for those who are un-partnered, in an emo-
tionally unsupportive relationship, or who lack
an adequate support network. Social isolation is
associated with poorer immune function and
physical and mental health outcomes across can-
cer types and stages [26, 27]. Cumulatively, the
sudden emotional cascade and anticipated life
changes that come with a new cancer diagnosis
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may be quite stressful and overwhelming for
many patients and their loved ones.

Although a cancer diagnosis is naturally
quite distressing at first, initial emotional
responses are often relatively brief, extending
over several days to weeks [28]. Nevertheless,
individuals may still benefit from interventions
designed to enhance adjustment and coping
skills and prepare them for the challenges ahead.
Relevant tasks that can be experienced as stress-
ful include disclosure to loved ones and plan-
ning for expectable life changes such as time
away from work or childcare needs, which may
require sharing the news with colleagues and
employers, asking for help, and financial plan-
ning. Research points to the efficacy of relax-
ation techniques, education, and skills training
in preventing and relieving anxiety and depres-
sion and promoting quality of life in newly diag-
nosed survivors [29, 30]. It is critical to provide
newly diagnosed patients information about
what to expect based on the medical circum-
stance and where to find resources if and when
difficulties arise. It may also be important to
introduce supportive interventions to begin
skills building to manage stress and anxiety and
prepare for the future.

Treatment Decision and Pretreatment
Preparation

With a new diagnosis of cancer comes a cascade
of medical decisions and treatment planning for
upcoming medical care. It is common for survi-
vors to feel overwhelmed and stressed with treat-
ment decision-making as many will be
uninformed about their disease and treatment
options and may have difficulty understanding
guidelines or risk/benefit ratios, particularly
when there is uncertainty about treatment effi-
cacy or risk of complication. In some instances,
treatment options may be relatively equivalent,
and the decision, therefore, should depend on
individual values, priorities, and preferences in
relation to expected posttreatment side effects
and quality of life impact. It can be difficult to
predict the impact late and long-term effects will

have on quality of life, and many survivors under-
estimate the degree to which they are bothered by
side effects when they occur [31]. The challenges
of treatment decision-making and preparation
may be exacerbated for those with inadequate
medical care or poor communication with their
oncology team, particularly for subgroups with
limited language proficiency and poor health lit-
eracy. Internet searches are the most common
method for finding information related to cancer
for oneself or a loved one and can lead to misin-
formation [32]. Whether sought out or unsolic-
ited, survivors often hear anecdotal cancer
information from social networks that can also be
misleading and confusing.

Targets of intervention during the pretreat-
ment time period focus on providing support for
treatment decision-making and treatment pre-
paredness (e.g., stress management and relax-
ation techniques prior to surgery). Interventions
to assist in the treatment decision-making typi-
cally involve decision aids with the objective that
patients will make informed, values-based deci-
sions with careful consideration of risk-benefit
tradeoffs (pros/cons of treatment options) and
consistency with personal priorities and goals
[33, 34]. Decision aids may be used to guide
decisions when there is equipoise among treat-
ment options such as the case with localized
prostate cancer deciding among active surveil-
lance, radical prostatectomy, or radiotherapy or
breast cancer patients determining surgical and
reconstruction options [35, 36]. Alternatively,
decision aids may be used to support decisions
about concomitant care such as young adults
considering fertility preservation prior to gonado-
toxic treatments [37, 38].

Psychosocial interventions designed to be
delivered prior to the start of treatment have
mostly been conducted among breast and pros-
tate cancer survivors prior to the start of chemo-
therapy or surgery and typically involve
relaxation training (e.g., progressive muscle
relaxation techniques, guided imagery) and
stress management to prepare survivors for their
treatment(s). Those designed to prepare individ-
uals for cancer treatment have been shown to be
effective in reducing anxiety and depression and
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improving satisfaction with cancer care, with
evidence suggesting that even brief interventions
(e.g., one session, 15-20 min long, remote deliv-
ery) may be beneficial [28, 29, 39-41]. Reviews
of the literature have suggested positive effects
on disease-specific and general quality of life,
including reduced posttreatment side effects
such as nausea and vomiting and less psycho-
logical distress [20].

Active Treatment

The active treatment phase poses additional
stressors that often impact psychosocial well-
being and quality of life. Treatments almost inev-
itably have some side effects that may include
one or a combination of symptoms such as pain,
nausea and vomiting, insomnia, fatigue, bodily
changes or disfigurement, urinary or bowel
incontinence, and sexual dysfunction. The
sequelae of side effects vary between early and
more advanced-stage disease and extent of treat-
ment received. Advances in screening and early
detection have led to more individuals diagnosed
with early-stage disease with treatments that have
fewer or less intense side effects. Survivors living
with advanced disease face additional physical
(e.g., pain, functional limitations) and emotional
(e.g., fear of dying, end-of-life issues) conse-
quences that further impact quality of life.
Additional stressors during this time may include
negotiating changes in occupational and family
roles, managing household and childcare respon-
sibilities, worrying about finances, and interfer-
ence with educational or career advancement.
Even for those who do not experience chronic or
debilitating side effects, significant change in
functioning or altered independence may still be
highly distressing, particularly if survivors expe-
rience changes that threaten identity and sense of
self. There may be downstream physiological
changes as well including decreased immune
function associated with negative psychosocial
outcomes and cognitive function [42].

Some of the most common concerns reported
by cancer survivors during treatment are related
to feelings of uncertainty and a diminished sense

of control and predictability. Again, the specific
nature of these concerns often depends on medi-
cal factors including disease stage and treatment
course, and the general impact on daily living and
expectations about the future. Uncertainty may
be related to treatment efficacy or anticipated
side effects and, particularly among those with
more advanced-stage disease or with poor prog-
nostic indicators, include worries about long-
term quality of life and fears about death and
dying. Undergoing medical treatments involves a
certain degree of losing control and autonomy
over one’s body and can create a sense of feeling
“medicalized” or disconnected from the body. It
may lead to a feeling of reduced autonomy and
self-efficacy related to their physical condition
and health outcomes, particularly if they feel
uninvolved in decision-making about treatments
and medical care. Lack of social support or feel
disconnected from social networks due to illness
contributes to psychosocial distress. Many
patients experience a loss of daily routines and
disrupted work and social activities during treat-
ment. They may be limited in social activities
that can lead to reduced time spent with loved
ones, distancing of relationships, and social iso-
lation. High levels of cancer-related distress are
associated with interpersonal dysfunction includ-
ing reduced support-seeking behaviors and low-
ered perceptions of support. For example,
treatment for head and neck cancer often results
in facial disfigurement and functional limitations
(e.g., problems with speech, breathing, and/or
eating) that are associated with embarrassment,
lo