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The population of gynecological cancer survivors is growing, yet little is known regarding the
long-term impact of the disease and/or cancer treatment on these women'’s quality of life (QoL).
Few studies have been conducted with QoL as the main outcome, and studies are rather
incomparable in terms of inclusion criteria, QoL measurements applied and use of a control
group, for example. Despite problems with comparisons across studies, it would appear safe to
conclude that the majority of women who have responded successfully to treatment for
gynecological cancer will experience a good QolL. Survivors of ovarian or endometrial cancer,
those who have received radio- or chemo-therapy, younger survivors and women with little
social support, are at risk for impaired QoL. Factors related to potential negative and positive
QoL outcomes, as well as strategies for improving QoL and health in long-term gynecological
malignancy survivors, are outlined.
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More long-term survivors of
gynecological cancer

Nations around the world are experiencing a
spectacular increase in longevity. Extraordinary
progress in curative and preventive medicine
has increased survival rates dramatically for a
wide range of previous lethal diseases [1]. In
developed countries, approximately a third of
the population will be diagnosed with cancer
during their lifetime but, in contrast to the sit-
uation a few decades ago, the majority of them
will survive. The group of cancer survivors is
thus growing rapidly. As most studies examine
short-term survival [2], little is known regard-
ing the long-term impact of the disease and/or
the cancer treatment on the survivors’ lives.
In particular, the survivors from gynecologi-
cal cancer have been understudied [3]. If cured,
these women may have an additional life expec-
tancy of 25-30 years after treatment and, con-
sequently, face potential impairments for a long
time [4]. Cancer survivorship is a process with
both positive and negative aspects [5], defined as
“living with, through and beyond cancer” [4].
The American Cancer Society defines cancer
survivorship as beginning at the diagnosis with
cancer and continuing for the balance of life

and views quality of life (QoL) as a key out-
come [7]. 5-year survival is often regarded as
long-term survival.

Incidence & treatment of

gynecological cancers

Gynecological cancer is a generic term for cancers
located somewhere in the female reproductive
organs; for the most, cervical, endometrial and
ovarian cancer. Cervical cancer regularly affects
younger women, with a mean age of approxi-
mately 50 years, and is the second-most common
cancer in women worldwide [8]. Owing to early
identification strategies, the 5-year survival rates
in western countries are approaching 85% [9].
Ovarian cancer, however, is mostly detected at
an advanced stage, with 5-year survival rates at
approximately 40% [10]. The treatment modali-
ties for gynecological cancer are surgery, radio-
therapy, chemotherapy and hormone therapy
often given in combinations.

Potential long-term late effects of
gynecological cancer treatment

Late effects are often regarded as long term if they
last longer than 1 year after the completion of
treatment, or if they first appear some years after.
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Since 5-year survival is usually accepted as long-term survival, the
late effects should probably also be defined as long term only if
they last beyond this time limit. Current late effects are a result of
former treatments given, which were valid decades ago. Some of
the long-term late effects among gynecological cancer survivors are
specific to the treatment regimes, while others are associated with
cancer treatment in general. As the group of long-term survivors
grow older, it is important to distinguish the symptoms caused by
cancer treatment from those associated with (normal) aging. Long-
term survivors of gynecological cancer have reported on a number
of physical, psychological and socioeconomic difficulties.

Physical late effects

Survivors of gynecological cancer can, similar to survivors of other
cancer types, experience fatigue [11-13] and pain [14,15]. Owing to
treatment-induced menopause, these women may suffer from meno-
pause symptoms [16] and osteoporosis [17]. Furthermore, aggressive
surgery and radiation of the pelvic area can cause high levels of
sexual discomfort [18,19], especially among ovarian cancer survi-
vors [20]. Despite advances in pelvic radiotherapy, damage to normal
tissue can also lead to bladder and bowel dysfunction [14,16,17,19.21]
and gastrointestinal problems, including fecal incontinence [21].
Survivors who have had lymph nodes removed, particularly obese
survivors, are at a higher risk for developing swelling [22].

Psychological late effects

When the body has been affected by cancer, the soul will also become
distressed as a result of having lived through and beyond cancer in
general; cancer in the female reproductive organs, in particular, has
been associated with depression [12], anxiety or post-traumatic stress
disorder [23], existential challenges [24] and altered body image [16].
Cognitive impairments might follow the toxic effect that chemo-
therapy can have on the brain; the so-called ‘chemobrain’ 25]. The
unmet needs most frequently reported among gynecological cancer
survivors are within the psychological domain; fear of the cancer
spreading, concerns regarding the worries of those close to them,
uncertainty about the future [26], and existential issues [23].

Socioeconomic problems

Socioeconomic problems might appear to be due to cancer-
related expenses [27], loss of income owing to impairment in work
ability [28], or poor social functioning [16]. Although disease-
free long-term survivors of gynecological cancer are expected to
participate in ‘life as normal’, they are, nevertheless, more often
disabled and have lower household income compared with other
women of the same age [28]. Female cancer survivors (breast and
gynecologic) have an increased risk for unemployment compared
with their male counterparts (prostate and testicular) [29].

Symptoms & comorbidity

Whereas some studies report on a wide range of problems among
recurrence-free gynecological cancer survivors [16], other studies
find no higher prevalence of symptoms in these survivors compared
with the general population [2]. As with symptoms, the results are
inconsistent regarding comorbidity. Compared with the general

female population, cervical cancer survivors in Korea report
a higher prevalence of a number of comorbidities [30], whereas
long-term survivors of gynecological cancer in Norway have no
more comorbidities than an age-matched group of women from
the general population [31].

The inter-relationship and co-occurrence of different symptoms,
as well as formation of ‘symptom clusters’ [32], might have a resul-
tant effect on QoL [12]. It should, however, not be assumed that
the presence of health problems necessarily means an unhappy
life, or that the absence of health problems automatically indicates
a happy life (33]. Conclusions on the relationship between causal
indicators and QoL should be treated with caution [34].

Measuring QoL

The complex relationship between survivorship, cancer-related side
effects and self-perceived QoL is yet not well understood [12.35.36].
Consistent disparities arise between clinical or biomedical measures,
the patients’ own evaluation of their situation, and proxy’s evalu-
ation of the patient’s situation [37]. Patient-reported outcomes [38],
such as QoL, have been introduced in clinical trials on a large
scale, in addition to measures of morbidity and mortality. A simple
search on ‘quality of life’ on Medline at the beginning of 2009
gives more than 82,000 hits. Many of these publications are, how-
ever, hampered by no or a poor definition of QoL, whereas some
draw a dubious line between research on mice or rats and a human
perception of QoL.

Several definitions of QoL exist, frequently emphasizing com-
ponents of happiness or satisfaction with life (39]. Furthermore, the
construct is, for the most part, regarded as a combination of physical,
psychological and social wellbeing, and, sometimes, also spiritual
and material wellbeing [40.41]. Physical domain QoL is the most
frequently measured, while spiritual domain QoL is least frequently
measured [42]. Within clinical trials, the term ‘health-related QoL is
often used to delimit the concept for investigation [43]. Some QoL
measures are based on a conception of QoL as a performance or
functional status, whereas others include some form of cognitive
appraisal by the individual. As such, QoL is subjective, unique to the
individual, multidimensional and dynamic, with ongoing evaluation
as life circumstances evolve [44].

Qualitative methods of inquiry provide an in-depth insight
into the lived experience of people. However, predominantly
standardized QoL-questionnaires are being applied. A distinct
number of reliable and validated QoL-instruments exist; Fayers
and Machin [45] provide a range of examples to illustrate some
of the most common approaches. Generic instruments, such as
short form (SF)-36, EuroQoL and WHOQoL, as well as cancer-
specific instruments, such as European Organization of Research
and Treatment of Cancer (EORTC) and Functional Assessment of
Cancer Therapy (FACT), have been widely used in cancer research.
QoL-instruments have been developed specific for gynecological
cancer research (e.g., uterine fibroid symptom and quality of life
[UFS-QolL]), for cancer survivors (e.g., quality of life — cancer sur-
vivors [QoL-CS]), as well as for cancer-related symptoms, such as
pain (e.g., short form McGill Pain Questionnaire [SE-MPQ]) and
fatigue (e.g., multidimensional fatigue inventory [MFI]-20). The
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disease-specific measurements show a high degree of sensitivity and
responsiveness, but generic QoL instruments are mostly applied
when comparing groups from different populations [46].

Studies among gynecological cancer survivors

Studies on QoL in cancer survivors are rather heterogeneous regard-
ing inclusion- and treatment-related criteria, but findings reveal
that, in general, most long-term survivors enjoy a good QoL [42].
Few studies exist on gynecological cancer survivors with QoL as
the primary outcome. The present literature was identified by com-
binations of the following search terms on Medline, Cinahl and
PsycInfo (1998-2008): ‘quality of life’, ‘gynaecology’, ‘gynecol-
ogy’, ‘cancer’, ‘cervical neoplasms’, ‘uterine neoplasms’, ‘ovarian
neoplasms’ and ‘survivors’. Furthermore, some comparisons of
QoL-scores between groups had to be reported; between cases and
controls, between cases and normative data, or between repeated
measures of the case group (longitudinal).

Although measured differently, current research shows that,
all in all, survivors of gynecological cancer can expect to enjoy
a good QoL, not unlike that of peers without a history of can-
cer [2,16,31,3547-52]. As displayed in Tasie 1, most of the studies
comprise participants with 5 years of survival and include the
main treatment modalities for gynecological cancer: surgery,
radiation and chemotherapy.

Survivors of endometrial cancer [53] and ovarian cancer [49,54]
have reported poorer QoL. In addition, radiotherapy [4.49.51] and
chemotherapy [48,54] are associated with lower QoL scores years
after completed treatment, compared with surgery alone. Young
survivors might be also at risk for impaired QoL (Taste 1) [48,52].

Data derived from QoL studies using qualitative research
methods have revealed that spirituality is an important compo-
nent of QoL and contributes to the process of creating meaning
from the gynecological cancer experience [55]. Furthermore, a
good QoL seems to be attributed to ability or choice to reframe
the gynecological cancer experience and renew the appreciation
of life [56].

Factors related to negative QoL outcomes
Gynecological cancer survivors have reported significant QoL
concerns across dimensions of physical, psychological, social
and spiritual well-being [57]. Troublesome physical late effects
can have a devastating effect on the survivors’ QoL, such as
fatigue [11], menopause symptoms [58], and sexual [52] and bowel
dysfunction [14]. Survivors of gynecological cancer with more
physical sequelae report lower levels of meaning in life, which is,
again, associated with higher levels of depressive symptoms [24].
The loss of fertility can affect the psychological equilibrium
for female cancer survivors [59] and result in distress, lowered
self-esteem and QoL [60]. Young gynecological cancer survivors
have shown unsatisfactory psychological status and might be
particularly vulnerable (47.61]. The cultural diversity in reactions
among gynecological cancer survivors in different countries has
hardly been studied. One study conducted in the USA shows that
Latin—American women diagnosed with cervical cancer can face
a burdensome survivorship experience [62].

Some social characteristics in gynecological cancer survivors are
associated with poor QoL, such as poor education, little social sup-
port [49], being unemployed and living alone [2]. Evidence shows
that economic stress is negatively associated with QoL (63]; con-
sequently, attention to the economic consequences of cancer has
grown as the number of cancer survivors has increased.

Factors related to positive outcomes

A review of natural correspondence between ovarian cancer survi-
vors and an ovarian newsletter, a total of 1282 communications,
show that the survivors describe negative, as well as positive, effects
of the cancer experience [64]. The women can, despite some symp-
toms, enjoy good lives [15]. Human beings are enormously adaptive.
We actively construct meaning from our environment and display
a range of cognitive mechanisms to continually adapt to changing
circumstances [65]. Recently, attention has been drawn to potentially
highly significant phenomena known as response shift (66]. This con-
cept encompasses an understanding that internal standards, values
and the conceptualization of life quality can change over the course
of the disease trajectory. Many cancer survivors desire to return to
‘normal’ after cancer, taking and keeping control, and maintaining
a coherent sense of self [67].

In studies among gynecological cancer survivors, a shift towards
adaptation, growth [68] and resilience [35] has been identified. Having
survived a life-threatening illness, ovarian cancer survivors appear
to put other life difficulties into perspective, alter their priorities
and feel enriched by the experience [15]. These women might show
impressive resilience and feelings of greater pleasure in life and per-
sonal relationships [15]. A cancer experience can, thus, lead to a
positive revival of people as they re-evaluate their life [69].

Strategies for improving health & QoL in gynecological
cancer survivors
Long-term cancer survivors are not being routinely monitored for
their cancer or cancer-related concerns and have no oncologist or
oncology nurse to consult if special needs arise [42]. They are more
or less ‘lost in transition’ [70]. Many gynecological cancer survivors
would probably participate in counseling programs [s2] or post-
therapy support programs [71]. One study shows that 43% of gyne-
cological cancer survivors have at least one moderate- or high-level
unmet need [26], whereas another study reveals that nearly 90% of
gynecological cancer survivors report supportive care needs — needs
most frequently addressing existential survivorship [23]. Studies rein-
force the notion that patient education and rehabilitation offered
to these women should address the management of both physical
and psychological post-cancer-related late effects with appropriate
interventions in order to assist their transition to living ‘life after
cancer’ [52]. It is of paramount importance to address these concerns,
even if the survivors might perceive themselves as ‘the lucky ones’ [15].
Long-lasting physical or mental fatigue has been identified as a
common complaint in gynecological cancer survivors [11,13]. Since
this symptom is a key predictor of QoL, it should be given more
attention in aftercare programs [11]. Insomnia is also a common
complaint among cancer survivors, causing daytime fatigue. In
order to reduce this fatigue, cognitive—behavior therapy is both
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clinically effective and feasible to deliver in clinical practice, as

2
[54]
[16]

31]

well as being associated with improved QoL outcomes in cancer
survivors [72].

Well-designed interventions specifically targeted at gyneco-
logical cancer survivors may help ease the impact of a woman’s
gynecological cancer upon her relationship with her partner [s2].
One study showed that cervical cancer survivors generally have
a positive attitude towards sexuality and engage in satisfying

most. Lower in social,
finance, intestinal

Relapse/no relapse as
functioning

Same as controls
one group: poorer
than healthy

Same as controls in
Same as controls

sexual activity [73], whereas another study found worse sexual
functioning among such disease-free survivors compared with
healthy women [16]. Well-structured sexual health programs can
result in subjective improvement in sexual complaints [18]; the
Permission, Limited Information, Specific Suggestions, Intensive
Therapy (PLISSIT) model is often used in sexual health coun-
seling. Parenthood has been cited as an important aspect of

8 (case)

Controls younger
57 (controls)

65 (endometrial)
59 (controls)

55 (cervical)
58

55 (case)

cancer survivorship. As a result, interest concerning fertility
preservation and family-building options in cancer survivorship
has increased [74].

Persons successfully treated for cancer are at risk for a second
malignancy [75]. This risk is related to shared risk factors, genetic
predisposition and the toxic effects of therapy [76]. Survivorship
programs should, thus, acknowledge tertiary prevention, as cancer

Ferrans & Powers’

SF-36, FACT-QolL
EORTC QLQ-C30
QLl

EORTC QLQ-C30

survivors need to be educated on the signs and symptoms of second
malignancies [76], and because fear regarding the cancer spreading is
prevalent in gynecological cancer survivors [26]. Cancer survivors do
not necessarily display a more health-promoting lifestyle than other

5-20
>1.5
1.5-22
7-18

people 17). One study showed that survivors of gynecological cancer
are rather physically inactive compared with the general popula-
tion (17), whereas another study showed the opposite (s4]. However,
among women, being insufficiently active is associated with not
meeting the guidelines for fruit and vegetable consumption, with

chemotherapy
chemotherapy
chemotherapy
chemotherapy

Surgery,
radiation or
radiation or
Surgery,
radiation or
Surgery,
radiation or

smoking and with overweight or obesity [77]. As many as 20% of
cancer survivors deny or have ‘forgotten’ their former malignancy,
which might hamper an increase in health awareness [78]. In low-
resource settings, extra support might be needed to achieve appro-
priate health-seeking behavior [79]. Some gynecological cancer sur-
vivors find alternative remedies valuable in promoting health [¢s],
but healthcare providers should be aware that the personal beliefs
held by the survivors regarding recurrence prevention may be at

Cases: 130 no relapse, Surgery,

Cases: 152

Controls: 89 healthy
59 relapse
Compared with
normative data
Cases: 860

Control: 775 healthy
Cases: 160

variance with scientific evidence [80].

General recommendations, such as cessation of smoking, more
physical activity and eating healthy food, can have positive health
effects. It should be noted, however, that radiation of the pelvic
area can cause gastrointestinal problems and intolerance for some
(healthy) food, as well as pelvic and skeletal pain, which might
interfere with current physical activity guidelines. Physical activ-

endometrial, ovarian  Control: 493 healthy

Cervical,
endometrial
Ovarian
Cervical
Cervical,

ity is essential in order to improve blood stream and oxygen levels
in the body, increase energy levels, prevent obesity and reduce
osteoporosis. Gynecological cancer survivors who participate in
150 min of moderate or 60 min of strenuous physical activity

USA
Norway
Korea
Norway

per week [81], or participate in high-intensity strength-training
programs [82], report significantly better QoL. These findings
demonstrate the importance of integrating training programs
into gynecological cancer rehabilitation programs to improve the
women’s health status and their QoL.

EORTC QLQ-C30: European Organization of Research and Treatment of Cancer — Quality of Life Questionnaire — Core Questionnaire; FACT-QolL: Functional Assessment of Cancer Therapy — Quality of Life;

HRT: Hormone-replacement therapy; QLI: Quality of Life Index; QoL: Quality of life; SF-36/SF-12: Medical Outcomes Study Short Form Health Survey Questionnaire.
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Chronic stressors may impart basic physiology, but the capacity
to increase survival by improving QoL is controversial. However,
changes in QoL among cervical cancer survivors have been found
to be significantly associated with a shift in the immune system [s3].
This finding is in line with studies within ‘positive psychology’
and ‘positive health’ factors that seem to increase longevity and
improve prognosis [34]. Multidisciplinary, psychosocial interven-
tion programs, leading to enhanced QoL, could, therefore, result
in improved clinical outcomes, including survival.

The patient—partner dyad should be regarded as a unit, particu-
larly in post-cancer care. The partner may show greater psychologi-
cal morbidity than the patient herself, and the QoL of the partner
is sometimes worse than that of the patient [85]. Nevertheless, the
process of response shift has also been found in the partners s [s6).
Although a definitive conclusion on the clinical significance of
response shift cannot be drawn from existing studies [87], interven-
tions that serve to facilitate response shift for improving QoL for
the surviving women and their partners are being offered, often in
support groups (44]. Studies among gynecological cancer survivors
indicate that social support directly influences their QoL [8s], espe-
cially the psychological domain of QoL [42], therefore, follow-up care
should promote enhancement of the survivors’ social participation.

Support groups tend to attract well-educated, articulate and
middle-class women [89]. Special attention should, therefore, be
drawn to women at risk for developing post-cancer maladjust-
ments. Identification of factors predicting who will have adjust-
ment difficulties will help to focus resources where they have the
most impact [90]. This article reveals that women who have survived
ovarian or endometrial cancer, who have received radiotherapy or
chemotherapy and who are young or who live under poor socioeco-
nomic conditions are at risk for impaired QoL. However, much work
still needs to be done to identify long-term survivors of gynecological
cancer who might suffer the greatest detriments to QoL, and develop
appropriate interventions [s2]. Brief, structured QoL assessments
may help to identify high-risk individuals for closer follow-up [91].

Attention to the economic consequences of cancer has grown as
the number of cancer survivors has increased, and because evidence
shows that economic stress is negatively associated with QoL [¢3].
Gynecological cancer survivors, as with other cancer survivors, may
require guidelines to accommodate and complete a rehabilitation
plan in order to stay at work. Otherwise, women may leave the work
force. Not being able to return to work following cancer may result
in financial loss, social isolation and reduction of self-esteem. The
economic burden of cancer may vary between countries according
to healthcare systems, welfare and insurance programs provided,
and available funding for cancer-related expenses.

Future research

In order to obtain evidence-based knowledge on the impact of gyne-
cological cancer on long-term QoL, better methodological research
is needed (4. Results from current research on QoL in gynecological
cancer survivors are often difficult to interpret and compare because
of different diagnosis included in different studies, the diversity
of QoL-measures applied, and the divergence in how many years
post-treatment ‘long term’ means.

One of the limitations in QoL studies among gynecological cancer
survivors are the rather small cohorts included. Bigger sample size
is wanted, together with analyses of nonresponders and drop-outs,
as well as ethnicity. Research should also compare patient results
with those of women of the same age from the general popula-
tion, as many of the survivors’ symptoms are those of menopause
and aging. It is important to distinguish effects due to cancer from
those due to aging and/or comorbidities. Information on confound-
ing variables and which variables are controlled for would improve
the studies, together with information regarding disease stage and
discrimination between treatment modalities. Women recently diag-
nosed with gynecological cancer often face more aggressive multiple
treatment regimens than before. These treatments may be associated
with significant side effects that adversely impact their QoL [92].
Questions arise regarding whether future long-term gynecological
cancer survivors will differ from present survivors in terms of QoL
and symptoms.

More research is needed on the QoL of long-term survivors of
gynecological cancer [46]. It is recommended that generic QoL mea-
sures are used in addition to disease-specific measures. Although rare
today, prospective randomized, longitudinal studies that incorporate
a pretreatment assessment of symptom burden and perceived QoL
are necessary to define the severity and pattern of treatment-related
change and subsequently guide intervention strategies [92]. QoL
measures incorporating assessments of appraisal processes would
help to understand the dynamics of response shift in this popula-
tion, which will be in accordance with recent calls for more positive
psychology. Psychologists have questioned the survivorship research
community’s relative neglect of positive states and beliefs (e.g., opti-
mism, resilience and human strengths) compared with negative ones
(e.g., depression, pessimism, vulnerability and illness) [93].

Conclusion

It would appear safe to conclude that, overall, recovery from treat-
ment for gynecological cancer is good. It may be helpful for women
recently diagnosed with gynecological cancer to know that increas-
ing numbers of women survive this cancer, regard their QoL as
good, and continue to lead normal lives. Most importantly, women
may be comforted by learning that many long-term gynecological
cancer survivors report an enriched life that results in them feel-
ing strengthened and taking pleasure in things they had not previ-
ously appreciated. Survivors of ovarian or endometrial cancer, those
who have received radio- or chemo-therapy, younger survivors and
women with little social support, are at risk for impaired QoL.

Expert commentary

Quality oflife in long-term gynecological cancer survivors has, until
recently, been neglected in research. Although unpleasant symptoms
might occur after cancer treatment, the majority of the long-term
survivors experience a good QoL.

Five-year view

Current medical treatment modalities for gynecological can-
cer are more comprehensive than treatments given in the past.
Consequently, more women will survive. In the next few years,
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the long-term effects of more toxic multimodal cancer ther-
apy on women’s QoL will have to be illuminated. Fatigue, for
instance, might be more prominent among the survivors, lead-
ing to impairment in work ability, which, in turn, can have a
negative effect on their life quality. The request of more posi-
tive psychology interventions should be acknowledged in future
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Key issues

The majority of women diagnosed with gynecological cancer will survive; cervical cancer patients have the highest survival rate.
The number of long-term gynecological cancer survivors is growing.
As research, so far, has mostly focused on the short-term effects of diagnosis and/or cancer treatment, little is known regarding the

Medical treatment for gynecological cancer might induce physical, psychological, spiritual and socioeconomic late effects.
Most survivors of gynecological cancer experience a good quality of life, not unlike that of healthy controls.
Response shift, adaptation, resilience and growth are seen among survivors.

Gynecological cancer survivors should be encouraged to participate in a health-promoting lifestyle.
Support programs are recommended, including for patients’ partners.

Impairment in quality of life is associated with ovarian and endometrial cancer, chemo- and radio-therapy, young age, poor education,
unemployment, little social support and living alone.
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