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Abstract

Objective: To identify and comprehensively present the psychosocial needs of ovarian cancer 

(OvCa) survivors, including young survivors <45 years of age.

Methods: A literature review was conducted using keywords specific to psychosocial health 

and OvCa survivorship to identify peer-reviewed, original research articles published in English 

between January 2000 and December 2010; 28 articles were identified as relevant. Articles were 

abstracted and results categorized according to six psychosocial domains: quality of life (QoL), 

social support and relationships, self-image and sexual functioning, psychological distress and 

functioning, fear of death/recurrence, and personal growth and coping. Findings unique to young 

survivors are presented when applicable. Psychosocial measurement tools used in relevant studies 

are also presented.

Results: Physical complications and side effects have significant impact on OvCa survivors’ 

psychosocial health. Access to social support services and relational support is critical, as 

feelings of isolation are common. Survivors report low levels of sexual activity and satisfaction, 

potentially causing strain on personal relationships, and survivors experience high levels of 

distress, depression, and anxiety. However, QoL can improve after diagnosis for some OvCa 

survivors, many of whom report spiritual growth and strengthened personal relationships. Younger 

survivors are likely to have greater distress and lower QoL compared with older survivors.

Conclusions: OvCa is the deadliest of all gynecologic cancers, greatly impacting the 

psychosocial health of survivors. Increased awareness of psychosocial health among OvCa 

survivors themselves, their social support system, and their health care providers is necessary 

to adequately address their unique needs.
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Introduction

Ovarian cancer (OvCa) is the deadliest of all gynecologic cancers; in 2008, more women 

died from OvCa than from all other gynecologic cancers combined. Each year in the 

United States, approximately 21,200 women are diagnosed with OvCa (2200 < 45 years 

of age), and 14,300 die from the disease (470 < 45 years of age) [1]. There are relatively 

few OvCa survivors, defined as women living with a history of OvCa [2], compared with 

other cancer survivors [3] primarily because there is no recommended screening test [4,5] 

causing late-stage diagnosis [6] and high risk of recurrence [3]. However, the population of 

cancer survivors in the United States is growing, both in number and as a percentage of the 

population, with the majority being female, and those persons 65 years of age or older [7]. 

The estimated 5-year relative survival for women diagnosed with OvCa in 2008 was 44.0%, 

an increase from 36.1% for those diagnosed between 1975 to 1977 [6].

Due in part to the high mortality and often advanced stage of disease upon diagnosis, 

OvCa can have a strong psychological impact on the survivor, yet psychological support 

may be secondary to medical intervention [8]. A growing cancer survivor population 

and the associated psychological and social (psychosocial) impact therefore reinforces the 

need to address the effects of OvCa on survivors’ psychosocial health and well-being [7]. 

Identifying risk factors and needs associated with poor psychosocial health is important to 

developing and appropriately targeting interventions [9–13]; timely and effective translation 

of research to practice is paramount in supporting cancer survivors [7,14–16].

Studies have identified many of the psychosocial burdens and needs faced by OvCa 

survivors. However, because of the complexity and myriad of constructs associated with 

psychosocial health, many studies may examine only one or two common constructs, such 

as quality of life (QoL) or social support. To comprehensively identify and synthesize 

published work on the psychosocial needs of OvCa survivors, we conducted a literature 

review on OvCa survivor’s psychosocial health relating to QoL, social support and 

relationships, self-image and sexual functioning, psychological distress and functioning, 

fear of death/recurrence, and personal growth and coping. When available, this review also 

presents needs of young survivors (defined as <45 years of age), a particularly vulnerable 

population [16].

Methods

This literature review of the psychosocial health needs of OvCa survivors was conducted 

as one component of a larger review on OvCa survivorship. Keywords used in the 

search were developed by the authors and included ovarian neoplasm, disease-free 

survival, survivor(ship), epithelial tumor, germ cell tumor, sex cord tumor, stromal tumor, 

posttreatment and long-term survivor, adaptation, psychological, anxiety, body image, 

counseling, cognition, depression, family relations, fatigue, marriage, mental health, pain, 

patient satisfaction, recurrence, sexual dysfunction, physiological, resilience, quality of life, 

sexuality, social isolation, social support, spirituality, and stress. Searches were conducted 

using PubMed, PsycINFO, CINAHL, Cochrane, and Web of Knowledge databases. Peer-
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reviewed articles published in English between December 2000 and December 2010 on 

human subjects were included in the review.

Publications were imported into a database and all abstracts were assessed for relevancy. 

Review articles, case studies, articles that had a study sample of less than 20, were not 

specific to OvCa survivors, reported on efficacy of treatment or drug therapies, or were 

conducted outside of the United States were excluded. Studies conducted outside the 

United States were excluded because of differences in the healthcare systems, access and 

treatment options, and because this review will guide US Federal research and programmatic 

initiatives. Abstracts were classified as relevant, somewhat relevant, or not relevant. The 

full texts of papers classified as somewhat relevant were later reviewed to determine a 

final classification of relevant or not relevant. For quality assurance, a second reviewer was 

randomly assigned to review 25% of all abstracts for relevance classification, with 99% 

concordance. Snowball sampling was also conducted. (i.e., upon full text review of all 

relevant articles, references that seemed relevant on the basis of the title were retrieved and 

reviewed.)

Data were abstracted from relevant articles into an Excel spreadsheet according to 

six psychosocial domains: QoL, social support and relationships, self-image and sexual 

functioning, psychological distress and functioning, fear of death/recurrence, and personal 

growth and coping. These domains were generated for this study based upon keywords used 

in the psychosocial search. Findings from one article may have been abstracted to multiple 

domains when appropriate.

Data related to young survivors were abstracted separately. For this review, young survivors 

are defined as women <45 years of age because common public health measures, such as the 

US National Survey of Family Growth, and the US Healthy People 2020 objectives, define 

young women or women of reproductive age as 15–44 years. Information was considered 

relevant to young OvCa survivors if it either 1) specifically addressed young survivors in 

the results or 2) came from studies that included women with germ cell tumors (because 

germ cell tumors are typically diagnosed in young women [17]). Findings unique to young 

survivors are highlighted within each section when appropriate.

Of the 1634 papers related to OvCa survivorship that were identified, 47 were either 

relevant, and snowball sampling identified an additional 21 articles. Of the final 68 articles, 

28 were related to the psychosocial health of OvCa survivors (Table 1). The psychosocial 

measurement tools used in each article are presented in Table 2.

Results

Literature review

Quality of life (QoL)—Overall, OvCa survivors report good QoL when compared with 

the general population [18–21] and other cancer survivors [22], with potential improvements 

over time [19] and well into survivorship. Some survivors report being happy, feeling 

loved, and having interest in daily activities [20]. However, one study found subscale QoL 

scores were lower for physical, functional, and emotional well-being but higher for social 
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well-being compared with the nonsurvivor female adult population [18]. Poorer QoL in 

OvCa survivors was significantly associated with increased levels of anxiety and depression 

[23], and some women described uncertainty and hopelessness after experiences with cancer 

[24].

Several factors are associated with improved QoL, such as supportive relationships [25,26] 

currently not receiving treatment [23,26], and experiencing fewer physical symptoms 

[23,27]. Optimism was positively associated with health-related QoL and lower levels of 

distress in patients undergoing chemotherapy [28]. Compared with the nonsurvivor US 

population, OvCa survivors report higher levels of social well-being [18], and one study 

found divorced or separated survivors reported higher social/family well-being than those 

who were married [23].

Some women expressed spiritual changes as a result of their experiences with OvCa. 

Women reported that spirituality helped them discern meaning from their cancer experience 

and maintain hope [24], and that their faith was important to them as it brought comfort and 

strength [20]. Wenzel et al. found that almost half of the sample reported high spiritual QoL 

similar to controls. Spiritual well-being is positively associated with personal growth and 

ability to integrate the cancer experience [22]. However, some women may experience a loss 

of faith after experiences with cancer [24].

Fox et al. found that pain was significantly correlated with fatigue, and that fatigue and 

depression were correlated with QoL and remain with survivors well into survivorship 

period [21]. Survivors had lower QoL scores in physical and fatigue domains postoperatively 

when compared with the preoperative cohort [29]. Although some interventions may address 

physical QoL in survivors, a 10-week yoga intervention did not significantly change QoL 

scores for survivors posttreatment [30].

The relationship between QoL and stage at diagnosis is unclear. Ferrell et al. found women 

diagnosed with earlier stage OvCa had higher average QoL scores than those diagnosed 

at later stages [26]. However, Mirabeau-Beale et al. reported no difference in overall QoL 

between women with early- and advanced-stage OvCa, though this sample included long-

term survivors, the majority of whom were not currently reporting OvCa-related symptoms 

or physical side effects [31].

Young survivors:  Young OvCa survivors have lower QoL scores when compared with 

older survivors [18,23,26], but younger age at diagnosis is associated with better physical 

functioning [19].

Social support and relationships

Greater social support is related to higher self-esteem [32], decreased depression and anxiety 

[19,33], and overall good health for OvCa survivors [19]. Better social functioning [31] 

and social support [20] have been reported among advanced-stage survivors, compared with 

early stage survivors.

Roland et al. Page 4

Psychooncology. Author manuscript; available in PMC 2024 August 05.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Women with OvCa may experience social isolation, stemming from diagnosis with a less 

common cancer with fewer long-term survivors [8,24]. OvCa survivors need social support 

from [34] and have a desire to build relationships with other OvCa survivors [35,36]. Fellow 

survivors understand the physical and psychological challenges of living with the disease, 

as loved ones often have difficulty fully comprehending a life with cancer [24,37]. Support 

groups offer OvCa survivors an opportunity to meet and network with women who have 

experienced the same issues, providing comfort and confidence, and an opportunity to share 

symptom management techniques [24,37]. However, some OvCa survivors report difficulty 

accessing support resources [24]. Wenzel et al. found that more than half of their study 

sample would have joined a support group at diagnosis if it had been offered, with most 

expressing a desire to participate in individual counseling [22].

OvCa survivors report stronger, more positive relationships with significant others, 

compared with controls [35], but fewer years in a relationship is a significant predictor 

of poorer adjustment among women with recurrent OvCa [38]. Physical fatigue can impact 

ability to provide support to their families, often causing frustration and guilt [39]; some 

OvCa survivors report needing assistance to resolve personal family problems [38].

Young survivors: Greater social support has been associated with less depression, less 

physical pain, and better general health among young survivors [19]. When compared with 

age-matched controls of women without cancer, young survivors experienced greater social 

support from their relationships, especially in the area of emotional social support [40]. 

Like older survivors, young OvCa survivors desire support from fellow survivors and peers 

who have had similar diagnosis, treatment, and survivorship experiences, as they are often 

disappointed when friends and family are not able to empathize [34].

Self-image and sexual functioning

Abdominal scars, hair loss, weight gain, and prophylactic procedures, such as bilateral 

oophorectomy and hysterectomy that remove organs symbolic of female identity, 

considerably impact body image among survivors [24,31,34]. Patients who experience more 

significant physical changes, and therefore impact to self-image, perceive less control over 

the consequences of their illness and treatment [32]. Regrowth of hair helps survivors in 

remission to ‘heal psychological wounds’ and ‘refocus their lives’ [8].

OvCa survivors report low sexual activity and sexual satisfaction [27,41,42], causing 

strain on their personal relationships [25,34,37]. Multiple studies reported increased sexual 

problems and sexual dysfunction and decreased sexual activity postdiagnosis [31,41,42]. 

Chemotherapy and surgically induced menopause from oophorectomy can result in vaginal 

dryness, painful intercourse, fatigue, and decreased libido [31], and survivors cite lack of 

interest, fatigue, decreased libido, decreased arousal, and problems with orgasm as reasons 

for sexual inactivity [22,41,42]. Sexual discomfort was highest among women with greater 

menstrual/gynecological symptoms and more reproductive concerns [19]. Kornblith et al. 
found that sexual issues (decreased interest in sex, decreased sexual activity, and pain during 

intercourse) were the greatest of unmet needs, with almost half of survivors reporting that 

less help was received than needed for sexual issues [20]. Women with more time since 
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diagnosis and those not receiving treatment were more likely to be sexually active [41], and 

sexual pleasure was higher for women who had fewer gynecological symptoms and were 

married [19].

Young survivors: Among young survivors, OvCa greatly impacts sexuality [40]. 

Although younger age at diagnosis is related to better overall sexual functioning with 

increased social support and fewer gynecologic symptoms [19], young survivors report 

decreased libido [34], less sexual pleasure and satisfaction, and worse sexual functioning 

compared with women without OvCa [35,40]. Survivors who had an oophorectomy 

showed significantly greater sexual discomfort when compared with survivors who had not 

undergone this surgery [40].

Psychological distress and functioning

OvCa survivors can experience high levels of distress, depression, and anxiety 

[23,26,33,42,43], compared with the general population and nongynecologic cancer 

survivors [23,33,42,43]. Although some survivors may report positive well-being, some 

OvCa survivors may be ‘emotionally at risk’ [22], feeling sad and depressed, and having 

problems with memory and concentration [34].

A period of great distress for OvCa survivors is at diagnosis, when one abruptly transitions 

from healthy woman to a cancer patient [8,22,26,33]. Diagnosis may illicit feelings of 

loss of control, fear, and uncertainty for the future [2,24]. Some survivors report feeling 

the equivalent of a death sentence due to the low survival and high recurrence associated 

with OvCa [8]. Some research indicates that survivors with more advanced-stage OvCa 

experience greater distress [20,33], whereas one study found no association between stage of 

disease and distress [23]. OvCa survivors who report higher levels of optimism at the start of 

chemotherapy reported lower levels of distress [28].

Several studies report significant levels of depression among OvCa survivors [23,33,43,44]. 

Increased time since diagnosis may decrease levels of depression [22,31], and anxiety 

appears to be more problematic than depression in women with stage III or IV OvCa 

[27]. OvCa survivors experiencing greater physical symptoms have higher levels of 

distress, depression, and anxiety [23,32,41], possibly because of symptoms being perceived 

as disease progression [8,44]. Physical symptoms can result in lower functioning and 

impaired ability to complete daily activities [23,32]. Depression and fatigue remain with 

OvCa survivors well into survivorship [21]. Both low knowledge of OvCa and increased 

preoccupation with CA125 levels were associated with symptoms of depression and anxiety 

[43].

Young survivors: Young OvCa survivors were more likely to have higher levels of 

distress and depression compared with older survivors [23,33,38]. However, one study found 

long-term germ cell survivors and age-matched controls reported similar levels of depression 

[40].
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Fear of death/recurrence

Many survivors report significant concern regarding recurrence and dying [25,44]. More 

physical symptoms, depression [44], and emotional maturity [18] can increase an OvCa 

survivor’s fear of death. One study found cancer stage was not associated with fear of death, 

indicating women at all stages are equally at risk for anxiety associated with fear of death 

[44].

Studies report 56–67% of both early- and advanced-stage OvCa survivors fear recurrence 

[20,42]. Fear of recurrence may continue for years, postdiagnosis [22] can impact QoL and 

cause emotional distress among survivors [8,20,22,23,26,31,42]. OvCa survivors viewed a 

recurrence as an indication that their disease was incurable and considered it the ‘beginning 

of the end’ [8]. Some women experienced fears upon completion of treatment, as they were 

not actively fighting the disease [8]. Fear of recurrence can cause anxiety for survivors in 

remission and may dampen the joy of being disease-free [8,24].

Young survivors: Younger age is significantly associated with fear of death [44].

Personal growth and coping

Despite the many challenges of living with OvCa, survivors often experience personal 

growth [22,24,38,40] through their spiritual lives, personal relationships [8,22,24,25,40], 

and renewed perspectives on life [8,20,24,25]. Many OvCa survivors report continuing to 

experience hope during their illness but higher levels of depression, lower levels of social 

support/well-being, and increased number of treatments were associated with a higher risk 

for losing hope [44]. Several studies found a majority of OvCa survivors ‘quite a bit’ or 

‘very much’ felt a sense of purpose in their lives and had a reason for living [20,31,42]. 

However, this may be attributed to the survivors being an average of 6 years posttreatment 

and therefore any psychosocial issues had lessened with time [20,42]. Wenzel et al. reported 

that survivors were generally optimistic, and that the cancer experience positively changed 

their views on life, relationships, and spirituality [22]. Although survivors mourn the 

changes in their lives as the result of OvCa, through their losses, many discovered new 

personal beliefs [34].

Survivors attempt to alleviate the psychological burden of treatment through being active, 

traveling, and increasing quality time with family and friends [8]. Supporting other OvCa 

survivors, participating in OvCa advocacy, maintaining a positive attitude, disregarding 

statistics, living for the moment, as well as focusing on the future, and journaling are 

important adaptive and coping techniques [8]. A sense of spirituality is also associated with 

personal growth and the capacity to derive a positive meaning from the OvCa experience 

[22].

Young survivors: Young OvCa survivors may struggle more with spiritual coping 

compared with older survivors [19]. In contrast, Monahan et al. found that long-term 

survivors of ovarian germ cell tumors reported more positive changes as a result of their 

cancer and retrospectively reported more positive changes in the areas of relating to others, 

appreciation of life, and spiritual change compared with age-matched controls [40].
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Measure and scales

Among the 28 articles included in this review, 66 unique psychosocial scales were identified 

(Table 2), including four developed for their respective studies to measure self-image 

and sexual functioning (n = 1) [22], psychological distress and functioning (n = 1) [43], 

and general knowledge and perceived control, categorized as ‘Other’ (n = 2) [32,43]. 

Additionally, Swensen et al. used seven unspecified QoL tools [34]. The remaining 55 

measures were used to assess QoL (n = 17), social support and relationships (n = 5), 

self-image and sexual functioning (n = 6), psychological distress and functioning (n = 19), 

fear of death/recurrence (n = 1), and personal growth and coping (n = 6). The Unmet Needs 

tool was used to measure multiple domains and categorized as ‘Other’.

Discussion

This review consolidates the wide-ranging psychosocial needs and concerns reported by 

OvCa survivors and articulates priority areas that may necessitate attention and intervention. 

A survivor’s psychosocial health is comprised of personal, social, and environmental factors 

unique to her life. It is important to acknowledge the interrelationship of these psychosocial 

needs, and that for many women, one issue can complement or exacerbate another.

Some of the greatest needs identified were those related to physical complications and 

side effects, which profoundly impact OvCa survivors across all six psychosocial domains 

presented in this review. Impaired physical functioning and fatigue predicts poor QoL; 

women with physical changes as a result of OvCa perceive having less control over their 

illness. Physical symptoms increase distress, can impact self-image, and sexual satisfaction, 

causing a strain on personal relationships, and possibly increase fear of death. OvCa 

survivors of all ages need access to social support services, and relational support is critical 

when survivors feel uncertainty, depression, and anxiety. This review has also identified 

inherent assets of OvCa survivors that may be strengthened by the cancer experience. 

QoL of an OvCa survivor can improve after diagnosis, despite the challenges of living 

with cancer. OvCa survivors cite opportunities for reflection and renewed perspectives, and 

experience personal growth in their spiritual lives and relationships.

Psychosocial survivorship needs of young survivors are particularly important to consider. 

The literature suggests young survivors are likely to have higher levels of distress and 

depression than older survivors. Although younger age at diagnosis is related to better sexual 

and physical functioning, young survivors have lower QoL scores when compared with older 

survivors. However, like older survivors, young OvCa survivors desire support from fellow 

survivors and peers who have had similar diagnosis, treatment, and survivorship experiences 

and report decreased libido, less sexual satisfaction and functioning compared with women 

without OvCa.

A variety of psychosocial measures were used to measure psychosocial health of OvCa 

survivors in the studies included in this review. As studies are planned, it is important to 

continue to use measures and scales that have been validated with OvCa survivors, ensuring 

that domains and constructs are measured appropriately, and comparison of results between 

studies.
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Studies included in this review recommend that research and interventions should target 

QoL of survivors and aim to reduce and alleviate distress, fear of recurrence, and sexual 

dysfunction [31]. Future opportunities should also address whether reducing the physical 

side effects of treatment improve functional well-being [27], the degree to which self-esteem 

affects long-term QoL [40], and whether sexual activity and reproductive concerns questions 

are appropriate to screen for referral to counseling [40]. How survivors acquire information 

about diagnosis and treatment, whether levels of knowledge impact psychosocial adjustment 

over time [43], and if survivors are participating in psychosocial services and support, and 

whether failure to do so reflects choice, poor access, or lack of awareness also should 

be explored [33]. Finally, larger, more rigorous studies are needed with sufficiently large 

numbers of racial/ethnic minorities to support comparisons among groups and to assess the 

role of culture and ethnicity on long-term outcomes [44].

Several studies in this review stress the importance in training healthcare professionals 

to identify survivors who may require ongoing psychological treatment or psychiatric 

intervention, as symptoms such as depression are often underdiagnosed [21,33]. It is 

recommended psychological and emotional evaluations be given routinely throughout the 

disease trajectory from diagnosis, through treatment, and into long-term survivorship 

[8,20,21,25,29,42]. Providers should also be aware that survivors experiencing low levels 

of emotional and social support, self-efficacy, and family functioning have increased need 

for referral to counseling and psychosocial support and evaluation [23,40]. Support services 

that incorporate husbands and/or partners and children and provide access to other OvCa 

survivors are vital [37]. Survivorship care plans that include medical and treatment history, 

psychosocial issues, and recommendations for future care should be given to the patient 

and all providers upon the completion of treatment [20]. Psychological support should 

include interdisciplinary collaboration among oncologists, nurses, and social workers [8,38]. 

Improving survivors’ knowledge of OvCa and teaching cognitive strategies and positive 

adaptation skills can help manage and reduce stress and improve emotional well-being 

[18,43].

There are inherent limitations both of this literature review and of the studies included in 

the review. Because our analysis only included research conducted in the United States, 

many otherwise relevant findings were excluded. Likewise, relevant articles may have been 

inadvertently excluded on the basis of the configuration of search terms used to search 

databases. Additionally, the scales presented in Table 2 are categorized for the purposes 

of this paper and are not officially representative of the domain within which they are 

categorized. The scales categorized in one particular domain in Table 2 may not have been 

abstracted and presented in the same domain in the results section. Limitations to the articles 

reviewed included modification of valid psychometric instruments, use of nonvalidated 

questionnaires, not reporting scales used to assess psychosocial issues, homogenous study 

samples recruited from academic health centers, cross-sectional study design, small study 

samples, no control group, or reporting of statistical significance. The treatment of OvCa 

has changed dramatically over the past decade which significantly impacts QoL; some of the 

studies in this review may have enrolled women with less novel treatment approaches. There 

are several strengths to this study. The included reference of measures in Table 2 could be 

used for future research and study design. To the author’s knowledge, this is the first paper 
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to synthesize OvCa survivor’s needs according to common psychosocial domains in one 

publication, and the first review to include the psychosocial health needs of young OvCa 

survivors (<45 years of age).

In conclusion, OvCa broadly and radically impacts the immediate and long-term 

psychosocial health outcomes of a survivor. This review highlights not only the essential 

work already completed in understanding OvCa survivor’s psychosocial health needs but 

also the unanswered questions and areas for further inquiry and improvement. More research 

is needed to further explore the relationship between age at diagnosis and survivorship, and 

larger, more rigorous studies are needed to understand the longterm outcomes for survivors. 

Without an effective screening tool for early detection of OvCa, it is additionally critical 

to continue to focus on improving survivor’s psychosocial health and QoL. As survivorship 

increases and lengthens for cancer survivors of all ages, supporting and exploring the 

evolving needs and assets of OvCa survivors will aid in further developing and reinforcing 

comprehensive programs and nuanced, targeted intervention.
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