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Abstract

Purpose This review aimed to determine the prevalence of
met and unmet needs, and the risk factors for unmet needs
among people affected by gynaecological cancer.

Methods The review was undertaken using the PRISMA
guidelines. Eligible studies were identified though a range of
electronic databases in October and November 2016. Study
quality was independently appraised by two people.

Results Thirty-seven studies were included (1 review, 24
quantitative and 12 qualitative). The evidence was of mixed
quality. The total burden of needs affecting women with
gynaecological cancer and also their caregivers predominately
related to comprehensive care and psychological concerns.
The major moderate-to-high-level unmet needs of women
with gynaecological cancer were for help explicitly with fear
of recurrence, worries of caregivers and fatigue, and for wom-
en who developed lymphoedema were with pain and associ-
ated costs. Qualitative studies identified disease-specific needs
related to sexuality issues (including fertility, sexual function-
ing, relationship concerns, managing vaginal changes, preg-
nancy care, premature menopause), genetic testing and
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disease-specific peer support. Women at risk of having unmet
needs include those who are younger, with advanced disease,
with lymphoedema or a high symptom burden, are unable to
work, have mental health issues, have poor social support or
live in rural or remote locations.

Conclusions Understanding the needs of women with
gynaecological cancer and their caregivers is essential to im-
proving care and outcomes. Current data are limited thus there
is a need for qualitative studies of patient-caregiver dyad and
vulnerable subgroups and well-designed quantitative studies
of women with each type of gynaecological and their
caregivers.

Keywords Gynaecological cancer - Caregivers - Supportive
care needs - Unmet needs - Risk factors

Background

Gynaecological cancers (including cancers of the ovary, uter-
us, cervix, vulva and other female genital organs) account for
more than 16% of all reported cancer cases in females world-
wide [1]. At the end of 2012, over three million women had
been diagnosed in the previous 5 years [1]. As a result of the
ageing and growth of the population in many developed coun-
tries, the overall number of females diagnosed with
gynaecological cancers is increasing and this trend is expected
to continue [2]. In addition, an increase in women with endo-
metrial cancer in particular is expected due to the increase in
risk factors such as obesity [3]. The projected increases will
result in a growth in demand for services along the cancer
control continuum, especially in follow-up and survivorship
care [4]. It is therefore vital that we understand the supportive
care requirements of this population and their caregivers
to inform future approaches to support women and their
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caregivers during their gynaecological cancer diagnosis, treat-
ment and beyond.

In addition to the many common experiences of people
diagnosed with cancer (such as pain, fatigue, anxiety, cop-
ing with hair loss, financial stress and managing treatment
regimens), women with gynaecological cancer may face
specific problems associated with he following: lower leg
lymphoedema; surgically or chemically induced meno-
pause; loss of fertility; sexual dysfunction; bowel dysfunc-
tion, faecal and urinary incontinence; and emotional and
psychological issues related to body image, sexuality and
relationships [4]. Cancer and its treatment affect not only
the patient but also their family caregivers. It is possible
that caregivers of women with gynaecological cancer also
face specific issues related to the effects of the disease and
treatment on their relationship, role and future plans [5], in
addition to the tasks that are common to caregivers of peo-
ple with any cancer such as treatment monitoring, symp-
tom management, personal care and emotional and finan-
cial support and the common psychological burden of the
possibility of losing their loved one.

A great deal of research dedicated to understanding the
issues facing people living with cancer and caregivers has
shown that it is imperative that supportive care is person-
centred and that it provides the necessary services for those
living with or affected by cancer [6]. Quality of life measures
fail to link patients’ experience directly with service desires
[7]. They require a conceptual leap to determine survivors’
and/or caregivers’ service needs and are unable to reveal what
those affected ideally want from the health care system or the
extent to which their needs are being satisfied. Good quality of
care must be based on an understanding of the person’s need,
desire and expectation of some help or resource [§]. The aim
of this review was therefore to examine the current evidence
regarding the supportive care needs of women with
gynaecological cancers and their caregivers to identify the
following: (1) the total burden of supportive care needs (met
and unmet); (2) the major unmet needs (moderate-to-high-
level) and; (3) the main risk factors for unmet supportive care
needs among this population? In particular, we were interested
as to whether needs vary by population (cancer survivor,
caregiver); gynaecological cancer type (ovarian, endome-
trial, cervical, vulval and other); phase of cancer care con-
tinuum (pre-treatment, primary treatment, post-treatment,
recurrence, end of life, bereavement); life stage (adoles-
cents and young adults, middle-aged adults, older adults)
or; potentially vulnerable groups (e.g. Indigenous people,
Culturally and Linguistically Diverse (CALD) groups, ref-
ugees, rural and remote women). We also examined the
instruments used to measure supportive care needs for their
specificity for people affected by gynaecological cancer
and hence ability to capture findings about cancer site-
specific needs.
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Methods

This systematic literature review is reported according to the
PRISMA (Preferred Reporting Items for Systematic Reviews
and Meta-Analyses) guidelines [9].

Eligibility criteria

To be considered eligible for inclusion, studies had to be pub-
lished in English after 2005 (as supportive care is likely to
have been very different before this date), have a major focus
on gynaecological cancer and focus on the period post-cancer
diagnosis. All types of study designs were included including
systematic reviews if they focused on true needs (i.e. where
participants identified an issue and expressed a desire for help
with it). Individual publications within systematic reviews
were excluded so as not to duplicate content.

Information sources

Studies were identified via searching electronic databases in-
cluding PubMed, CINAHL (Cumulative Index to Nursing and
Allied Health Literature), PsycINFO, EMBASE (Excerpta
Medica database), the Cochrane Library and, for theses, the
Australian National Library (TROVE). In addition, reference
lists of the eligible studies were scanned to identify any addi-
tional papers missed by the previous searches.

Search

Searches were conducted as part of a larger review of both (a)
observational studies focused on identifying supportive care
needs and risk factors for unmet needs and (b) intervention
studies that aimed to meet supportive care needs or improve
wellness [10]. The searches were conducted between 24
October 2016 and 1 November 2016. Search strategies were
amended to the requirements of each database. In general
they included the following combinations of terms and
were combined as (#1 OR #3) AND ((#2 OR #4 OR #5)
OR (#6 AND #7)):
Medical Subject Headings (MeSH) terms:

1. Ovarian Neoplasms OR Uterine Neoplasms OR Vaginal
Neoplasms OR Vulvar Neoplasms OR Fallopian Tube
Neoplasms OR Uterine Cervical Neoplasms OR Genital
Neoplasms, female

2. Needs Assessment

Text terms included in titles and abstract:
3. (gynaecologic* OR gynecologic* OR ovari* OR

endometri* OR uter* OR cervi* OR vulva*) AND
(cancer OR neoplasm OR carcinoma OR oncology)
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4. (supportive care OR support OR unmet OR assessment
OR information OR communication OR emotional OR
psychological OR psychosocial OR psychosexual OR so-
cial OR sexual* OR relationship OR spiritual OR existen-
tial OR cultural OR physical OR daily living OR func-
tional) AND need*

5. (lymphoedema OR lymphedema OR menopause OR
body image OR incontinen* OR fertility OR fear of re-
currence) AND (need* OR support*)

6. quality of life OR wellness OR wellbeing OR health pro-
motion OR weight OR exercise OR activity OR diet OR
eating OR food OR smoking OR alcohol OR drinking OR
self-care OR psychosocial care OR symptom manage-
ment OR treatment side-effect®

7. intervention OR trial

Where possible, filters were applied across databases to
limit inclusion to publication years from 2006 to 2016, all
studies except protocols, studies reported in English and stud-
ies including humans.

Search selection

At the first stage, one quarter of the titles of articles identified
were scanned by two reviewers, Chalachew Alemayehu (CA)
and Vanessa Beesley (VB), and coded independently as ‘clear-
ly include’, ‘clearly exclude’ or ‘unsure’. Disagreement re-
garding inclusion codes was resolved by discussion between
the two reviewers. This was repeated for the second quarter of
titles and, as there was negligible disagreement, the remaining
titles were reviewed by CA alone. At the second stage, ab-
stracts for papers classified as “‘unsure’ were scanned by CA
and inclusion codes were refined. At the third stage, we re-
trieved the full articles of all remaining papers identified as
‘clearly include’ or “unsure’ for detailed evaluation by CA and
additional evaluation by VB when CA remained unsure.

Data collection and items

Data items were abstracted by CA, using standard tables (see
Supplementary Table). All abstracted information was
reviewed by VB.

Risk of bias

The quality of individual studies was assessed independently by
CA and VB and classified as good, fair or poor. Study quality of
observational studies was assessed based on the characteristics of
the study design (longitudinal, cross-sectional, qualitative), sam-
pling frame (population-based, multi-site, single-site), sample
size, response rate, methods for adjusting or avoiding selection
bias, psychometric properties of the outcome measure, statistical

methods to adjust for confounding or missing data. Studies in-
cluding all levels of quality are included in the data synthesis.

Summary measures

Needs (met and unmet) and unmet needs are measured in
proportions. Associations between risk factors and needs are
measured as odds ratios.

Synthesis of results

The results of the searches are shown quantitatively in
Tables 1, 2, and 3 and summarised qualitatively in text, both
overall and where possible for pre-specified subgroups to ad-
dress the research questions.

Results
Study selection

The search of electronic databases retrieved 6907 citations
(Fig. 1). After removal of duplicates, 5556 remained and were
evaluated on the basis of'title and abstract. Of these, 5344 were
discarded because they did not meet the inclusion criteria. The
full text of 212 potentially relevant articles was assessed in
more detail. Of these, 140 were excluded for the reason docu-
mented in Fig. 1. One additional study was identified by hand
search of the reference list of included studies. Of the 73 finally
eligible papers, 37 reported on supportive care needs.

Study characteristics

Table 1 summarises the characteristics of the 37 studies. Only
three studies included caregivers. Most of the studies (n =20)
included a mix of gynaecological cancer types with ovarian can-
cer being the individual gynaecological cancer type most com-
monly studied (rn = 10). Studies were mainly cross-sectional, in-
corporating participants from a mix of phases across the care
continuum. Almost half of the quantitative studies (9 of 24) were
from Australia, while the qualitative studies were mainly from
the USA, Canada and Sweden. None of the studies focused on a
particular life stage or on potentially vulnerable subgroups.

The studies used nine different instruments to measure the
supportive care needs among women with gynaecological
cancer [11-19] and two to measure their caregivers’ needs
[20, 21]. Only one of the instruments (the Supportive Care
Needs Survey-Gynaecology (SCNS-Gyn) [12]) measures
need for help with issues specific to gynaecological cancer
as well as those general to any cancer. This was used in 3 of
the 24 quantitative studies. In addition, the Supportive Care
Needs Survey-Supplementary lower limb lymphoedema
needs module (SCNS-LLL) [14] was used in two studies to
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Fig. 1 Flow diagram of study
selection
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measure the specific needs of women who developed second-
ary lower limb lymphoedema following treatment for
gynaecological cancer. The remaining 19 quantitative studies
measured only the needs generic to any cancer.

Risk of bias within the studies

Evidence from the 24 observational quantitative studies was
mixed with eight studies considered to be of good methodo-
logical quality, seven considered to be fair and nine considered
to be poor (see Supplementary Table). All qualitative studies
were considered of poor quality for the purpose of identifying
the extent of needs in this population.

Studies that quantified supportive care needs (met
and unmet)

Only three studies (one good quality, one fair, one poor) clearly
measured the total burden of need among women with
gynaecological cancer via specific assessment of combined
met and unmet needs. Two of these used the CaSUN (Cancer
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editorials, case reports (n =5)
Eligible articles

(n=73)

Intervention articles
(n =36)

A 4

Articles included
(n=37)

Survivors” Unmet Needs measure [15]) and reported that the
top needs were related to care coordination and psychological
concerns (Table 2). However, the frequency of these needs
varied across the two studies; the study including Australian
women with gynaecological cancers of any type and at any
phase of the care continuum found approximately 60% of
women reported the top need items [22], whereas only approx-
imately 25% of Australian women with endometrial cancer
who were 3—5 years post-diagnosis reported these same top
needs [23]. The third study used the 3LNQ (Three-Levels-of-
Needs—Questionnaire [17]) and found that more than 50% of
Turkish women in palliative care with gynaecological cancers
needed help with physical symptoms [24] (Table 2).

Studies that identified important supportive care needs

An additional four studies (all fair quality) asked women to
rate the importance of a ‘need’ but did not measure met or
unmet needs. These identified common important ‘needs’ for
information in general [25] or specifically information related
to the likelihood of cure [26, 27], and for help with or
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Table 1  Descriptive summary of included articles (n=237) by study
type
Reviews Quantitative Qualitative
studies studies
Total articles 1 24 12
Population
Survivors 1 21 12
Caregivers 0 2 0
Survivors and caregivers 0 1 0
Gynaecological cancer type
Ovarian 1 5 4
Endometrial 0 3 0
Cervical 0 1 2
Vulval 0 0 1
Mixed 0 15 5
Phase of care continuum
Newly diagnosed/primary 0 1 1
treatment
Post primary treatment/early 0 6 7
survivorship
Long-term survivorship 0 2 0
Recurrence 0 0 2
Palliative 0 2 0
Mixed 1 13 2
Country
Australia 0 9 1
USA 1 3 3
Canada 0 3 2
Netherlands 0 3 0
Turkey 0 2 0
Thailand 0 2 0
UK 0 1 0
Denmark 0 1 0
Sweden 0 0 3
New Zealand 0 0 1
Japan 0 0 1
Spain 0 0 1

information about coping with spread of disease [26], coping
with fear of recurrence [27], different types of treatment [27],
side effects of disease and or treatment [26-28], coping with
pain [27, 28], managing bowel changes [27], managing fa-
tigue [27], managing nausea and vomiting [27], daily living
activities [28], psychological support [28], relaxation tech-
niques [28], alternative therapies [28], nutrition [28], sexual
life [28] and the cancer risk to their family members [27].

Studies that quantify unmet supportive care needs

The majority of the quantitative studies (16 studies of
survivors and 3 studies of caregivers) focused on unmet

needs, measured either as any unmet needs or moderate-
to-high-level unmet needs. Among the 16 studies focused
on survivors, nine included women with a mix of
gynaecological subtypes, while four specifically included
women with ovarian cancer, two included women with
endometrial cancer and one included women with cervi-
cal cancer.

Studies of major (moderate-to-high-level) unmet needs

Only three studies (two good quality, one poor) used the
moderate-to-high-level unmet need threshold. An
Australian cross-sectional study of women living with
any gynaecological cancer at any phase of the cancer
continuum used the Supportive Care Needs Survey-
Short Form 34 (SCNS-SF34 [13]) and found one in six
or seven women had moderate-to-high-level unmet needs
for help with psychological and physical concerns [29]
(Table 3). An Australian longitudinal study of women
diagnosed with ovarian cancer, using the same measure,
found similar psychological and physical moderate-to-
high-level needs in women immediately after first-line
treatment (Table 3). In addition, they showed that the
prevalence of these needs remained constant over the
following 2 years [30], whereas health system/informa-
tion, patient care and sexuality needs decreased signifi-
cantly over time [30]. A Canadian study of women re-
ceiving follow-up care in a regional centre also identified
similar need items but at a somewhat higher frequency
(Table 3) [31]. They used the SCNS-Gyn and addition-
ally identified sexual concerns, both physical and emo-
tional, in about one-in-four women during follow-up
[31].

Studies of any (low-to-high-level) unmet needs in women
with a mix of gynaecological cancers

Two Australian studies [22, 32] and one Canadian study [12]
(one fair quality, two poor) found that that less than 30% of
women with gynaecological cancer reported having an unmet
need for help (any level) with any of the need items measured
[12]. In contrast, a poor quality American study found be-
tween 31 and 57% of women with gynaecological cancer
reported having an unmet need for many items in the psycho-
logical, physical and practical need domains; with the most
frequently reported being fears about the cancer spreading
(57%), concerns about the worries of those close to them
(55%) and lack of energy/tiredness (49%) [33]. Another fair
quality study found Turkish women with gynaecological can-
cers receiving palliative care had prevalent unmet needs with
tiredness (61%), depression (47%), lack of appetite (39%) and
general worry (33%) [24].
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Table 2 Top supportive care needs (met and unmet) of women with gynaecological cancer

Australian women with

gynaecological cancers of
any type and at any phase
of the care continuum [22]

Australian women who were
3-5 years post-diagnosis with care with gynaecological
endometrial cancer [23]

Turkish women in palliative Domain

cancers of any type [24]

Needing to know that their doctors ~ 64% 27%
were talking to each other to
coordinate their care

Feeling like they were managing 64% 27%
their health together with the
medical team

Not measured Comprehensive care

Not measured Comprehensive care

Needing help to manage concerns ~ 62% 17% Not measured Psychological
about their cancer coming back
Needing the very best medical care  60% 23% Not measured Comprehensive care
Needing local health care services ~ 58% 24% Not measured Comprehensive care
that are available when required
Needing help to reduce stress/worry  49% 24% 47% Psychological
Needing help with tiredness Not measured Not measured 71% Physical
Needing help with depression Not measured Not measured 60% Psychological
Needing help with lack of appetite ~ Not measured Not measured 56% Physical
Needing help with pain Not measured Not measured 55% Physical

Studies [22, 23] used the Cancer Survivors’ Unmet Needs measure. Study [24] used the Three-Levels-of-Needs-Questionnaire

Studies of any (low-to-high-level) unmet needs in women
with ovarian cancer

In two small poor quality cross-sectional studies of American
women at any phase of the care continuum and in long-term
survivorship, the top unmet needs (any level) were reported to
be sexual issues (25-44%) [34, 35]. In a poor quality cross-
sectional study of Dutch women at any phase of the care
continuum, the top unmet needs (any level) were to be in-
formed about ‘the things you can do to help yourself get well’
(36%) and to get help with feelings of sadness (30%) [36].

Studies of any (low-to-high-level) unmet needs in women
with other cancers

A fair quality study of women from Denmark found that wor-
ry constituted an unmet need in 71% of women with cervical
and 35% of women with endometrial cancer and that unmet
needs for fatigue were consistently high prior to treatment
(32-35%) and 3 months later (38—44%) in this group of wom-
en [37]. While a good quality study of long-term Australian
endometrial cancer survivors found that less than 10% report-
ed having an unmet need for any of the items measured [23].
One good quality Dutch study focused on specifically on sex-
ual needs among women with cervical cancer and found 51%
of the participants reported an unmet need for information
and/or professional help with sexual issues [38]. No studies
have focused specifically on the unmet needs of women with
vaginal or vulvar cancer.
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Lymphoedema-specific needs

Two good quality studies, both from Australia, have assessed
the specific needs of women with lymphoedema. In the first,
women treated for any type of gynaecological cancer who
were symptomatic or diagnosed with secondary
lymphoedema reported moderate-to-high-level unmet needs
to be more informed about the causes, preventions and treat-
ment of lymphoedema (25%), to be given written information
about ways to manage symptoms of lymphoedema (25%),
for help with pain or discomfort in the legs or groin (20%)
and to be given more help in managing the symptoms of
lymphoedema (19%) [14]. In the second study of Australian
women treated for endometrial cancer, over half (55%) of
those who developed lymphoedema reported unmet needs
including a moderate-to-high-level unmet need with the cost
of having lymphoedema (18%) and pain or discomfort in the
legs or groin (17%) [39]. In contrast, the information needs in
this group were lower than in the previous study.

Findings of studies that included caregivers

Three studies (two good quality, one fair) focused on care-
givers [38, 40, 41]. Among Australian caregivers of long-
term gynaecological cancer survivors, one fifth reported un-
met needs (any level) to know that doctors communicate to
coordinate the survivor’s care, to have more accessible hospi-
tal parking, and to reduce stress in the survivor’s life [41].
A second Australian study found that among caregivers of
women with ovarian cancer, in the year before the patient’s
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Top moderate-to-high-level unmet needs of women with gynaecological cancer

Table 3

Domain

Australian women with  Australian women with ~ Australian women with  Regional Canadian

ovarian cancer

type and at any phase of the care immediately after first-

Australian women with
continuum [29]

Needing help with:

women receiving follow-

ovarian cancer

ovarian cancer

gynaecological cancers of any

12 months after first-line 24 months after first-line up care for gynaecological

treatment [30]

cancer [31]

treatment [30]

line treatment [30]

Psychological

21% 33%

18%

16%
16%

25%

17%
15%

Fear about the cancer spreading

Psychological

25%

20%

Concerns about the worries of those

close to them
Lack of energy or tiredness

Physical/daily living
Psychological

26%

15%
19%

15%
16%

18%
19%

14%
14%
14%

23%

Uncertainty about the future

Physical/daily living

23%

Not able to do the things they used

to do
Feelings about death and dying

Changes in sexual feelings

Psychological
Sexuality

23%

22%

Information

6%

11%

20%

Being informed about things to help

get well
Fear of the cancer returning

Psychological
Sexuality

44%

Not measured
Not measured
Not measured

Not measured
Not measured
Not measured

Not measured
Not measured
Not measured

Not measured
Not measured
Not measured

24%

Changes in ability to have sex
Fear of physical disability

Psychological

22%

Studies [29, 30] used the Supportive Care Needs Survey-Short Form 34. Study [31] used the Supportive Care Needs Survey—gynecologic version

— item not one of the top reported needs included in the publication

death the severity of unmet needs increased over time,
peaking 3—6 months before death [40]. Almost 90% of these
caregivers reported at least one unmet need (any level) during
this time. The highest unmet needs in the last 3 months related
needing help with reducing the patient’s stress (42%), disap-
pointment about lack of recovery (42%), fear of the cancer
spreading (39%) and making decisions in context of uncer-
tainty (39%). A study of partners of Dutch women with cer-
vical cancer, that specifically focussed on sexual needs, found
that 65% of partners considered it desirable that they were
involved in sexual healthcare provision [38].

Studies that reported a qualitative assessment of supportive
care needs

Given the lack of specificity in measuring needs that are par-
ticular to gynaecological cancer survivors and their caregivers,
qualitative studies were included to provide a deeper under-
standing about services that may be necessary specifically for
this population. Fourteen articles provided qualitative infor-
mation including one literature review.

The studies indicated a need for information and/or support
with sexuality and relationship needs for both women and
their caregivers [42—44], in particular with effect of treatment
on fertility [44, 45], options for preserving fertility among
younger women [45-47], whether/when sexual intercourse
becomes safe [45], managing vaginal changes [45], coping
with the effects of premature menopause [45], being seen by
a female health professional [48] and being offered disease-
specific peer support [44, 47, 49]. A study of women with
cervical cancer also identified the need for pregnancy care
recommendations [47]. Studies among women with ovarian
cancer further indicated the need for information on treatment-
focused genetic testing (TFGT) [50], help with making sense
of disease information after recurrence [51] and the need for
end of life communication to others [52].

More generally, women described a need for distress
screening and support [43, 45, 47], the opportunity to ask
questions [45, 53], information about complementary/
alternative treatment options [46] and to be offered appropri-
ate services or follow-up after treatment [44, 45, 48, 54, 55].

Studies that identified risk factors for unmet needs

Seven studies looked at risk factors for unmet supportive care
needs. In general, the women with gynaecological cancer who
are more likely to report unmet needs are those who are youn-
ger [22, 23, 32], have more advanced disease [18, 22, 23, 30],
have undergone more recent treatment [29], are not in
remission [29], live with lymphoedema or lower limb
swelling [23, 29], are unable to work due to illness [29],
have anxiety, depression, insomnia or posttraumatic stress
[22, 23, 30, 32], have poorer quality of life/greater cancer
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symptoms [23, 32], report less availability of social sup-
port [18, 23, 30], live in rural or remote locations [29] and
additionally in America, have lower income and minority
status [33].

Discussion

Understanding the supportive care needs of women with
gynaecological cancer and their caregivers is a develop-
ing area of research; many existing studies have meth-
odological limitations that reduce specificity of findings
and generalisability of results. Overall, the total burden of
needs for women with gynaecological cancer and their care-
givers both appear to predominately relate to comprehensive
care and psychological concerns. While towards the end of
women'’s lives, needs relate to physical symptoms and depres-
sion. It is likely that needs vary by phase of the cancer con-
tinuum, type of gynaecological cancer and population sub-
group, both for women with gynaecological cancers and care-
givers, although comparisons across different instruments and
study designs are difficult.

To date, most quantitative studies have lacked measures of
needs that are specific to gynaecological cancer and thus have
been limited to reporting of issues that are generic to any
cancer, which creates a bias across studies towards under-
reporting of specific issues related to this disease. Moreover,
few studies have used the moderate-to-high-level unmet needs
threshold that is insightful for distinguishing when supportive
care provision may require improvement. Those that did indi-
cated that the major generic unmet needs of women with
gynaecological cancer relate to psychological and physical/
daily living issues. In particular, service providers should con-
sider how to better address fear of recurrence, concermns about
the worries of caregivers and fatigue. There was also an indi-
cation that changes in sexual feelings and ability to have sex
may be a major unmet need in some samples, and for women
who develop lymphoedema, pain and associated costs were
the major unmet needs.

Through qualitative enquiry, women with gynaecological
cancer have voiced a range of needs that are specific to this
type of cancer including the desire for information or help
with issues such as fertility, sexual functioning, relationship
concerns, managing vaginal changes, pregnancy care, prema-
ture menopause, genetic testing or disease-specific peer sup-
port. While these studies are able to elicit specific needs, they
have small biased samples and we cannot generalise their
findings to all gynaecological cancer survivors.

Analysis of risk factors indicated special consideration may
need to be given when planning the care of women with
gynaecological cancer who are younger; have advanced
disease/are not in remission; live with lymphoedema or lower
limb swelling; are unable to work due to illness; have anxiety,
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depression, insomnia or posttraumatic stress; have a high
symptom burden; have poor social support; or live in rural
or remote locations. There is a risk of bias across studies to
detect potentially vulnerable subgroups as being at risk either
because they did not seek to identify vulnerable subgroups
within their populations, or because these subgroups are too
small in numbers to be quantitatively analysed as potential
predictors of need.

Recommendations

The findings of this review indicate a number of gaps in our
understanding of the needs of people affected by
gynaecological cancer. There is no research focused on poten-
tially vulnerable groups and little-to-none on women with
cervical or vulval cancer and on gynaecological cancer care-
givers. Qualitative studies focused on women with
gynaecological cancer from potentially vulnerable subgroups
(e.g. indigenous peoples, CALD groups or refugees) are a
priority. Qualitative studies are also recommended to explore
the dynamics of the patient-caregiver dyad and their collective
and individual supportive care needs related to gynaecological
cancer. Finally, well-designed quantitative studies by
gynaecological cancer subtype, including caregivers, should
be conducted to determine total burden of needs, major
moderate-to-high-level needs, and how needs change over
the care continuum in these groups.
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