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Purpose: By directly engaging with women diagnosed with ovarian cancer, this study aimed
to explore and identify their view of the health symptoms and outcomes that matter most to
them as they traverse their disease pathway.

Background: Patient-reported outcome measures in ovarian cancer have tended to focus on
physical symptoms rather than the more complex psychosocial aspects of living with the
disease. Using a “ground-up approach”, this study sought to comprehensively understand the
health concerns that matter most to women with ovarian cancer as a first step in generating
items for development into an ovarian cancer—specific patient-reported outcome measure.
Patients and Methods: Following an extensive literature review, we sought to capture the
“patient voice” through a qualitative descriptive approach including a community conversa-
tion with ovarian cancer patients, their carers and clinicians, and interviews and focus groups
with women with ovarian cancer. Thirteen women were interviewed individually, and two
focus groups were conducted. A template thematic analysis was used to analyze the data.
Results: Key themes included challenges related to clinical diagnosis, treatment phase,
altered relationships with family/friends, financial issues, relationships with health profes-
sionals and coping strategies. Within each key theme, several sub-themes emerged that were
identified as various challenges experienced by participants. Diagnostic delay, chemotherapy
and surgery-related challenges, negative impact of sexual well-being on partner relationship,
communicational challenges with health professionals were among the few issues identified.
In addition, self-empowerment was identified as a coping mechanism among participants.
Conclusion: By identifying priorities for women diagnosed with ovarian cancer we have
highlighted the need for strategies to reduce diagnostic delays and improve quality of life for
these women. Data will inform the development of an ovarian cancer—specific patient-
reported outcome measure.

Keywords: focus groups, health-related quality of life, qualitative descriptive, patient-

reported outcome measures, semi-structured interviews

Introduction

Ovarian cancer (OC) affects women of all ages but is most commonly diagnosed
after menopause. More than 75% of affected women are diagnosed at an
advanced stage because early-stage disease is usually asymptomatic, and symp-
toms of late-stage disease are nonspecific. The strongest risk factors are advan-
cing age and family history of ovarian and breast cancer.! Currently there is no
effective population-level screening test for OC.>* Treatment usually involves
radical surgery and chemotherapy with subsequent lines of chemotherapy for
disease recurrence.” Treatments can impair health-related quality of life
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(HRQOL), a concept that pertains to general well-being
or outcomes surrounding a specific disease.”*®

Over the previous two decades, patients have had
increasing roles in providing information and participating
in clinical decisions for managing their cancer. Structured
patient provided information without clinician modifica-
tion and/or interpretation is termed a patient-reported out-
come measure (PROM).” PROMs can be either generic
tools such as the hospital anxiety and depression scale or
disease-specific tools designed for specific groups of
patients such as those with gynecologic cancers.® Patient
involvement has a profound impact on PROM develop-
ment as it is only the patients who can determine item
relevance and comprehensibility of the tool.”'°

Currently, four validated OC specific PROMs have
been developed to measure HRQOL of the patients: The
European Organization for Research and Treatment of
Cancer Quality of Life Questionnaire of Cancer
Patients — Ovarian Cancer module (EORTC QLQ-OV28)
, Functional Assessment of Cancer Therapy Ovarian
Cancer (FACT-O), FACT Ovarian Symptom Index
(FOSI) and Measure
Treatment Concerns (MOST).!'"!* However, these tools
do not identify all aspects of HRQOL and differences exist
in the level of patient involvement in the development of
these PROMs, which is vital for PROM development.'*

This study is affiliated with an overarching project,

of Ovarian Symptoms and

Patients First: Continuous Improvement in Care-Cancer
(“CIC” Cancer), that aims to develop an OC PROM to
measure HRQOL, through a “ground-up approach” that
includes meaningful patient involvement. As an initial
step, this phase of the study involved the collection and
analysis of qualitative data to inform the subsequent gen-
eration of items necessary for the development of an
ovarian cancer—specific HRQOL tool.

Patients and Methods
Study Design

Based on an extensive literature review and assessment of
the content of existing cancer PROMs, this study utilized
a qualitative descriptive approach. A qualitative descrip-
tive approach enables the researcher to obtain comprehen-
sive details of personal events as experienced by
individuals and is appropriate for health science research-
ers as it provides rich and descriptive information from the
This

a community conversation for women with OC, their

participant’s  perspective.'’ study employed

carers and a clinician (PAC) to shape the subsequent semi-
structured interviews and focus groups.

Participants

Purposive sampling (non-probability) using a maximum
variation sampling strategy was used to identify partici-
pants. Purposive sampling enables the researcher to inten-
tionally select participants who have in-depth personal
knowledge of the topic which will contribute to the study
in alignment with the research aims.'® The participant
inclusion criteria were women diagnosed with OC aged
above 18 years, who were living in Western Australia and
fluent in English. Carers of participants were also invited
to participate in the study. Participants were recruited at
various time-points from their diagnosis.'’

Recruitment Procedure

Community conversation, interview and focus group par-
ticipants were recruited through an advertisement distrib-
uted through the media and relevant agencies including
Cancer Council Western Australia (CCWA) and Ovarian
Cancer Australia (OCA). Interested participants were
asked to contact the researcher(s) and/or CCWA & OCA
directly. Thereafter, the participants were contacted by the
researchers (CB, SB) who provided them with the choice
to participate in either interviews or focus groups. Details
of date and time along with venue for the community
conversations, interviews and focus groups were sent out
by e-mails to participants through both the CCWA member
database and the OCA networks along with the CCWA
regional support coordinator. The initial “community con-
versation” facilitated by a qualitative research expert (CB)
was held with 15 women with OC (different to those who
participated in the interview and focus groups), two con-
sumer advocates, and a gynecologist with experience in
gynecological oncology (PAC) to explore some of the key
issues of personal importance to key stakeholder groups.

Data Collection

Ethics approval for this study was granted by the Human
Research Ethics Committee at University of Notre Dame
Australia (018158F) and conforms to Australian “2018
Update of the National Statement on Ethical Conduct in
Human Research”. The participant information sheet and
consent form were provided to participants and the signed
consent form was obtained from the participants prior to
data collection. All participants provided consent for their
de-identified data to be published. Guided by the literature
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review and the field notes during community conversation,
similar question formats were formulated for both inter-
views and focus groups, Figure 1. In addition, our study
processes complied with the Declaration of Helsinki.
Along with the qualitative research expert, the student
researcher (SB) independently conducted individual tele-
phone interviews of approximately 30 minutes duration
with 13 OC patients at their place of convenience. The
research team (CB, SB) then conducted two focus groups
in metropolitan Perth, Western Australia. A total of 13
participants attended one of the two focus groups, each
lasting approximately 90 minutes, with participation of
three carers in the second focus group. Participants varied
in their age. Most participants were employed and were
married/defacto. Four participants were over 5 years since
diagnosis, but one participant had received a diagnosis less
than 6 months at the time of the interview. Disease status
of the participants at the time of the interview was
obtained. Six participants were undergoing active treat-
ment, with a completion of at least two full cycles of
chemotherapy. The remaining participants confirmed that

they were in remission or awaiting treatment. The number
of cases of OC in Western Australia is small compared to
some other cancers (eg breast, prostate) and it was impor-
tant to recruit as many women with OC across the disease
trajectory as possible. Thus, the focus of this study was the
importance of the different experiences of the participants.

Analysis

Data saturation was achieved, and collected data were
audio-recorded and transcribed verbatim by the student
researcher (SB). Template thematic analysis was per-
formed which included open and axial coding using
the qualitative data management program, QSR NVivo
(version 12), Figure 2.'® Template analysis is defined as
a method for identifying, analysing'® and reporting
themes in the data based on the task question format.
It enables the researcher to identify emerging themes in
understanding a phenomenon or event.”?' Key themes
identified were categorized as core themes and further
emerging themes then became the categorical sub-
themes for analysis.

« If you think of your treatment and those days when you may have had issues with physical symptoms and side effects,
what were those that you were most affected by? Was there anything that particularly helped you cope with these?

N

J/

« Thinking now of the time from your diagnosis, was there anything that particularly worried you or caused you some
concern? If so, how did you try and seek help or have those concerns heard (by significant others / by health care system)?

N

J

» What about your relationship with a partner or spouse?

» Some others who have been through the same illness as you have talked about changes in relationships. Do you feel that )
there were any changes to your relationships with (i) family (ii) friends? In what ways? If no, why do you say that?

although there will be others).

« Of course, some have had to deal with practical matters once diagnosed too (for example, finances and medical bills

» Do you have any experiences you could share with us and how you might have handled these?

« How important is the advice that you receive from health professionals — such as doctors and nursing staff? Explore
specialist and GP differences in supportive roles. Why / why not is this advice important to you?

* What would you say are your main sources of strength? / what helps you to cope?

€€EC€CCECK

J
N
» Any other issues we haven'’t touched on today?
J
Figure | Question format used during semi-structured telephone interviews and focus groups.
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Intial Coding:- Subsequent coding:-

Axial Coding
Establishment of subthemes

Open Coding
Emergence of key themes

Framework Thematic Analysis

Figure 2 Stages of qualitative analysis process: an illustration.

Member checking also included sending the sum- Results
mary of coding and themes back to four participants — gix key themes emerged regarding various aspects of ill-
who had indicated that they were willing to receive pess and treatment experiences described by the women
this summary via the CCWA and OCA support group  and their carers (Figure 3). Within each key theme, several
coordinators. sub-themes and relative sub-themes emerged that were

Figure 3 Representation of key themes emerged from interviews and focus groups.
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identified as various challenges experienced by partici-
pants as detailed below.

Diagnosis, Treatment and Related Issues
Four factors were identified in relation to the symptomatic
presentation pertaining to the disease and are shown in
Table 1. Participants experienced pre-diagnostic symptoms
including abdominal/bowel discomfort and pain, urinary
urgency, fatigue, weight gain, abnormal menstrual bleed-
ing and/or menopausal symptoms. Lack of awareness of
disease symptoms by both patients and health profes-
sionals (HPs) was a related issue. Due to work and family
commitments, several participants intentionally ignored
their symptoms. In further, majority of the participants
expressed diagnostic delay as another challenge faced
during their clinical diagnosis phase.

Challenges related to receiving treatments were high-
lighted with at least half of the participants feeling vulner-
able at times since receiving their diagnosis. Most of the

Table | Percentage of Participants with Symptoms and

Presentation
Symptoms Percentage of

Participants

Abdominal discomfort 19.2
Bloating .5
Bowel movement pain 77
Constipation 3.8
Eye issues 3.8
Fatigue 7.7
Joint pain 3.8
Menopause symptoms 1.5
Perineal pain 38
Urinary urgency 19.2
Weight gain 77
Symptom presentation
Lack of disease symptoms awareness 423
Asymptomatic presentation 19.2
Self-monitoring of symptoms 77

Notes: The percentage for each symptom/symptom presentation is calculated as
per the number of interview/focus groups participants reporting it. Thus, for total
number of participants (n=26), the total percentage of symptoms/symptom pre-
sentation does not equate to 100 percentage.

participants were challenged by side-effects. Fatigue, nau-
sea, neuropathy, memory loss and loss of appetite were the
most common side-effects identified, with less common
side-effects such as mucositis and organ failure also
described. Support of family and friends provided strength
for the majority of the participants. Some women indicated
having to modify their usual diet, lifestyle and physical
activity during treatment. Activities such as meditation,
cycling, gardening and yoga helped them cope during
and after treatment. However, some participants also men-
tioned how empowering themselves during treatment was
vital. Maintaining and having a relaxed mind, a positive
attitude and a sense of humor were practiced by a few,
despite the situations they were facing at that time.

Another participant spoke of how she had lost the
chance of experiencing motherhood. Rurally located parti-
cipants faced further travel challenges of time and dis-
tance. And furthermore, two participants highlighted the
issues around having lack of treatment options while tra-
velling, either it be a rural destination or an interstate
travel.

Living with the OC Trajectory
Other key themes related to living with a diagnosis of OC
across the disease trajectory.

Relationships and Support
All participants agreed that relationships with their family
and friends influenced their lives. Some participants spoke
of experiencing lack of support with unpredictable reactions
and withdrawal of family and/or friends. Other participants
spoke of being avoided and noticed that people around them
“react differently” which then created emotional reactions
such as upset and insecurity. Furthermore, sexual relations
and a changed level of intimacy with a partner/spouse were
identified as an important subtheme in their lives. Many
participants described how a lack of intimacy had put
pressure on their partner/spouse relationship and affected
their emotional well-being. A few participants described
their sexual relationship as ‘“non-existent” and that
a counsellor had been consulted.

Most of the participants agreed and acknowledged
had

a profound impact on their lives. A positive relationship

having support from family and/or friends
with close family boosted their journey particularly fol-
lowing the diagnosis and during treatment. Participants

described drawing strength and emotional support, and

Patient Related Outcome Measures 2021:12
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an increased interpersonal relationship bond with family
and friends.

Financial Issues

Almost all participants reported having financial issues
such as out-of-pocket expenses for scans, surgery and
other practical issues including hospital parking and med-
ication costs. Several participants reported lack of infor-
mation about accessing health services. Some mentioned
the financial toxicity associated with their illness and that
they lacked knowledge of how to access support services
such as paying the bills without going into debt and having
to access their superannuation funds for urgent and neces-
sary expenses.

“I guess it was not even initially when I wasn’t told about
certain things I could access like my super. I had to find
out I think two years down the track or something. So it
wasn’t, nobody even gave me that sort of information.”

Some participants had to stop work during treatment and
others had to reduce their workload to cope with the
challenges and issues faced during their clinical journey.

Interaction with Health Professionals
Participants spoke of their relationships and experiences
with their respective HPs. In general, most participants
acknowledged having a positive relation with HPs includ-
ing general practitioners (GPs), gynecological oncology
and medical oncology providers in terms of the support
and medical treatment provided to them. The advice
received by the oncology team was described by one
participant as “absolutely phenomenal ... (they) answered
any questions with patience and understanding”.

Meanwhile, some participants spoke of a perceived
negative relationship with their HPs. Overall, many parti-
cipants felt there were communication gaps in the health-
care system, particularly during treatment, and participants
experienced various forms of communication challenges
either with or between oncologists and GPs and specialist
departments.

“Because of my complex medical problem, I’ve been out
for a few months affected by surgery and by several
treatments. So, I found that (hospital’s) communication
between the different departments just wasn’t there.”

Furthermore, issues around clinician lack of empathy and
compassion, and providing inconsistent information about
prognosis negatively impacted the emotional well-being of

many participants. A majority had a less than satisfactory
relationship with GPs. Half of the participants described
the excessive length of time for their symptoms to be
investigated leading to a delay in their diagnosis. Some
perceived being ignored or that GPs were “pretty dismis-
sive” about their symptoms thinking they were due to
a urinary tract infection or perimenopause and no further
action was taken. Furthermore, participants mentioned
having difficulties requesting tests such as ultrasound
scans and pressed for these.

Insufficient provision of information was one of the
key issues in relation to treatment and participants com-
plained that oncologists, did not fully explain the side
effects of the prescribed medications. Some participants
also reported a lack of involvement in decisions about
their treatment and not being provided with treatment

options including at disease recurrence.

Coping Strategies

Participants were asked to share their experiences on
how they coped with difficult situations through their
clinical journey. They described support from family
and friends, lifestyle and physical activity assisted
them to cope with difficult situations and kept them
moving forward. Walking, listening to music, medita-
tion, nutrition and crafts were some examples. Two
participants mentioned how making time for themselves
was important for both their mind and body. Several
participants sought help from support group organisa-
tions through which telephone support services, infor-
mation booklets and complementary services such as

yoga were provided.

Self-Empowerment

Some participants emphasized that taking control of their
own lives was their one main strength. Identified factors
were being able to look forward, having an attitude of not
giving up and learning how to “stick up” for oneself.
Participants expressed that by being independent and
knowing their innermost selves provided them motivation
and strength throughout their lives. In addition, providing
self-encouragement through positive attitude and feeling
gratitude helped them.

“I do need and want to practice gratitude every day. I am
grateful for what I’ve got. And I’'m much more in tune
with the little things in life.”
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Further to this, having a strong spiritual belief system
helped to calm them and became a source of comfort
explicitly during chemotherapy. In addition, having spiri-
tual belief helped not only the participants but also their
families to gain strength in order to cope with difficult
situations.

Discussion

In this study women with OC were able to express their own
voices based on their individual experiences. Therefore, the
six themes identified describe both HRQOL and contextual
themes. Post diagnosis and treatment-related issues, relation-
ships and supports with family and friends, financial issues,
relationships with healthcare providers and self-perceived
coping strategies were the key themes identified. Each
theme had a number of overlapping sub-themes that were
identified as priorities for the women. In particular, chal-
lenges related to relationships, financial issues, relationships
with health-care providers and coping strategies were
experienced during and after diagnosis and treatment.

Diagnostic delay was a key concern and our data
suggested that lack of early symptom awareness due to
insufficient OC knowledge and symptom recognition by
participants and HPs contributed to the delay. This is
consistent with studies that have low levels of OC symp-
tom awareness are associated with delayed diagnosis.”**
While, lack of cancer detection and inexpedient referral
patterns influenced incorrect diagnosis by the physicians,*
and greater public education to increase knowledge of
disease symptoms could be helpful.**’

Most participants received a combination of surgery
and chemotherapy. Treatments adversely affected physical
well-being with prevalent symptoms such as fatigue, nau-
sea and neuropathy. Research is now focusing on symp-
guided by the
implementation of PROMs into clinical settings and

tom management interventions
trials.>*®?° Several surgery-related outcomes including
change in body image, premature and sudden onset of
menopause, and loss of reproductive function may affect
psychological well-being.*® The possible loss of fertility
during treatment with cancer can be more distressing than
cancer itself, according to recent reports where efforts to
maintain fertility through techniques such as fertility-
sparing surgery are essential in younger women diagnosed
with gynecological cancers as they could lead to an
improvement in quality of life.>' Another recent study
indicated high levels of psychological distress when diag-
nosed women reach childbearing age as menstrual

function and fertility were lost. It is therefore important
to monitor the progression of cancer but should also
provide appropriate fertility preservation counselling.
This has potential to alleviate stress, anxiety and depres-
sion and a smaller negative effect on the quality of life.?
Consistent with our findings, a past study showed that
those who underwent surgery have experienced psycholo-
gical distress such as lack of self-esteem, self-worth and
loss of femininity.***

Survivorship is important in cancer care and recent
improvements in treatment have resulted in an increased
number of survivors.”> However, our findings highlighted
the need for patient-centered care. Patient involvement is
vital in clinical care, where a recent study pointed to the
significance of patient—clinician communication. This
communication style provides patients with the platform
to raise and discuss issues with clinicians thereby shaping
subsequent clinical care processes and outcomes.®

One of the contextual themes of HRQOL identified was
perceived lack of provision of adequate information and
services. Studies show that educating and communicating
patients and their families regarding treatment options and
their underlying side-effects will prepare patients to realize
the likely outcome of treatment and will assist them in facing
upcoming challenges.>*” Inadequate services such as coun-
selling were identified. Studies show that psychological and
other supports are essential in these women'’s lives, focusing
on psychological well-being as well as counselling related to
financial and nutritional needs.**-**

Further, our findings illustrated some communication
gaps between the women and their health-care providers.
Research shows that engagement of patients with their
health-care team strengthens and increases the provision
of patient-centered care and thus potentially aids cancer
control.>® A 2013 study described that patient—clinician
communication may assist adherence and agreement to
treatment, where, for example, two-way communication
on treatment-based symptoms could aid in symptom
management.*’ A recent study that focused on the sexual
function of women diagnosed with OC reported that not
only was there a communication gap between patient and
clinicians, the clinicians expected patients to have dis-
ease-related sexual problems and waited until patients
spoke about their concerns.*' Improving survival, func-
tional recovery and quality of life while minimizing
long-term side-effects are key priorities in cancer care.

Social well-being is consistent with the concept of
HRQOL. The importance of being supported by family

Patient Related Outcome Measures 2021:12
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and friends, especially partners/spouses, was a critical fac-
tor for well-being. Some participants experienced changes
in their relationships. Time spent with family was reduced
due to treatment demands and withdrawal of loved ones
from them. Previous studies have reported that women
have felt displeasure from their friends and were unwilling
to discuss about the disease.’’

Overall, participants experienced highly compromised
HRQOL, around the time of diagnosis and during treat-
ment. There is an urgent need to develop new strategies for
early detection and screening,” as diagnostic delay was
associated with psychological distress such as anxiety,
fear of death, parental stress and uncertainty in the current
study and has also been previously reported.’’
Additionally, participants experienced challenge in obtain-
ing appropriate information to access and benefit from the
healthcare system post diagnosis. Multiple studies have
found that unreliable provision of knowledge and informa-
tion is a driver of poor medical care in many high-income
countries, including Australia.** Involvement of patients in
decision-making and public engagement could improve
the evidence-based value of their health care*

Emotional domain is another aspect of HRQOL.
Emotional distress was experienced particularly during treat-
ment phase. Fear of recurrence was a source of emotional
distress. Previous studies related to gynecological and OC
research show that women have fear of disease recurrence
during the treatment and post-treatment phases and that
these fears are poorly understood.***> Frustration was also
of concern with almost all women frustrated due to their
treatment side-effects and symptoms. A 2020 qualitative
study that investigated the life experiences of women diag-
nosed with OC found similar results on how women fall into
frustration following treatment completion.*®

Understanding and measuring HRQOL outcomes
related to the sexual well-being of women diagnosed
with OC is vital. Half of the participants had poorer sexual
function impacting their overall health and well-being.
Changes to body image, sudden onset of menopause,
infertility and lack of intimacy were identified and nega-
tively impact emotional well-being with a sense of losing
feminine identity. It has also been found that difficulties
with body image and lack of intimacy are associated with
impaired quality of life.*'

Not only do individuals diagnosed with cancer have
detrimental impacts on their sexual functioning, it often
influences their partners. Studies suggest that cancer part-
ners may suffer equal or even higher levels of distress

relative to their sick spouses. Partners of cancer survivors
do not often have the resources to offer sufficient care to
their female partners.”’” Findings from a 2009 study indi-
cate that the sexual perceptions of the partners were influ-
enced by loss of interest in the individual with cancer and
tension and fatigue correlated with care tasks. Carers
agreed that reduced happiness with the partnership could
be followed by poorer quality of life as well as higher
levels of anxiety and depression.*®

Financial aspects were described, and this influenced par-
ticipant wellbeing. Due to the amount of time required to spend
in treatments, some participants had lost their income stability
either due to change to their employment status or being unable
to continue in the workforce, impairing their emotional well-
being and overall HRQOL.* Some issues might appear to be
more minor, such as related to the lack of car parking avail-
ability at respective clinical settings, but when needed on
multiple occasions, this was a more major concern. Studies in
women with OC found that disease and treatment-related
burdens create several issues including social and financial
effects on their lives.**°

Participants also described current strategies they used in
daily life. Participants utilized numerous coping strategies such
as modified diet and lifestyle, which could be considered as
a contextual factor that could influence HRQOL. Family and
friend support was another major help sought by these women,
which in turn helped improve and maintain their quality of
life.>" Self-empowerment techniques such as ability to look to
the future, having positive attitude and sense of humor were
a few techniques employed by the participants. Recent studies
also show similar coping strategies used by women and how
changed views and adding humor to their personal experiences
was a means of self-healing. > Overall, the participants were
able to maintain their HRQOL and continue a modified normal
life with the implementation of various strategies and self-
management techniques into their lives.>*

Limitations and Strengths of This
Study

There are approximately 115 new diagnoses of OC
per year in Western Australia,”> potentially compromising
data collection using a small sample size. However, max-
imum variability and data saturation were achieved using
small sample size’® and thus should not be considered as
a limitation but a strength. While the study sought to

explore patient outcomes across the clinical trajectory,
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participants might not have accurately recalled their per-
spectives, constituting another limitation.

Moreover, rich and descriptive data were obtained
using the qualitative methods,”” where intentionality of
the participants and their carers were explored. In addition,
utilizing a qualitative approach has enabled a holistic
understanding of patients’ and carers’ lived experiences.
The “bottom-up” approach of involving patients from
commencement and throughout the study will ensure that
going forward, priorities are clearly identified by the con-
sumers (women with OC themselves) in consultation with
clinicians. We envisage that the proposed OC specific
PROM to be developed in a future study would be used
in clinical settings to identify and measure specific pro-
blems that patients encounter that needed to be discussed.

Conclusion

By identifying key priorities for women with OC using
a “ground-up community-based approach”, we have high-
lighted the need for strategies to reduce diagnostic delays,
assist patients in navigating the healthcare system, and
improve their HRQOL and potentially develop a OC spe-
cific PROM that will enable better identification and ear-
lier treatment of symptoms during the entire course of the
disease.
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