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Simple Summary: Older women with ovarian cancer often receive less anti-cancer treatment than
younger women despite evidence showing they may benefit from similar levels of treatment. Little is
known, however, about older women’s preferences toward chemotherapy and treatment experience.
We aimed to understand the lived experience of older women with ovarian cancer undergoing
chemotherapy though interviews and focus groups. Participants expressed a strong desire to undergo
full treatment to improve survival for themselves and for their families. Women did not see their age
as a reason to have less intensive treatment. Despite feeling overwhelmed with information and daily
tasks due to fatigue, participants did not want cancer to interfere with their daily lives. Women felt
distressed by logistical issues with transportation and communication between healthcare providers;
however, they still felt positive about their care experience and desire for treatment. Older women
may benefit from additional help to support effective communication around treatment preferences.

Abstract: Older women with ovarian cancer more often receive less intensive treatment and early
discontinuation compared to younger women. There is little understanding of older women’s treat-
ment experience and whether this contributes to declining intensive treatment. We aimed to explore
the lived experience of older patients with advanced ovarian cancer undergoing chemotherapy, their
treatment preferences and treatment burden. We conducted a phenomenological qualitative study
with 15 women who had completed at least three cycles of first-line chemotherapy for advanced
epithelial ovarian cancer, aged 65 years or older at the first cycle, at one tertiary cancer centre.
We conducted interviews and focus groups and analysed the transcripts using inductive thematic
analysis. Women reported a strong preference for active treatment despite treatment burden and
toxicities. Participants undertook treatment to lengthen their lives for themselves and their families.
Participants did not see age as a barrier to treatment. Patients expressed determination not to let
cancer interfere with daily life. Women felt overwhelmed with information and struggled with daily
tasks due to fatigue. Logistical issues, such as transportation and ineffective communication between
healthcare providers, caused substantial distress. Despite these logistical burdens and toxicities,
participants were positive about their care experience and desire for anticancer treatment. Older
women may benefit from additional support to facilitate effective communication during the early
stages of treatment.

Keywords: ovarian cancer; qualitative research; thematic analysis; geriatric; lived experience;
treatment preference; chemotherapy
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1. Introduction

Research has established that older women with ovarian cancer have dispropor-
tionately poorer survival outcomes than younger women [1]. Older women receive less
intensive treatment which may in part may explain the discrepancy [2–5].

Some of this variation is likely due to clinicians appropriately not pursuing intensive
treatment with older women at higher risk of treatment toxicity [6]. However, without
utilising an objective geriatric assessment, as recently recommended in American Society of
Clinical Oncology guidance [7], older patients’ fitness may be underestimated or modifiable
risk factors may not be addressed leading to unnecessary under-treatment. In these cases,
psychological and practical factors, including inherent age bias, may contribute to the
provision of less intensive care [8]. The Elderly Women with Ovarian Cancer (EWOC-1)
study demonstrated that in women over age 70, standard three-weekly carboplatin with
paclitaxel chemotherapy was superior to single-agent three-weekly carboplatin without
significant compromise on tolerability. The findings strongly support offering combination
chemotherapy in newly diagnosed older women as in younger patients [9].

From the patient perspective, it is unclear if treatment burden encourages older
women to decline intensive treatment, further contributing to treatment variation. Previous
research has found there is no difference between older and younger women’s desire for
cure from gynaecological cancers and older patients often choose to undertake additional
treatment for survival benefits [10,11]. While research has found that older adults tend to
place more value on quality of life than younger cancer patients, older patients still place
importance on survival [12–14].

To help better understand the treatment preferences and treatment experiences of
older women with advanced ovarian cancer undergoing chemotherapy, we explored these
topics in a qualitative phenomenological study.

2. Materials and Methods

Patients currently receiving chemotherapy for advanced epithelial ovarian cancer or
in follow-up at the Royal Marsden NHS Foundation Trust were identified in clinic lists by
the treating team between April and July 2019. Eligible women were aged 65 years or older
at the time of their first chemotherapy cycle, had completed at least three cycles in the first
line setting or at relapse, and were proficient in English. This age threshold was chosen
to align with the American Society of Clinical Oncology guidance on the management of
older patients being considered for systemic anti-cancer therapy and the European Medical
Association cut-off from a pharmacovigilance perspective [7,15]. Patients with significant
cognitive impairment, mental health problems or severely unwell, as determined by the
clinician, were ineligible. Care was taken to invite patients that were unwell but potentially
fit enough to participate where possible. Recruitment occurred concurrently with data
analysis. Participants were purposively sampled for breadth in disease and toxicity severity.
Potential participants were posted patient information sheets followed-up by telephone
after one week.

Participants chose to take part in focus groups or individual interviews facilitated by
two of the authors (EL or LD). The authors chose to use both methods of data collection
for data completeness. Interviews allowed the researchers to explore personal experiences
in-depth, while focus groups elicited shared and discordant opinions and beliefs [16].
Individual interviews also enabled women who were too unwell to attend the focus group
to take part in the study, a key group of interest in this study. Participants provided written
informed consent and completed a short background questionnaire before taking part.
Focus groups took place in hospital meeting rooms. Facilitators followed a semi-structured
interview schedule which was reviewed by patients and members of the public (Table 1).
Discussions were audio-recorded. Field notes were taken during focus groups.
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Table 1. Semi-structured interview schedule.

Question

1. What were the biggest challenges you faced while receiving treatment?
2. Do you feel, before starting treatment, that you had a good idea of the potential risks and
benefits of treatment?
3. Is there any information you wish you had received that you didn’t prior to starting chemotherapy?
4. What were your main goals of treatment/Why did you decide to have treatment?
5. How much did the opinions of your clinicians impact on your decision to have treatment?
6. How much did the feelings and opinions of your family and friends impact on your decision to
have treatment?
7. Knowing now the side-effects you have experienced, would you make the same decision again
to undergo treatment?
8. When you think about your health, what would you say the term quality of life means to you?
9. With that in mind, in what ways has your diagnosis and treatment for ovarian cancer affected
your quality of life?
10. If you experienced side effects during treatment, did you feel well-supported?
11. How well do you think your GP * and other community teams were kept informed of your
progress during treatment?

* general practitioner.

The Royal Marsden Committee for Clinical Research reviewed and approved the
study in October 2018 (SE764). The data that support the findings of this study are available
from the corresponding author upon reasonable request.

Analysis followed the six phases of inductive thematic analysis described by Moules:
(1) engaging with the data, (2) generating initial codes, (3) identifying themes, (4) reviewing
themes, (5) defining and naming themes and (6) writing the report [17].

Audio recordings were transcribed verbatim. LD and EL conducted initial coding,
following Saldana’s techniques [18]. To reduce bias, each researcher undertook initial
coding independently before reviewing and agreeing final initial codes. Researchers
consulted field notes while generating initial codes and during reconciliation to justify
code choice.

The agreed initial codes and related excerpts were then manually analysed by LD
and EL to identify potential themes and subthemes. Again, field notes added further
insight to analytical decisions. The study team reviewed potential themes and subthemes
to assess coherence and relevance. LD conducted two further telephone interviews at this
stage. LD and EL independently coded the new transcripts and checked the codes against
existing data. As no new codes were identified, the study team felt confident in theoretical
saturation and data collection ended [19]. Themes and subthemes were then reviewed by
the whole study team to refine the names and definitions.

3. Results

Of 36 eligible patients invited to the study, 15 agreed to take part (Figure 1). Reasons for
declining the study included time or logistical constraints, burden of hospital appointments
and feeling too unwell. Focus groups each took two hours whilst interviews ranged from
29 to 60 min.

Table 2 summarises the participant characteristics. Mean age at diagnosis was
75.0 years (range 68–89 years). Mean age at participation was 78.4 years (range 71–90 years).
Twelve (80%) participants received standard three-weekly carboplatin and paclitaxel
chemotherapy as first-line treatment and nine (60%) received treatment for relapsed dis-
ease. Three (20%) patients received single-agent carboplatin. In total, 4 (27%) patients
required a dose-reduction during chemotherapy due to toxicity. In total, 4 (27%) had caring
responsibilities for a family member. Six of the 15 patients were receiving chemotherapy at
the time of study entry (all for recurrent disease). The remaining nine were in follow up,
six following first-line treatment and three following treatment for recurrent disease.
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Figure 1. Flowchart of participant recruitment.

Table 2. Patient characteristics.

Patient Characteristic n (%)

Living situation
Lives alone 6 (40.0)

Lives with spouse 6 (40.0)
Lives with other family members 2 (13.3)
Lives in sheltered accommodation 1 (6.7)

Has caring responsibilities 4 (26.7)

Employment status
Retired 14 (93.3)

Financial impact
Cancer has had no financial impact 13 (86.7)

Cancer has had a little financial impact 2 (13.3)

Stage at diagnosis
1 0 (0)
2 4 (26.7)
3 9 (60.0)
4 2 (13.3)

Primary treatment
Platinum doublet chemotherapy 12 (80.0)

Single-agent carboplatin 3 (20.0)
Surgery 11 (73.3)

Primary treatment tolerance
No delays 6 (40.0)

Delay 1 week or less 3 (20.0)
Delay >/= 2 weeks 2 (13.3)

Dose reduction at beginning 0 (0)
Dose reduction during chemotherapy 4 (26.7)

Has had disease recurrence 8 (53.3)

Second line treatment
Chemotherapy (doublet) 3 (20.0)

Chemotherapy (single agent) 2 (13.3)
Clinical Trial 2 (13.3)

Initial codes were incorporated into three themes: Multifactorial decision-making,
burden of logistical issues and coping with side effects.
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3.1. Theme: Multifactorial Decision-Making
3.1.1. Subtheme: Reception and Retention of Information Clouds Decisions

Participants frequently felt overwhelmed by the volume of information shared at
diagnosis and memories around diagnosis were often unclear. Shock at the diagnosis,
particularly for patients who had enjoyed relative health throughout their lives, was
apparent and contributed to feeling overwhelmed.

“When you’re first diagnosed, it’s such a shock to you, you don’t absorb everything that’s
being said.”

(Patient 4, 82 years at diagnosis, receiving first-line chemotherapy)

“I sort of went into zombie mode, it never occurred to me to say no.”

(Patient 12, 70 years at diagnosis, in follow up from first-line chemotherapy)

Fatigue and severe illness further inhibited understanding of complex information
and involvement in treatment decisions. Participants appreciated pamphlets received
during their first appointments, but many admitted not reading them.

“I was desperately tired at this stage and an awful lot of information is given to you”.

(Patient 14, 72 years at diagnosis, in follow up from first-line chemotherapy)

Participants felt decisions, including clinical trial participation, were rushed due to
pressure to start treatment. For most, this was a stressor, however, one woman felt it
reduced the worry around the decision.

“Well I had to make the decision on the spot . . . so there was no time to think about it.”

(Patient 14, 72 years at diagnosis, in follow up from first-line chemotherapy)

For some participants, the internet was a crucial source of information, challenging the
notion that older patients are less adept with technology. In contrast, some participants felt
strongly that information found online, particularly around prognosis, would be unhelpful
and cause distress.

“I can’t bear looking on the internet, I just don’t want to know.”

(Patient 8, 69 years at diagnosis, receiving chemotherapy for relapsed disease)

This avoidance was more frequently expressed by patients who had relapsed dis-
ease. Others wanted more information, with uncertainty around prognosis a clear source
of anxiety.

“You’ve gone through six months of chemo feeling blimmin awful for no . . . you know,
nobody knows the answer.”

(Patient 2, 78 years at diagnosis, receiving chemotherapy for relapsed disease)

3.1.2. Subtheme: Lengthening Life Expectancy

An important, common expression was the clear determination to be treated with no
reference to age or comorbidities. A sense of deciding between life and death was apparent
and participants worried that age might be considered to be a reason against treatment.

“I was told I could go profoundly deaf . . . but I had to take that chance.”

(Patient 7, 74 years at diagnosis, in follow up from first-line chemotherapy)

“I would have done anything to have treatment, gone through anything.”

(Patient 1, 77 years at diagnosis, in follow up from first-line chemotherapy)

Many participants feared treatment reduction or discontinuation. One patient suf-
fering from severe peripheral neuropathy with significant functional limitation admitted
needing persuasion to allow chemotherapy dose-reduction, fearing this would shorten her
life-expectancy. Negative impacts on functional ability and quality of life did not appear to
deter women from treatment.
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“I’d still want to be alive because there’s other things I’m sure I’d be able to do.”

(Patient 1, 77 years at diagnosis, in follow up from first-line chemotherapy)

One participant, who had not received full standard chemotherapy and cytoreductive
surgery owing to anaesthetic risk, expressed disappointment. All participants, when asked
individually, agreed they would undertake treatment again given their experience with
treatment and side-effects so far.

3.1.3. Subtheme: Family Influence

Participants commonly reported that they underwent treatment for their family mem-
bers, rather than themselves. Women often expressed concerns about the ramifications of
their death on their family. For some participants, adult children played an active role in
treatment decisions.

“They didn’t want me to have six months or less to live, it’s not nice for them knowing
one’s going to die so that’s why they said yes to chemo, to see how much longer it would
give them.”

(Patient 2, 78 years at diagnosis, receiving chemotherapy for relapsed disease)

Participants caring for dependent spouses faced additional pressure during treatment.

“I think the thing that put most pressure on me was my husband being ill.”

(Patient 13, 76 years at diagnosis, in follow up after first-line chemotherapy)

Patients with dependent spouses also expressed concern over how their spouse would
manage without them. Worry that their spouse would become a burden to their children
with their death compelled some women to undertake treatment.

“I want to be here for him, rather than leaving him for my family to look after”

(Patient 2, 78years at diagnosis, receiving chemotherapy for relapsed disease)

3.2. Theme: Burden of Logistical Issues
3.2.1. Subtheme: Care Coordination

Generally, participants felt they had excellent care and support from the cancer centre
and expressed sincere gratitude.

“It’s like a blanket around you isn’t it.”

(Patient 1, 77 years at diagnosis, in follow up from first-line chemotherapy)

However, women were concerned about the lack of communication between their
oncology team and other specialists at external institutions, particularly those with co-
morbidities. Some patients described waiting months to be seen by another specialist after
referral.

Many participants found navigating logistical issues difficult, forming a substantial
discussion in each focus group. Patients felt burdened by the responsibility of communicat-
ing with hospital staff to manage appointments. This was particularly difficult in the early
stages of treatment when concurrently dealing with severe physical illness. Participants
had varied access to informal charitable support, largely due to geographical barriers.

“It’s just these things on the ground that you have to do as a patient when you’re
feeling exhausted.”

(Patient 14, 72 years at diagnosis, in follow up after first-line chemotherapy)

Participants also discussed a lack of communication between primary care and the
cancer centre and often did not realise primary care could be involved in cancer treatment
or support. Women felt involvement may be limited by resource strain and a lack of
continuity in provider. Some participants had experienced a significant delay before
diagnosis culminating in emergency presentation. This understandably had an impact on
willingness to engage with primary care throughout treatment.
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“I don’t actually know who my doctor is.”

(Patient 4, 82 years at diagnosis, receiving first-line chemotherapy)

3.2.2. Subtheme: Transport

Difficulties arranging transport to appointments caused significant stress. Many
patients were unaware of hospital transport until after attending a number of appointments.
Information received about transport frequently came from administrative staff rather than
the clinical team, leading to delays in acquiring assistance. The need to arrive earlier or
leave later than appointments for those using hospital transport added to the stress and
fatigue associated with hospital visits.

3.2.3. Subtheme: Informal Support

Friends and family played an invaluable role in supporting women with the burden of
treatment by attending clinic or chemotherapy appointments or providing emotional support.

“Oh your family back you up don’t they.”

(Patient 2, 78 years at diagnosis, receiving chemotherapy for relapsed disease)

Faith was brought up independently by a number of participants. Women found
solace in faith during treatment, potentially as a way to cope with the lack of control of
treatment outcomes. For some, the regular routine of worship and associated community
support provided comfort during treatment.

“The only thing I can do is put my hand in the hand of god and you, I can’t do anything more”

(Patient 8, 69 years at diagnosis, receiving chemotherapy for relapsed disease)

3.3. Theme: Side-Effects
3.3.1. Subtheme: Weighed Down by Side-Effects

Chemotherapy tolerability varied widely. Some women expressed surprise at how few
side-effects they experienced. For many, however, issues such as myalgia and arthralgia
were difficult to tolerate. Peripheral neuropathy and its impact on function, particularly for
participants who previously enjoyed physical activity, was a significant and long-term issue.

Overwhelmingly, the most profound issue reported was fatigue, or as subjects termed
it, “utter exhaustion”. Participants described fatigue as the most challenging aspect of their
treatment experience, able to manage only the most basic activities of daily living.

“I was incredibly weak and then you still have to do things and you can’t manage it.”

(Patient 11, 70 years at diagnosis, in follow up after first-line chemotherapy)

“It’s a matter of dragging my body around to keep up with essentials.”

(Patient 14, 72 years at diagnosis, in follow up from first-line chemotherapy)

For some, this level of fatigue continued for months after treatment. Severe fatigue
had ramifications beyond physical limitations. Many participants expressed a real sense of
loss as a result of their cancer treatment. Participation in previously enjoyed activities, even
simple endeavours such as walking the dog, were “taken away”. Fatigue and weakness,
which for some persisted for months after treatment, contributed to a loss of confidence in
their ability to remain independent or travel alone. Those who lived alone also reported a
fear of falling or having an accident and being unable to access help. Some participants felt
this had an effect on mood, admitting they “get very depressed at times”.

3.3.2. Subtheme: Determination Not to Let Cancer Interfere

Despite the clear physical impact of the treatment, participants had a shared ambition
not to let the diagnosis or treatment impact on day-to-day life, maintaining indepen-
dence and self-sufficiency. One participant, discharged from hospital following a midline-
laparotomy, found online videos for instructions on how to safely sit up in bed. Others
refused aids from well-meaning family members to avoid being seen as ill. Participants
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expressed a reluctance to approach their medical team with what they perceived as minor
symptoms to avoid being a ‘burden’.

Women prioritised participating in leisure and hobby activities. Those who were
previously physically active viewed their current treatment as a temporary setback. An
unwillingness to be hampered by the medical diagnosis was clear.

“I just carry on as normal, I do my Pilates, I go to a club, but I’ve forgotten what it’s like
to feel normal.”

(Patient 1, 77 years at diagnosis, in follow up from first-line chemotherapy)

Despite physical limitations, in particular fatigue and weakness, participants contin-
ued with life to the best of their abilities with a markedly stoic outlook.

“I live life normally and I will go on like that until it’s my time to go.”

(Patient 11, 70 years at diagnosis, in follow up after first-line chemotherapy)

4. Discussion

Despite most participants receiving standard treatment, women overwhelmingly
preferred treatment with the chance of lengthening survival despite side-effects and would
undertake treatment again. Participants chose to undergo treatment for their own sake or
to please family members. Though patients struggled with fatigue and logistical challenges,
these older women were determined to maintain independence and continue treatment.

Our findings suggest that the preferences of older patients with ovarian cancer toward
anti-cancer treatment are unlikely to substantially contribute towards lower treatment
intensity. Whilst the decision not to offer cytoreductive surgery or platinum-doublet
chemotherapy may be based on sound medical concerns, this study demonstrates that older
women do not consider age a barrier to treatment. All participants expressed the preference
for full standard treatment, including those who suffer treatment-related toxicities or were
not offered standard treatment.

Recent developments provide strong evidence that geriatric assessment can not
only improve the prediction of treatment tolerance and mortality [7], but also, when
combined with targeted interventions, reduce the frequency of severe treatment-related
toxicity [20,21]. For example, fatigue, highlighted by participants as one of the most debili-
tating issues, may contribute to the need to reduce chemotherapy dose-intensity. However,
fatigues is often multifactorial and addressing factors such as anaemia, vitamin deficien-
cies, thyroid dysfunction, physical exercise, nutrition and social support could reduce
fatigue and allow patients to maintain treatment intensity, meeting both patient needs and
preferences [22].

Treatment preferences and expected outcomes should be clearly discussed with all
patients irrespective of age. As demonstrated here, older women may be more unwell and
less able to participate in treatment decisions after likely emergency presentation or delayed
diagnosis [23,24]. Reduced information reception and retention also limited involvement
in treatment decisions. A systematic review found that audio-recording consultations
improved information retention, particularly in older adults, and question lists encouraged
active participation [25]. With the use of the Internet demonstrated by older women in
this study, these tools, coupled with online resources, could be useful adjuncts to standard
consultations. Older women may also benefit from opportunities to re-discuss treatment
aims later in the pathway when patients are less overwhelmed.

Diversifying methods for information provision may help address the aversion to
prognostic information some women described. Avoidant coping styles have been shown
to be maladaptive and associated with distress and low emotional wellbeing [26]. However,
evidence on coping strategies in older adults have shown mixed results, with one study
showing older adults are more likely to adopt avoidant strategies and another finding they
are more likely to exhibit passive reactions [27,28]. Further research is needed to explore
how best to support older women in coping with a cancer diagnosis.
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As many older adults face social isolation and functional limitations cancer treatment
may impose a large burden [29]. Logistical issues coordinating and attending appoint-
ments with multiple providers posed a particular challenge in this study. While this
did not hamper willingness to undertake treatment, efforts should be taken to assess the
burden of treatment from the patient perspective, particularly for older patients with multi-
morbidity [30]. Practical issues, such as transport, need to be incorporated into routine
assessment. A number of methods previously shown to lessen the burden of treatment
were employed by participants, such as enlisting the help of others and turning to faith
to cope [31]. Ascertaining levels of social support is essential for older patients who may
live alone.

These findings may not be applicable to other hospitals as this study was conducted
in a single cancer centre. The small sample size inherent in qualitative research also limits
generalisability. One focus group contained only two participants due to last minute
cancellations for the reasons described. This limited the ability to explore similar and
discordant beliefs in one of the groups but further serves to highlight the changing health
status and logistical burden for these patients. This study is also subject to survivor bias as
only patients who received at least three cycles of systemic therapy were included, meaning
patients whose condition deteriorated early on or who chose not to undertake treatment
were excluded.

We also acknowledge the possibility of selection bias. While investigators made every
effort to include patients with a range of disease severities, it was considered unethical to
invite severely unwell patients, causing undue stress. This likely introduced some level
of bias. Additionally, despite the use of both focus groups and individual interviews,
patients declined due to illness and logistical constraints, potentially further introducing
bias. Even with these limitations, the interviews describe important experiences of cancer
management in older women with ovarian cancer from the patient perspective.

Future work should build on the current study and recent research to ensure older
women with advanced ovarian cancer receive optimal treatment. A longitudinal survey
study looking at treatment preferences and health-related quality of life would mitigate
survivor bias and improve generalisability.

5. Conclusions

The older women in this study were overwhelmingly positive about their experience
of cancer care and desire for anticancer treatment, despite facing treatment burden and
therapy-related toxicities. Older women may face additional challenges in terms of infor-
mation retention and managing medical comorbidities. Additional methods of delivering
information could be useful to improve patient centred decision making.
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