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How could health services better support people to
make decisions to consent for gynae-radiotherapy to
improve psychosocial wellbeing and quality of life?
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Creating patient-centred infrastructures to enhance
informed consent and improve patient experience of
radiotherapy for gynaecological cancers
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Method: 22 patient think-aloud interviews

22 adults offered curative/adjuvant gynae- The list and wording of risks was drawn from _
radiotherapy, identified via five NHS treatment consent forms for EBRT, VBT, and CBT.
sites, interviewed online or by phone U
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Shown the short-term (£24) and late (23)
effects from the RCR consent forms relevant to

xxxxxxxxxxxxxxxxxxxxxxxxxxxxxxxxxx

Answer sheet for the ranking exercise

‘You have chosen 4 short-term side effects and 8 late effects of radiotherapy.

Please rank all 10 effects from most to least important to you by writing them into the boxes balow.

their own radiotherapy pathway o
"if consenting today, which would concern you -
most?”, select four short-term and six late oz .
‘ gt 2 e B:
Asked to rank the ten chosen effects Bl | .
‘ : [Loes than 15 ﬁnn . . — :

A S S i g n e d We i g h t e d S C O re p e r effe Ct ) C O m b i n i n g RAS 331365: Think-Aloud Interview Over-the-phone Answer Sheet V1.0 04092025

average ranked position with how often the effect
was presented (10 = most important, 1 = least)

I | The interview also covered measures of benefit (5-year
survival, local control rate) and four example choice tasks.

Treatment-specific versions of the ranking exercise



Demographic summary

= 22 participants

= White (includes British, Irish, Northern Irish, Gypsy,
Irish Traveller, Roma or any other White background)

= 96% heterosexual or straight

= 64% over 65 y.0.

= 73% retired

= 82% married or in domestic partnership

" 64% Christian

= 82% no neurodiversity

= 50% have a physical health condition(s) or other
long-standing illness

= 41% have income between £20,000 and £40,000

Clinical summary

By cancer type:

o 50% - Endometrial,
o 27% - Cervical

o 14% - Vulval

o 9% - Vaginal cancer

By stage:
o 55% - Stage |,
o 23% - Stage Il
o 9% - Stage |l
o 5% - Stage IV

By RT type:
o 55% - External Beam RT (EBRT)
o 23% - Vaginal Vault Brachytherapy (VBT)
o 14% - EBRT + Cervical Brachytherapy
o 9% - EBRT+ VBT

73% had surgery
77% had RT in the last 5 years




Results of the ranking exercise for all patients across Short-term

Late effect

. ) , SCORE RCR FREQUENCY
all types of gynae-radiotherapy > 2.0 weighted score side effect (S) (L)
Bowel/bladder damage which may require surgery (L) 4.9 L‘(ef;c_or?g?,/i)n
Bowel frequency and urgency (L) 4.8 (18(;nlm5°0rl/o)
Bowel frequency and urgency (S) 4.3 (5052@;88%)
Urinary incontinence (L) 3.8 e C?:T,/Ti%;%mmon
A different cancer in the treatment area (L) 3.5 (O%f{a_ri%)
Lymphoedema (L) 2.4 L?fsoc_or:g?,/‘;)n
Bleeding from the bladder or bowel or vagina (L) 2.2 L?f;(fn;g?,/f:)n
Bleeding from the vagina after using vaginal dilators or vaginal sexual intercourse (L) 2.1 (5052‘50;83%)
Symptomatic pelvic bone fractures particularly when post-menopausal (L) 2.1 L?f;(fn;g?,/?)n
Radiotherapy to the lower pelvic/vulva: Skin soreness, itching, colour change and
breakdown, irritation when passing urine and opening bowels, rectal pain/discomfort, 2.1 (5052Ff°1tgg%)
vaginalitching or discharge (S)
Vaginal narrowing, shortening or dryness (L) 2.1 Exf:;;fd_]%g%ite
Urinary frequency and urgency (L) 2.1 common

(10% — 50%)



Findings
* Late effects were chosen more frequently and ranked higher than

short-term side effects.

* Bowel-related risks were the most important, both as short-term and

late effects, likely due to high impact on quality of life.

* Additionally, risks to the skin, bladder, vagina, bones, and the

lymphatic system were concerning to patients.

* As a measure of benefit, 5-year survival was better understood than

local control rate. Neither was discussed with patients explicitly.

e Patients were able to trade between the benefits and risks.



Conclusion and discussion

* The early findings suggest changes to bowel/bladder function

and skin damage are particularly important for patients.

* The interview data will be combined with the GRACE lived
experience data, input from the patient and public involvement
group and a panel of experts to inform a large-scale discrete
choice experiment (DCE) to quantify benefit-risk trade-offs in

gynae-cancer decision-making.
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Vladyslav Kulikov — v.kulikov@bangor.ac.uk
Dr Emily Holmes - e.holmes@bangor.ac.uk https.//wp.lancs.ac.uk/grace/get-involved/
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