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1 | INTRODUCTION

Methods: Short presentations about psychological and behavioural theories by an
expert were interspersed with facilitated, small-group discussions led by patients.
Patients were asked what is important to them when they make health decisions,
what theoretical constructs are most meaningful and how this should be applied to
codesign of a PtDA. An artist created a visual summary. Notes from patient
discussions and the artwork were analysed using reflexive thematic analysis.
Results: The overarching theme was: It's personal. Contextual factors important for
decision-making were varied and changed over time. There was no one ‘best fit’
theory to target support needs in a PtDA, suggesting an inductive, flexible
framework approach to programme theory would be most effective. The PtDA
logic model was revised based on patient feedback.

Conclusion: Meaningful codesign of PtDA including discussions about the theoreti-
cal mechanisms through which they support decision-making has the potential to
lead to improved patient care through understanding the intricately personal nature
of health decisions, and tailoring content and format for holistic care.

Patient Contribution: Patients with lived experience were involved in codesign and
coproduction of this workshop and analysis as partners and coauthors. Patient
discussions were the primary data source. Facilitators provided a semi-structured
guide, but they did not influence the patient discussions or provide clinical advice.
The premise of this workshop was to prioritise the importance of patient lived
experience: to listen, learn, then reflect together to understand and propose ideas to

improve patient care through codesign of a PtDA.
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creating the best care... also the human, kind and caring thing
to do’.1®

People who access healthcare (hereafter referred to as ‘patients’
although they may not have any current health concerns) are asked
to make difficult decisions, often amidst other competing priorities
such as age-related needs, comorbidities, values, support system
and the context of their life situation. Shared decision-making
(SDM) between patients and healthcare professionals (HCPs) is
recommended to ensure personalised support to make good

12 and there is a legal obligation to assess capacity®

decisions
and explain consequences of medical interventions.* However,
SDM is challenging to universally implement.>~? Resources are
stretched, limiting time in clinic for ‘collaborative deliberation’t®
and consent-taking for complex decisions,*! although general
principles, strategies and evidence communication guidelines can
be helpful.'>"* There are encouraging examples of successful
implementation with dedicated funding, training and support from

political and healthcare systems,ls’17

resulting in improved
satisfaction, cost- and time-savings and redress of the traditional
power imbalance in patient-provider relationships. SDM is worthy

of the required effort from patients and clinicians as ‘a method of

Patient decision aids (PtDA) are digital or paper-based decision
support interventions, designed to help with clinical equipoise (where
one choice is not necessarily ‘best’), by supporting people to consider
decisions in line with their values and priorities.?”?° PtDA cannot
replace SDM achieved through relationship and consensus building
with HCP,?! however by incorporating some of the relational
processes and mechanisms from behavioural theory, PtDA provide
a valuable, patient-facing resource to support holistic care. A large
cochrane review found that PtDA increased knowledge and confi-
dence compared with usual care.?? Our research group (K. K, K. M.,
L. T., C. F.,, D. E.) conducted a systematic literature review?® of
decision-support interventions for genetic testing or care of people
with a genetic cancer susceptibility. This identified the potential for
these resources to be useful and valued by patients and HCP,
however, there was a lack of patient codesign.

Partnering with patients and other experts, our research group
is codesigning a PtDA about genetic cancer risk management due
to Lynch syndrome, and have described how the accessible

template is easily adaptable for other conditions.?* An
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international stakeholder group (see consortium authorship) was
established to foster collaboration and successful clinical imple-
mentation, to maximise patient benefit. People with higher
decision support potentially have the most to gain from PtDA.
We are taking a codesign approach with diverse groups of patients,
community leaders, artists and low literacy specialists to make the
PtDA as accessible and meaningful as possible. This approach has
the potential to lead to improved health outcomes2® through
knowledge mobilisation?® and increased access to evidence-based
screening, prevention, diagnosis and treatments.

Theory is important to guide the development of content, format
and outcome measurements for PtDA,?”? however use of theory is
often omitted or not described,?> and there is no one theory
considered fit for purpose to support complex decision-making.

During the first 2 years of PtDA development, we partnered
with the CanGene-CanVar Patient Reference Panel (‘patient
panel’) to codevelop content. CGCV is a programme of work
funded by the charity Cancer Research UK. Some patient panel
members were research partners from conception, while others
joined later. We identified that we had not engaged strongly with
the patient panel around more theoretical aspects, such as the
programme theory through which we hypothesised the decision
aid would lead to ‘better’ decisions. Despite developing a logic
model which had informed our work, we had not discussed this in
depth with the people who would know most about how they
make decisions. We discussed this with the patient panel and
they were enthusiastic about an idea to hold an interactive
workshop to ask what is important to them when they make
decisions. The findings would inform the theoretical underpinning
and codesign of the PtDA.

WiLEy—L 2%
1.1 | Workshop questions

The aims of the workshop were to partner with patients to consider:
1. What constructs from decision-making theory resonate most

strongly or are most relevant and meaningful for patients when

they make health decisions?

2. What are the implications for codesign of PtDA, in terms of the

underlying theoretical mechanisms of action and potential

outcome measures?

2 | METHODS

2.1 | Methodological rigour and reporting
standards

The Journal Article Reporting Standards?’ and the Consolidated

t30

Criteria for Reporting Qualitative Research checklist™ were used to

ensure transparency and quality of reporting qualitative data.

2.2 | Workshop aims

The aim of the patient workshop was to ensure theoretical under-
pinning of the PtDA was grounded in what was important to patients
with lived experience. Patients were asked to coproduce the
workshop and share power and decision-making before finalising
the agenda. We agreed with the patient panel to ‘start with people’®!

(Figure 1) and ask them to lead discussions considering what is most

We partnered equally throughout
co-production, addressing the
traditional imbalances between
health care professionals/
researchers and patients

Co-production
An equal partnership

and learnt experience
work together from

start to finish.
° °
a

We made iterative improvements to °8°8&°
optimise the PtDA using the Person-
Based Approach and a transparent
Table of Changes to record every piece
of feedback and rationale behind
prioritisation of actions

Co-design
Designing with people and
incorporating their ideas
into the final approach.

We told people about the PtDA and workshop
from the earliest stages of conception

Inform

Sharing information
about proposed changes
so people understand
what they mean.

Start

where people with lived with
People

et

We asked people to tell us what they
think about the prototype PtDA and
sought their ideas about the most
important theoretical constructs to
underpin co-design

Consult
Asking for people’s
opinions on one or
more ideas or options.

Engage
Listening to people to
understand issues and
discuss ideas for change.

We asked people who will use the PtDA to
lead the discussions, listened and put their
ideas at the forefront of co-design

FIGURE 1 Adapted from NHS England statutory guidance B1762 ‘Working in partnership with people and communities’.3! Rectangular
boxes show how we followed this guidance when planning and executing the patient workshop and for the codesign and coproduction of the

patient decision aid/website. PtDA, patient decision aids.
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important to them when they make decisions. We used aspects of
coproduction including bringing people together as equal partners,
valuing all knowledge, using a creative approach,?® keeping in regular
contact and setting clear expectations.?® These principals were
explicitly agreed with patient members before joining the panel, along
with the goal of the research programme to codevelop ‘more relevant
and acceptable’ and ‘more usable’ products,?® in our case a patient
website about genetic cancer risk containing values-based PtDA
about decisions such as taking aspirin and risk-reducing surgery.
Learning from patients’ lived experiences would be used to guide
codesign of the PtDA for implementation in clinical practice.

2.3 | Workshop planning

A multidisciplinary planning committee was convened including
clinical (K. K., K. H.), research (K. M.), ethics (K. Sa.), management
(B. T.) colleagues and the patient acting as chair of the patient panel
(L. T.). L. T. was the only patient on the committee due to availability,
time and funding constraints but it was made clear her voice and
dissemination of the patient panel's views were to be given equal
strength and prioritised to drive the direction of workshop planning.
L. T. agreed with the rest of the panel in advance that they wished for
her to represent them. L. T. communicated with other panel members
to gather opinions before decisions were finalised. Starting from
conception of the idea for the workshop it was made clear to L. T.
and the panel that they would be asked to lead the direction of
planning and that the intention was to learn from their lived
experiences.

Patients were reimbursed for time spent in meetings or activities,
but no professionals received remuneration in addition to their usual
paid role as clinicians/researchers. The committee was UK-based
except for K. H. who was invited from the United States due to its
international reputation and expertise. The cost of K. H.'s transpor-
tation and hotel were covered but she did not receive any other
remuneration.

A successful patient workshop®2 was used as a guide. Guidelines
were followed3333* to go beyond involvement to build trust,
collaboration, quality and impact by sharing power and work towards
a shared goal of improving patient care and experience.3> The patient
panel members all expressed this goal before joining the panel.
Feedback from panel members about the experience partnering with
researchers to codesign the PtDA has been positive. A paper is
planned to highlight this experience in a patient and public
involvement journal, to inspire other researchers to form partnerships
with patients and take a codesign approach.

K. H. prepared short, simple presentations about theories to
inform, orient and sensitise patients about these concepts and initiate
discussions about what was important to them.

Facilitators and note-takers were purposively sampled from local
clinical and research cancer genetics services based on expertise and
to allow prioritisation of budget for patient expenses. None of the

facilitators or note-takers were patients to allow the patients

freedom and comfort to share their lived experiences without having
to focus on writing notes, timekeeping or discussion prompts. The
facilitators and note-takers were not paid for their time or expenses,
and they were instructed to keep as quiet as possible to listen and
learn from the patients. They enthusiastically agreed to this learning
opportunity to inform their clinical or research practice.

As a genetic counsellor with >15 years of experience in clinical
practice, the lead author (K. K.) was considered an ‘expert’ in a position
of power. Although this power dynamic was deliberately addressed by
inviting patients to lead discussions and involving them in analysis, it is
recognised that K. K.'s existing knowledge and background will have
influenced the findings. K. K. acted as a presenter/facilitator and was
not directly involved in discussion groups. A preworkshop dinner was
offered for organisers and patients. This was designed to provide a
relaxed atmosphere to build rapport.

An artist was contracted to create a live visual summary drawing
representing a lay interpretation of the concepts discussed. Dissemi-
nation of art could be more accessible for those with lower literacy or

a preference for visual learning.

2.4 | Workshop content

Table 1 summarises the main theories and theoretical constructs
identified as pertinent to underpin PtDA design, including strengths,
limitations, and possible adaptations applied to PtDA. The six theories
selected for short presentations are highlighted in blue in Table 1 and
shown in Figure 2. This is adapted from Elwyn et al.,>” who identified
eight theories most relevant to decision support interventions
through workshops with clinical and academic researchers. The
Elwyn paper was used as a starting point given its focus on theory-
based interventions, with more recent papers identified using
forward citation-searching.’®™*? A rapid overview of decision-
making theory literature was completed using search teams
‘psychological theory’ or ‘decision-making theory’ and ‘decision aid’
or ‘decision support intervention’.

Planning meetings of the committee with knowledge and
experience in psychology, health behaviour, decision support
interventions and clinical care along with a patient representative
informed the final selection of theories to present. These included
two also identified by Elwyn's group (cognitive heuristics and
Rational-Emotional Model) along with four others (Health Belief
Model, Social Cognitive Theory, Self-Determination Theory and
resilience/resilient adaptation).

The patient panel Chair (L. T.) asked the panel which theories
they thought should be prioritised. The members decided they were
happy to let the committee decide. The reason given was because
they did not do research before the workshop and came relying on
their own lived experience rather than any prior academic
knowledge.

The agenda (Table 2) combined short presentations about
theoretical constructs designed to educate, stimulate reflection and

inspire vibrant group discussions.
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Problems Intervention

components

Theoretical mechanisms (support
needs targeted from ODSF and TDF)

Outcomes

Purported
mediators

Anxiety about
genetic

Define the decision
clearly

Increasing knowledge about
available options (Knowledge)

\ (Reduced anxiety \

understanding of and decisional

}\ fl mproved

predisposition

genetic conflict

to cancer, and
cancer

Option grid: Answers to
FAQs for each option
e.g. How does this affect

Understanding possible
consequences of options
(Knowledge)

Improved

predisposition and
‘ confidence to

manageme
options @

Lack of » manage genetic
information my chance of cancer? [ | Identifying options ||~ predisposition to
Engaging in conscious evaluation that are in line with cancer
Decisional | of options (Clarify values) personal values, i.e.,
conflict ! Clear information about j what matters to you Improved
i the chances of getting i Realistic expectations about management of
Suboptimal | cancer i likelihood of outcomes Increasing genetic
management - g isti i confidence to make predisposition to
" . (Unrealistic expectations) L/ Contextual factors e
of genetic / ) . . decisions cancer
i i Written patient stories Relationship with
predisposition about making decisions Reducing negative emotions clinician .
to cancer vid ith real | —> o — Feeling adequately
ldeos with real people Difficulty of the decision supported
aboutA living W'th a Family experiences of \ )
genetic predisposition — Promoting consideration of cancer
e IEERESEEEEEY g personal values (Clarify values) Anxiety about cancer

Activity to help clarify

what’s important to you,

with personalised
\_feedback

Access to healthcare
Health literacy
Existing decision
uncertainty

®
Cao>

Prompt sheet for
discussion with clinician

Seeking support as needed
(Adequate support)

— I\

Gl

Qo
. 15D

@ Notes added during the workshop by patients and facilitators where shown by the numbered blue circles.

ODSF = Ottawa Decision Support Framework
TDF= Theoretical Domains Framework

FIGURE 2 Draft logic model for patient decision aid website/booklet, displayed on the wall in poster size during the workshop. Notes were
affixed to this throughout the day with ideas and suggestions from patients and facilitators (shown in circles, numbered). 1. ‘These are our “active
ingredients” for decision-making’. 2. ‘Why doesn't the UK have panel genetic testing?’ 3. ‘Improve equity of access/opportunity for information’.
4. ‘This purple box should move up closer to the beginning’. 5. ‘Clinicians need to remember that we are people too, not just part of the process’.
6. ‘Use of language: clinician + patient - WE'. 7. ‘Is my clinician “on board” with the decision aid usage?’ 8. ‘Heavy decision/burden. What does it
all mean? However, clinician often makes this for you'. 9. ‘Having time to consider. Ability to process’. 10. ‘Peer-peer/patient support groups’. 11.
‘Professional education, especially for rarer disorders’. 12. ‘Cultural/professional stigmas, discrimination concerns’. 13. ‘Empowerment of patient,
improved advocacy, specialists’ 14. ‘Urgency: where do we capture this? Treatment versus risk reduction versus age-related risks'. 15. ‘Timing of
decision might be affected by other responsibilities, for example, young children to care for’. 16. ‘Other people's stories: maybe use video

testimonials. Less of a “scenario” if it's spoken’.

The draft PtDA logic model (Figure 3) was devised before the
workshop, based on theoretical constructs hypothesised to support
good decision-making. Support needs were mainly guided by the
Ottawa Decision Support Framework®* (based on multiple theories)
and the Theoretical Domains Framework®® (designed to underpin
behavioural interventions). The logic model was displayed on the wall
in poster size. Patients and facilitators were invited to affix notes or
provide verbal feedback if preferred. It was explained that sugges-
tions would be considered to optimise the logic model.

The artist's chosen format was a large mural with cartoon
illustrations and text, based on prior experience producing live visual
summary drawings. The mural (Figure 4) was exhibited on the wall

and the artist invited interaction.

2.5 | Patient recruitment

All 13 members of the patient panel were invited by the Chair (also a
patient). To increase diversity and learn from varied perspectives and
lived experiences, the manager (B. T.) also contacted the Patient Group

lead for BRCA-DIRECT (a study offering streamlined genetic testing to
people with breast cancer), Black in Cancer (an organisation highlighting
Black excellence in cancer), the Patient Cancer Research Group for
Diverse Backgrounds and South East London Patient Group (reflective of
the local community) and The Institute of Cancer Research and The Royal
Marsden Patient Engagement Groups (including people who have had
genetic testing and/or cancer screening). A trusted leader from each of
these groups was asked to share the invitation.

Patient expertise was varied in terms of profession, experience
with cancer or as carers and previous involvement in research.
Payment for patients' time, dinner and accommodation/travel (if
applicable due to living outside London more than an hour's train
journey) was provided according to national guidance.®® Taxis were
arranged if public transportation was difficult due to accessibility
issues. Virtual (online) attendance was offered.

The workshop was classified as community engagement rather
than research. Therefore, ethics approval was not required.
However, techniques were adopted from the research world, with
patients agreeing alongside researchers how to analyse and report
findings.
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TABLE 2 Workshop agenda.

Title: How do people make decisions?

WILEY—L 7

Time

Sunday evening 9/10/2022

10/10/2022 9:30-10:00

10:00

10:20
10:50
11:15

11:30

12:00
12:30
12:45

13:45

14:15
14:45
15:00

15:45
16:00

FIGURE 3 Theories considered and selected for short, lay-friendly presentations at the workshop. Elwyn et a

Content
Optional dinner for patients and organisers (provided).
Arrival for the workshop, name badges (refreshments provided).

Overview of decision aid progress to date and purpose of this morning's discussion
Speakers: K. K. (genetic counsellor), K. M. (health psychologist)
and K. H. (health psychologist).

Small group discussions about experiences of making decisions.
Discuss examples from the CanGene-CanVar decision aid.
Break (refreshments provided).

Introduction of some ideas from theories about how people make decisions
Speaker: K. H. (health psychologist).

Small group discussions about which are most relevant.
Feedback to the whole group about key points from discussions.
Lunch (provided).

More ideas from theories about how people make decisions
Speaker: K. H. (health psychologist).

Small group discussions about which are most relevant.
Break (refreshments provided).

Small group discussions about what the decision aid needs to do to support people,
feeding back together at the end.

Worap-up.
End.
3. Cognitive | ggerenzer
P (1996) [37)
Heuristics Fast and
Frugal
Heuristics
Svenson And. s
Ka;'ve,sf;' & G992) (36) (2009 (33 ravenat | 4. Rational-
(1979) [34] and . Model of a2
1. Health Belief Model Frospect Consolidation Decision Emotional
Theory Theory Avoidance Model
Von Janis & Mann
Neumann & to77) (33 Reyna & Wilson & ‘
Morgenstem Conflict Brainerd Gilbert (2005) [39]
(1944) (32] Theory of (1990) [50) AREA Model
Expected Decision Fuzzy-trace of Affective
Utility Theory Making Theory Forecasting
r T T T T T T T T T T T T T T 1
1940 1950 1960 1970 1980 1990 2000 2010

2. Social Cognitive Theory

6. Resilience
and resilient
adaptation

5. Self-Determination Theory

|.27

identified eight theories

(shown in boxes) published between 1940 and 2010 with the most relevance to design and evaluation of decision-support interventions.
Additional theories or constructs from theories were also considered, based on publications found through forward citation-searching, a rapid
overview of the decision-making theory literature and discussion amongst workshop organisers with expertise in psychology, health behaviour
decision making and clinical genetics. The final theories presented at the workshop are numbered 1-6 and shown in blue ovals.
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FIGURE 4
patient experiences and views shared in small group discussions.

2.6 | Data collection

To ensure comfort sharing personal experiences, a decision was
taken with the patient panel not to use audio- or videorecording,
however at least one facilitator and two note-takers (genetic
counsellors, geneticists or researchers) were present for each small
group roundtable or online breakout room discussion. There were
more facilitators and note-takers than patients to enable duplicate
notes alongside other tasks such as timekeeping and managing virtual
break-out sessions. These tasks were assigned to facilitators who
were all HCPs or researchers, rather than patients. The rationale for
this was to allow for patients to have the freedom to focus on sharing
their views and lived experiences. Facilitators were instructed to
encourage patients to lead discussions, providing minimal prompting
because the aim of the workshop was to hear directly from patients
what was important to them when they make decisions. Ground rules
were agreed, including delineation of tasks and responsibilities and
respect for confidentiality and opinions during the discussions. The
ground rules had been discussed during the planning committee
meetings, including feedback from the patient panel chair on behalf
of panel members. The ground rules were presented verbally at the
start of the workshop by K. K., and all patients and facilitators were
invited to make suggestions either in the group setting or privately.
All participants agreed to the ground rules as presented.

Notes were not verbatim, although they included quotes as
heard by the facilitators and later checked by the patients. Notes
were visible to patients who could ask for corrections. Permission to
share photos taken by facilitators on social media was obtained

verbally.
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2.7 | Evaluation instruments
Following the workshop, patients, presenters and facilitators were

sent a feedback survey.

2.8 | Analysis

Duplicate notes from each discussion group were compared,
combined and analysed using inductive, reflexive thematic analy-
sis.%2% This was chosen as a flexible method applied to qualitative
workshop data to answer the questions: What is important to people
when they make decisions, and how should this be applied to
codesign of a PtDA? Reflexive thematic analysis can ‘reflect reality

and... unpick or unravel the surface of “reality”,%2

making this a good
fit to draw meaning from the discussions.

Notes from discussion groups were reviewed by the lead author
(K. K.) to achieve data familiarisation then analysed and interpreted
for patterns and grouped into codes and themes descriptively and
interpretively. Collaborative coding was achieved by checking quotes,
codes and themes directly with patients (all who attended the
workshop also agreed to be coauthors). A few quotes were directly
corrected by patients using tracked changes of a Word document
displaying the quotes organised into themes and subthemes by the
lead author. And additional quotes were added to the manuscript
following a comment that one patient couldn't locate their ‘voice’ in
the selected quotes. A constructionist approach was used to search
for meaning together with patients.* This collaborative technique

can be used ‘to enhance understanding, interpretation and reflexivity,
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rather than to reach a consensus’ (p. 8).% All patient coauthors
approved the draft and final manuscript before submission.

The draft logic model was revised, applying what was learned
from patients to define problems, contextual factors, intervention
components, theoretical mechanisms, purported mediators and
outcome measures. This was presented to all the patient work-
shop participant co-authors for comment and approval before
finalisation.

Feedback survey results were analysed with descriptive summaries.

3 | FINDINGS

3.1 | Patient characteristics
All invited presenters, organisers, facilitators and note-takers
attended. Roles and titles are listed in Table 3.

Ten patients attended. Six were from the patient panel, who
all attended in person, including the Chair. One patient from the
BRCA-Direct Group and one from The Institute of Cancer
Research Group attended in person. Two from the South East
London Group attended virtually, one preplanned and one
converted to virtual due to caring responsibilities. Two additional
patients from the Cancer Research Group for Diverse Back-
grounds who had planned to join virtually were unavailable on the
day due to personal circumstances, including caring responsibili-
ties, although funding for carers was offered.

Patient demographics were not collected due to confidential-
ity. All were female, despite inviting males. Seven out of 10
patients attended the dinner, with most accommodated in a hotel
for one or two nights if they lived more than an hour's train

journey away.

TABLE 3
Role for workshop

Organiser/presenters

Project leads

Management

Invitations, room and travel bookings, catering,
accommodation, access requirements

Facilitators for small group discussions

Note-takers

Live visual summary drawing

3.2 | Thematic analysis of qualitative data

Patient discussions were vibrant, with personal views and lived
experiences openly shared. Qualitative data from discussion notes
combined with the artist's visual impression were extremely rich. A
thematic map is presented in Figure 5, showing the main, overarching
theme: it's personal. Several subthemes were important to patients when
they described how they made decisions: autonomy, emotions, time of life,
resilience, self-efficacy, feeling alone/excluded, understanding risks, influence
of others and uncertainty. Paraphrased patient quotes were purposively

selected to unpack meaning and are presented below.

3.3 | Overarching theme about how people make
decisions: It's personal

Patients had a clear appreciation that decision-making is highly
personal and respected that others might decide differently due to

values, personality or life situation:
A good decision is the one that feels right for me.

Your entire life, what you are today is nurture,
upbringing. What distinguishes you from me are
different experiences. Whether that is cultural,
family, descent, which school. Of course, these

influence.

Patients expressed an often-unfulfilled desire for HCP to get to
know them and understand their priorities, although they acknowl-
edged institutional and resource pressures that limited time available

to invest in this.

Roles and professional expertise of workshop organisers, presenters, facilitators and note-takers.

Title

Genetic Counsellor/PhD student (K. K.)
Health Psychologist (K. M., K. H.)
Professor of Psychosocial Oncology (C. F.)
Professor of Cancer Genetics (D. E.)
Programme Manager (B. T.)

Research Administrator (R. W.)

Consultant Cancer Geneticist (H. H., K. Sn.)
Consultant Research Nurse (E. B.)
Ethics Research Fellow (K. Sa.)

Genetic Counsellor (L. B, B.C.,G.C, S. C., A.
F,G. K,E W,A Y)

Professional Artist (R. D.)
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Autonomy:

it can help to get
information and feel
in control, but it can
also be a burden

Emotions:

they might be
more important to
me than facts

Uncertainty:

it can be hard not
knowing and this could
make it hard for me to
decide, or make me
want to decide quickly

right for me’

Influence of others:

What is important to people when they make decisions?

Resilience:

| can deal with tough
experiences, cope
better than | believed
| could and be a role
model for others

Time of life:

to understand my
decision-making priorities,
get to know me and my life
situation

It’s personal:
‘A good decision is one that feels

‘Understand what matters to me’
‘Treat me as an individual’

Self-efficacy:

| want to feel
empowered and
confident | am making
the right decision for me

Feeling alone or

| might not be making
the decision on my own

believe them

Understanding risks:

it is hard for doctors to explain risks
and the numbers might not mean
much to me personally so | might not

excluded:

| often have to
educate others about
what is important for
my care

FIGURE 5 What is important to people when they make decisions? Schematic map of subthemes (shown in boxes): autonomy, emotions,
time of life, resilience, self-efficacy, feeling alone/excluded, understanding risks, influence of others and uncertainty. In the centre (shown in an

oval) is the overarching theme: It's personal.

Understand what matters to me. Treat me as an

individual.
3.4 | Subthemes
3.4.1 | Autonomy

Patients wanted autonomy (the right to decide for themselves).
Information helped some to feel in control, although they understood
they could not always control outcomes such as their response to

medical treatment:

We want control of making decisions. Even though
you're not going to stop the inevitable, it feels better
to have control.

Preferences for the type and amount of information were often

mismatched with what was provided:

How much is too much information you need to make a
decision? | wrote my doctor a letter with my pros and
cons and what mattered to me, and he came back and

thanked me and said he would use it for his patients.

When | was first diagnosed, my oncologist gave me a
50-page ASCO summary on Herceptin because he
knew | wanted information, but that was a bit too much.

Autonomy could also feel like a burden, with careful deliberation
about complicated medical decisions perhaps too much to bear,
especially when dealing with a significant cognitive load from
adjusting to a diagnosis and threat to life:

| didn't want the choice. | wanted someone to tell me

if | will benefit or not benefit.

Even if they preferred autonomy themselves, patients
were respectful that others might prefer to relinquish it when
they were unsure what was best, for example about cancer

treatment:

Some people will never make a decision for them-
selves, and they just want to be told. If they want to
say, ‘What do | do, doctor?’ that is okay. Sometimes
this can validate your decision.

For some people, it's too much. They need to tell
someone they trust what's important to them, and
then that person can put it together and say what the
right path is.

3.4.2 | Emotions

An often hidden but vitally important element driving decision-
making was emotions. Patients talked about the personal nature of



KOHUT ET AL

Wl LEY 11 of 19

feelings and life situation, which they recognised that HCP could not

necessarily understand.
No one else can feel what you're feeling.

There was a sense that first instincts and ‘going with my gut’ was

the right path, no matter how much information was given.

Since my cancer diagnosis, I'm more led by my heart

than my mind now.

In clinic, there is a weighting toward factual/rational
information. How do we combine the emotional,
spiritual, religious with this? For some people, this

may outweigh facts.

| don't see mind and emotion as being different. The

emotions come from my mind, so they are the same.

Fear was strongly influential, particularly when dealing with shock,
information overload and a bewildering choice about complex medical
interventions. In the setting of a potentially life-threatening cancer
diagnosis, stakes were high. Fear of death could drive people to rush into
a decision hoping for a positive long-term outcome (survival), even if

there were short-term harms (e.g., side effects from treatment):

| just agreed to anything my doctor said. Because it

was life or death.

| just wanted to live. | didn't necessarily think about

how living would be, but | just wanted to live.

3.4.3 | Time of life
Priorities such as time of life and context were crucially important to
personalised decision-making, but often not shared with HCP if time,

support and interest were felt to be lacking.

Thinking back, my decision was based on my kids
being young and reconstruction surgery could all be
done at the same time.

| was in a long-term relationship, etc, [not having
reconstruction] wasn't a difficult decision as it didn't
feel important, and it would have been a big, multi-

step surgery.

New job, no sick leave. | made the decision practically,

wanted to limit time off after surgery.

| worry about my kids as they are making decisions at
a different time in life. | was married and had my kids.

3.4.4 | Resilience

Capacity for resilience surprised people when faced with challenging
circumstances. They inadvertently became role models and an
inspiration for others. They did so because they needed to get
through and find inner strength. They were quietly proud of their
resilience, did not always find it particularly helpful for others to

comment on it and sometimes found excessive concern unhelpful:

| had to stay positive for my family. It's hard for
onlookers, easier for us going through it.

| hate it when people say you are brave. What choice

do you have?

Yes, you become resilient. You can't live your life in a
‘river of cream’. You get bad experiences, but if you have

responsibilities on your shoulder, you learn to cope.

I'm amazed at how resilient | have become. Took me
two or three years afterwards to realise—it's said, ‘You
are so brave’ but for me it was contextual factors—
family, children...

3.4.5 | Self-efficacy

Self-efficacy was achieved through belief in ability to understand
information and make good choices. When faced with a medical
decision, people often drew on prior professional training and

experience and applied these skills:

| look at the facts and | make a decision. | was trained
that if you find out a decision is wrong then you are
not afraid to change your mind. It is not a sign of
weakness. Because of that training you don't regret

the decisions you make.

| ran my own company—knew | had made bad decisions
in past, but felt I'd never looked back and had always
learned from these. Regret is an okay thing in life.

Sometimes people needed help finding their inner self-efficacy,

especially during a turbulent time. Support needs were diverse.

There are lots of different ways of giving people help
to move forward. Helping people get unstuck: oiling
the lock.

Patients often coped better than they thought they would with
difficult experiences, showing confidence to make the right decision
for them at the time, and kindness to accept that they did their best,
which minimised decisional regret later:
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For me and the decision | made for my son—I| felt

confident. It had to be right for me.

3.4.6 | Feeling alone/excluded
Patients could feel alone when dealing with a diagnosis, and exclude

themselves from accessing potential sources of support:
There is discrimination.
| didn't tell anyone at work.

When deciding against medical advice, this could be a lonely
experience and they had to be true to personal values and
choices:

How do you trust yourself when a clinician is telling
you something else? | know how | feel. | know what

I'm about. And I'm in control of this.

It all comes down to your inner voice. You have no
choice but to survive and if you don't like the sound of
their plan, don't be afraid to say what you want. You

know your body best.

People navigating care after a diagnosis felt isolated when their
HCP was not well-informed, which was frustrating and placed
pressure on them to be proactive and advocate for themselves:

First stumbling block is education of healthcare
professionals... Patients are often more educated than

professionals.

3.4.7 | Understanding risks

Understanding risks was perceived to alleviate the anxiety and

decision paralysis caused by uncertainty:
Knowing about the genetic risk has been key to it all.

However, it was acknowledged that effective risk communication is

incredibly challenging, especially in a time-pressured environment:

Doctors don't even understand absolute and relative

risk, which is irritating. How is a patient supposed to?

Treatment or no treatment? Should |, or shouldn't 1? |
understood the biology, but it was hard to see what

the benefits were versus the harms.

Personalised risk communication was important, including age-
stratified risks and considering people's past experiences of medical
conditions and treatments and how this influenced perspectives and

decision-making:

The information that is important is different for
different people.

lllness from treatment meant menopause didn't feel
so big.

3.4.8 | Influence of others

External influence was often strong, including from HCP, family,
friends and peers. Patients highlighted that they were not making
decisions on their own:

The medics need to remember we are people, we have
other people, we have families and other people
involved in the decision. It's not just the patient in
front of you.

My husband was not keen on me having chemo-
therapy and the pressure of coping with a partner
having chemotherapy. This did not sway my decision,
but it was a factor. A chat with a pathologist friend
helped as she knew the science but was also familiar
with my values.

Conflicting opinions and influence could cause pressure and a
crisis of confidence for patients already dealing with heightened
distress:

You have to make the decision, but everyone around
you has their opinion. Some valuable, some not. All of
that is sitting on you while you are feeling over-
whelmed. You have to quickly make decisions, put
your trust in either them or yourself, and hope you're
both on the same page, that what they feel is best for
you, you feel is right for you. And then you hope you
have made the right decision.

3.4.9 | Uncertainty

Tolerance for uncertainty was varied. Not knowing could be hard,
which could encourage a quick decision to avoid deliberation when
cognitive load was high. However, patients showed acceptance that
they did the best they could.
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The ‘maybe’ phase can be very long—some find it
more distressing making a decision whereas others

prefer to make a decision and move on.

| only felt anxious while making the decision—once
made, | could park it and not regret it. Now it feels like
the right decision, in hindsight.

Career was my top priority, and then all of a sudden it
was health. Everything shuffled around. Your life feels
pretty certain, and then you're in a world of uncertainty.

3.5 | Artwork

The artist's lay impression (Figure 4) of the messages conveyed by the
presenter and patients showcased similar sub-themes to the thematic
analysis of discussion notes:

Clinicians need to remember that we are people.

The potential for the PtDA to complement personalised

counselling was highlighted in the artwork:

Help our patients to make quality decisions.

WI LEY 13 of 19

It's about promoting shared decisions.
Support the patients. Give them confidence.

A blog post was shared by the PRP Chair (L. T.) on the research
programme website including the artwork and photos: https://www.
cangene-canvaruk.org/post/patient-decision-making-workshop. A
digital image of the mural will be included on the PtDA website.

3.6 | Logic model

Notes placed on the logic model poster (displayed in Figure 2) echoed
key considerations raised in patient discussions. The revised logic
model is presented in Figure 6, with additions based on patient input
shown in red.

3.7 | Evaluation surveys

3.7.1 | Patient evaluation survey

Seven out of 10 patients responded. Descriptive summaries are
presented inTable 4. All respondents rated their overall experience as
‘very good'.

Theoretical mechanisms
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) |
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|
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|
|
|
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Signposting to peer
support/charities

ODSF = Ottawa Decision Support Framework
TDF= Theoretical Domains Framework

R

educed anxiety
Improved understanding of genetic predisposition and decisional
and management options: conflict
Identifying options that are in line with personal Improved
values, i.e., what matters to you, even if it is confidence to
different to traditional medical advice manage genetic
., predisposition to
Increasing confidence to make decisions, reducing cancer
uncertainty, empowerment, self-efficacy
T Improved
Feeling adequately supported management of
genetic
Increasing autonomy to make own decision predisposition to
cancer
Increasing perceived resilience to cope with the
outcomes of the decision ‘A good decision is
r one that feels right
Access to specialists and trusted information for me’
[ Contextual factors ]

Alt's personal

* Relationship with clinician: WE share the decision (clinician-patient)
* Is my clinician “on board” with using the decision aid?

« Difficulty of the decision

* Family experiences of cancer

Organisational/system factors:

* Anxiety about cancer + expanded gene panel testing
« Access to healthcare « equity of access
* Health literacy « education of clinicians about rare conditions

* Existing decision uncertainty
* Influence of others

Urgency of treatment: | might need more time or want or someone else to
decide for me

\Time of life
< Caring responsibilities

FIGURE 6 Revised logic model based on output from the workshop, including thematic analysis of patient small group discussions and
artwork summary drawing and notes placed on the logic model poster.
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TABLE 4

Survey question

1. How would you rate your overall experience of
being involved in the decision-making workshop?

2. How much do you agree with the following
statements?

(a) The aims of the workshop were clear.

(b) The workshop was interactive and | had
opportunity to contribute.

(c) | believe my participation has been valuable and

will make a difference to the research.

(d) Any comments about the above?

3. What do you think worked well?

4. Is there anything you would like to see done
differently going forwards?

5. Please can you let us know if you came in person or
attended online?

6. How long do you think our next workshop
should be?

KOHUT ET AL
Summary of patient and public collaborator evaluation survey responses.

Rating n (%)
Very good 7 (100)
Strongly agree 6

Agree 1
Strongly agree 7 (100)
Strongly agree 3

Agree 4

‘Listening to ideas and opinions of others contributes to the fund of
knowledge’.

‘Would like feedback from facilitators on how the information from our
personal stories will impact on their research’.

‘Short sessions and working with different people’.

‘The artistic representation was very powerful and a fantastic snapshot’.

‘All was perfect. The technology was very well organised’.

‘Small groups of patients’.

‘The agenda was slick, timely, and never felt laboured or rushed. Great example
of PATIENT PARTICIPATION done well with parity of participation’.

‘Feedback given after each session’.

‘Patients changing groups after every discussion with different facilitators’.
‘Maybe consider copresentation with the Patient Reference Panel?’ ‘When we
went into breakout groups it wasn't always entirely clear what we were

being asked to do, and the facilitators weren't always sure either!

In person 5
Online 2
2 Days 1
1 Day 5
Half-day 1

Note: Rating scales included: very good, good, poor, very poor or strongly agree, agree, disagree, strongly disagree. Only ratings that had at least one

response have been shown.

3.7.2 |
survey

Thirteen out of 15 responded. Descriptive summaries are presented
in Table 5. Facilitators were impacted by patient stories and reflected

on application to clinical practice:

Reaffirmed there is not a ‘one -size fits all’ for decision

making.

Facilitator/note-taker/presenter evaluation 4 |

DISCUSSION

Our innovative patient workshop produced rich qualitative data suggest-
ing the way people make health decisions is intricately personal.
Contextual factors were key and changed over time. Patients were often
influenced by others, which in addition to their HCP could include family,
friends and peers. They felt obliged to make complex, difficult choices
under pressure, due to urgency of treatment, strength of medical advice,
or the desire to ‘get on’ and alleviate uncertainty and distress. However,

the potential for decision regret was a concern. It took empowerment,

They were impressed with content and inclusion of the artist but
suggested a longer workshop and more assistance with facilitator

instructions and virtual break-out rooms.

confidence and self-kindness to accept that a decision was the best one
at the time, even if they might have made a different decision with the
benefit of hindsight.
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TABLE 5

What do you think was done well?

The whole event was very inclusive.

Enjoyed flow of lecture followed by
break outs to discuss topics in
more personalised detail.

Good organisation, loved mixture of
lectures, discussions and artwork.

Running of the day incredibly smooth.
Excellent to have regular points
for discussion. Having an artist
was fantastic.

The setting was really interactive. The
artist was also a particularly
brilliant addition.

Splitting into chunks helped
engagement and kept momentum

Well organised, technology mostly
worked. Impressive to include
those who could not travel in.

Conversations were facilitated but
not rigidly, allowing for the
richness of true and personal
reflections to emerge.

It was so well organised, and people
were rotated around.

Very well organised and gave lots of
opportunities for people to speak,
including virtual patients.

Strong focus on patient voice.
Diverse and engaging content.
Respectful atmosphere.

Preworkshop meal valuable to build
rapport. Visual summary an
interesting idea.

What could have been better?

We really needed 2 days as
there was so much to talk
about.

It was important to have
someone facilitating online
as well as having a body in
the room.

Can't think of anything!

It may have been helpful to
have seen more of the
decision aid and the website
to help in the discussion.

It may have helped to have
designated hybrid
facilitators.

Hybrid links (but recognise
difficulty with this).

More time for discussion, but
that was not possible within
the day.

More time walking through the
decision aid as a group.
Trying to recruit more male
patients.

Maybe an ice breaker exercise
at the beginning.

Rotating groups between tables
got a bit haphazard towards
the end!

More directed prompts at the
beginning of each
roundtable would have been
helpful.

Possibly in future increasing the
ratio of patients to note
takers/facilitators.

Summary of responses from organiser, facilitator and note-taker evaluation survey.

How will what you learned on the day
change your thinking? Will you bring
any change back to your clinical
practice or research?

It has made me think about how
individuals make decisions and not
to assume.

Good reminder of how different
patient experiences can be. It
reminded me not to generalise!

Important to hear patient voice and
think about how to facilitate shared
decision-making.

Shared decision-making was a key
theme. Some make decisions for
family rather than on an individual
level.

Consider similar for future research
and the use of artists in sci
comms more.

Reaffirmed there is not a ‘one -size fits
all’ for decision making.

Reminded how nice it is to have face-
to-face interactions, and the quality
of those interactions.

Already changed the way | think—
greater confidence in my/my
patient's need to make health
decisions for themselves.

Everyone listened to with respect and
patience. Every voice counts no
matter how big or small.

Reiterated that there is a huge variety
in how people make decisions.
Thinking about this more in clinic.

Individuality—what was preferable to
one patient was unhelpful, or even
off-putting, to another.

Please add any other comments

Extremely well run. Everyone
had the opportunity to be
heard.

Probably the best organised and
useful session | have
attended. | also really
enjoyed the artist!

Incredibly grateful to patients
for sharing stories, giving a
unique perspective of
journey in healthcare.

Very enjoyable and
productive day

It was so interesting hearing the
patients' stories.

| felt so honoured to be able to
help out.

Overall, a wonderful and
informative experience!

Simple presentations about theoretical constructs sparked
vibrant discussions in an open environment with sharing of
personal opinions, including many that were withheld from
traditional encounters with HCP during treatment planning.
Patients were interested in concepts from many theories but did
not feel that the way they make decisions was explained by any
one theory. Patients highlighted the importance of contextual
factors, suggesting these are underrepresented in traditional

decision-making theories.

We adopted a codesign approach by giving patients who will
use health resources a voice and using a creative workshop to

develop a shared understanding and find meaning together.?¢:31:35

In line with previous literature,?”2®

our findings suggest that there
is no one ‘best fit' theory to explain what is important to people
when they make decisions, and to underpin a PtDA. We will use an
inductive approach to our programme theory, incorporating
constructs from multiple theories based on what patients identi-

fied was important to them.
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Many of the concepts raised by patients as important to
medical decision-making agree with those reported in qualitative

studies of people with Lynch syndrome®>%®

and other genetic
cancer susceptibilities.®”"¢” These included including challenges
with risk communication, frustration about lack of access to expert
practitioners, personalised preferences for the amount and format
of information, varied personal meaning taken from risk assess-
ments and implications for consideration of management choices.
Listening to people's lived experiences in the context of real-life
situations and competing priorities provided novel insight into
perspectives and worldviews and presents a unique contribution
to the literature.

Our findings add value to those from previously reported
studies by asking a group of patients with lived experiences to
consider what is important to them as they make decisions generally
in life as well as specifically with respect to medical care. Future
work is ongoing to partner with more people from diverse groups in
the community so we can ensure that the PtDA is helpful and

engaging for them.

4.1 | Strengths and limitations

A major strength of this workshop was prioritising patients' lived
experiences, views and preferences as the most important factors to
determine incorporation of constructs from decision-making theories
to underpin the conceptual framework of a PtDA. Only one patient
(chair of the patient panel) was included on the planning committee
due to constraints on funding, time and availability, however panel
members were asked to contribute their thoughts, opinions and
suggestions before any final decisions were made. Invitations were
extended to other research, community and charity patient groups to
increase equality, diversity and inclusion. Attendance at the work-
shop was challenged by a low response rate to these invitations as
well as limitations on the size of the room and available funding to
cover travel, meals and reimbursement for patients' time. Addition-
ally, even patients who were interested to attend experienced
personal circumstances such as health issues or caring responsibilities
that meant they had to cancel at short notice or convert planned
in-person attendance to virtual.

Discussions were not recorded to encourage open sharing;
therefore, thematic analysis was completed on notes rather than
verbatim transcripts which may have resulted in some comments
being missed or misinterpreted. To minimise this, two note-takers
were allocated to each group and notes were checked by the
patients, all coauthors. The inclusion of a professional artist sketching
a live, visual summary provided a vibrancy to the workshop and the
final image presented another perspective to showcase the findings
and complement the discussion notes.

Although men were invited, none attended, therefore we were
unable to explore the views of men or people with other gender
identities. Strategies to include diverse patient and researcher

partners from underserved groups are being pursued.

5 | CONCLUSIONS

This paper makes a unique contribution to knowledge, providing rich
insight into patient decision-making priorities, experience and
outcomes, as well as giving a worked example of a theory-focused
patient engagement event.

The major finding was that decision-making is highly personal.
There was no one theory or construct to adequately target the range
and breadth of support needs for patients making health decisions.
Learning from patient experiences led to revised conceptual and logic
models for the PtDA. These are being continually refined and
optimised using the person-based approach.”® We recommend
strategies for patient codesign of PtDA, asking people who will use
these resources to partner with researchers to address challenges

and solutions together.

6 | FUTURE DIRECTIONS

Feedback from HCP suggested impactful learning taken back to clinical
and research practice. As one summarised, the experience reinforced
the importance of personalised SDM: ‘Good reminder of how different
patient experiences can be. It reminded me not to generalise!’” Our
research group has progressed plans to disseminate and champion our
codesign approach and inspire others to consider similar methods.
Further codesign workshops are planned, focussing on key topics
identified by patients, such as living with uncertainty.”*”2

Additional, dedicated funding has been secured to increase
equality, diversity and inclusion, collaborating with trusted leaders,
patients, carers, charities and peer groups. Cultural tailoring and
translation of the PtDA will increase accessibility. Longitudinal
studies are needed to determine whether use of PtDA leads to
improved health outcomes?® as part of personalised, holistic
healthcare realised in respectful partnerships with HCP committed
to SDM.
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