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Our Voice Citizens’ Jury on Shared Decision-making

Introduction

In the autumn of 2018 a diverse group of Scottish citizens
gathered over three days to make recommendations on shared
decision-making in health and social care.

The 24 citizens shared ideas, opinions and experiences and questioned
expert commentators before attempting to reach some consensus.

This report documents the process followed and lists, in the participants’ own
words, their recommendations.
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What is a Citizens’ Jury?

Many institutions across the world have started to recognise the
importance of involving members of the public in helping make
important and difficult decisions.

A Citizens’ Jury is the bringing together of a diverse group of between 12 and
25 members of the public who are usually randomly chosen. Their task is to
work through an issue, share ideas and perspectives, explore options and
eventually come up with a set of recommendations.

They are helped by experienced ‘facilitators’ who help make sure everyone
has a fair say and that the task is achieved. As part of this deliberative
process, there is also input from external people who can offer particular
insight or expertise. These people are known as commentators or expert
witnesses.

Well-designed Citizens’ Juries create insightful results that would not be
achieved through a consultation, focus group or survey. In addition, the
process nearly always produces a group of enthusiastic motivated residents
interested in taking action.

First used in the 1970s by the Jefferson Centre in the US, Citizens’ Juries
were introduced into the UK in the mid-1990s but are still rare within Scotland.
Their use is, however, widespread across the world, on a vast range of topics
ranging from the use of genetically modified crops in Mali (2006) to Nuclear
Waste Storage in South Australia (2016).

Deliberation

“Deliberation includes exchanges between
two or more people around a common
topic with back and forth reactions to each
other’s views, puzzling over an issue to
work something out collectively, the
sharing of reactions, trying to understand
the position of others, a willingness to be
persuaded by another’s position. There is
the possibility of disagreement, conflict
and argument and discussion of that
disagreement. Ideally all this discussion
should lead to a consensual resolution or
of conclusion to the question being
explored.”

— Davies et al 2006
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Why a Citizens’ Jury?

The Chief Medical Officer's 2014-15 annual report, ‘Realistic Medicine’”,
called for changes in the way care is delivered in Scotland. The Chief Medical
Officer has challenged healthcare professionals to consider how we can build
a more personalised approach to care, reduce harm and waste, manage risk
better, reduce unwarranted variation in health, treatments and outcomes and
find innovative ways to improve the way healthcare is delivered in Scotland.

An important aim of the Realistic Medicine agenda is to foster and promote
shared decision-making. That is, where decisions about a person’s care or
treatment are made jointly and in partnership with healthcare professionals
and the individual receiving care (and if required, with others supporting their
care, such as their families, guardians or advocates).

The follow-up annual report (2015-16), Realising Realistic Medicine?, set out
the Scottish Government’s plans to hold a Citizens’ Jury to help implement
the vision.

Subsequently, the Scottish Health Council® was asked to manage and
evaluate* a Citizens’ Jury on the topic of Realistic Medicine. Plans for the
Citizens’ Jury became one element of the Our Voice programme, which was
developed to support people and their families to engage at every level in
health and social care®.

%y

“Over the course of 2017, with support from the Scottish Health Council
and The ALLIANCE, we look forward to establishing what Realistic
Medicine means to people we care for and support and the wider public.
We must gain a true understanding of what the concepts described in
Realistic Medicine mean for those accessing health and care services,

Realising Realistic Medicine

in order that we can truly co-produce a realistic approach to health and
social care. A number of methods will be used to find out how best to
achieve this, including focus groups, the Citizen’s Jury and Citizen’s
panel.”

— Realising Realistic Medicine: Chief Medical Officer's Annual Report 2015-16

1 Chief Medical Officer's 2014-15 annual report, Realistic Medicine
2 Realising Realistic Medicine: Chief Medical Officer for Scotland annual report 2015-2016
3 http://scottishhealthcouncil.org/home.aspx

4 The Scottish Health Council’s evaluation of the Citizens’ Jury will be published in 2019 and will be
available on the Scottish Health Council website.

5 http://scottishhealthcouncil.org/our_voice/our_voice.aspx
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In 2017 Our Voice commissioned the social enterprise Shared Future CIC to
conduct an initial literature review® and options appraisal to help inform final
decisions on the jury design.

Drawing on advice from the Our Voice Programme Board, the options
appraisal, stakeholder engagement and the literature review, the decision
was made for the focus of the Citizens’ Jury to be the shared decision-making
element of Realistic Medicine.

©

This specially commissioned document takes a snapshot of relevant
literature to discuss the features of citizens’ juries, their use (both in
Scotland, England and internationally) and the Scottish context.

Citizens’ Jury literature review

The review considers questions around the design elements of the

process and offers a critique of citizens’ juries and other mini publics in
particular the ability of citizens’ juries to be inclusive and to impact upon
decision-making processes.

The work of the Citizens’ Jury was designed to complement questions about
shared decision-making which had already been put to the Our Voice
Citizens’ Panel’, made up of around 1,200 people from all walks of life drawn
from across Scotland. The panel is broadly representative of the population
as a whole. This consultation was conducted via a survey and did not involve
deliberative engagement.

After a competitive tendering process in the summer of 2018 Shared Future?®
was commissioned to design and facilitate the Jury on the topic of shared
decision-making.

This was the first Citizens’ Jury commissioned by the Scottish Government to
consider a healthcare topic. Its intention was to:

o offer further insight into how relationships between health and social
care professionals and service users might be strengthened i.e.
(shared decision-making), and

e assess the role of Citizens’ Juries as an innovative approach to citizen
involvement in the policy-making process.

6 Citizens Jury Literature Review: Shared Future and Our Voice (2017)

7 The second report of the Our Voice Citizens’ Panel in 2017 focused on members’ views on
shared decision-making with health and social care professionals

8 The Shared Future team have designed and managed over 30 Citizens’ Jury processes over the
last 10 years
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The Citizens’ Jury commissioners decided that the Citizens’ Jury pilot should
take place over a total of three days. Shared Future recommended that these
three days should be split with a two-week gap between each session. This
would mean a less intense time commitment for participants and crucially also
provide an opportunity to reflect between sessions.

The question

Clearly the setting of the right question for Jury members to consider is
central to the success of the Citizens’ Jury process. However, this is not easy.
Too broad a question and the group may be unable to move beyond broad
recommendations. Too narrow a focus and the Jury members may feel they
do not have the permission to explore some of the wider context influencing
the issue under consideration.

The Scottish Government recognised it is essential that the question put to
the Jury is meaningful to members of the public and that it is sufficiently
substantial to stimulate meaningful deliberation. Having a well-focused
question would enable the Jury to use its time effectively to address the
question (rather than discussing the definitions and parameters of the
question).

In the summer of 2017, during the initial options appraisal, a series of
stakeholder engagement workshops facilitated by Shared Future and
supported by the Our Voice team explored potential questions. From this
process the following shortlist of questions was generated:

Question 1: What should shared (or joint) decision-making look like between
the individual and the people involved in their care, and what
things are needed to allow this to happen?

Question 2: What would it take to genuinely include ‘me’ in ‘shared
decisions’ about my health and social care?
What communication approaches are needed?

Question 3: What does shared decision-making with a health or social care
professional mean to me and what do | need for it to be possible
in every interaction?

“Time and time again, evidence from citizens’ juries demonstrates
that, where there is not a clearly defined, narrow and focused
agenda there will be poor quality deliberation.”

— Elstub, S. (2014) ‘Mini-publics: issues and cases’ IN Deliberative
Democracy: Issues and cases. Edinburgh University Press
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After lengthy discussion at the project’s first Oversight Panel the following
question was agreed:

The Citizens’ Jury question

When decisions about a person’s care or treatment are made jointly
between health or social care professionals and the individual, or others
supporting their care, it's known as shared decision-making. The question

the Citizens’ Jury will attempt to answer is:

‘What should shared decision-making look like and what needs to be
done for this to happen?’

Oversight Panel

In keeping with good practice in the design of deliberative processes® the
Citizens’ Jury was supported by an Oversight Panel, which met on a number
of occasions parallel to the Jury process. The role of the Panel was to:

e ensure that the process is fair and rigorous

e agree on the question to be posed to the Citizens’ Jury

e suggest topics to be considered by citizens in the process

¢ identify commentators/witnesses best able to present on these topics
e monitor the process of citizen selection

¢ comment and offer guidance on the draft evaluation framework, and
e advise on the dissemination of the Jury’s findings.

At an early stage it was identified that the Oversight Panel should be made up
of a diverse range of stakeholders — both to ensure the legitimacy of the
process and, where appropriate, to support implementation of the Jury’s
recommendations.

During some of the stakeholder workshops held in 2017 participants talked of
the importance of an oversight function and in particular the need for a very
carefully chosen “neutral Chair” who would be seen as impartial to the issue
under consideration. The Scottish Government proposed Erica Reid,
Associate Director of Nursing and Allied Health Professionals, NHS Borders,
to lead the Oversight Panel of this pilot Citizens’ Jury.

9 Two thirds of the health-related citizens’ juries examined by Street et al (2014) established a
steering committee or advisory group made up of key stakeholders i.e. policymakers, experts in
the field under consideration, advocacy group representatives, clinical practitioners, deliberative
methodologies and patients.
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The Oversight Panel met on four occasions in Edinburgh, including at the
start of the process, between Jury sessions and after the final session.

Working alongside the Oversight Panel was a small Implementation Group
whose function was to support the work of the Oversight Panel and to check
logistics. The membership of this group included Helen Mackie (National
Clinical Advisor, Realistic Medicine, Consultant Gastroenterologist, NHS
Lanarkshire), Gary McGrow (Social Researcher, Scottish Health Council),
Erica Reid (Chair of the Oversight Panel and Associate Director of Nursing
and Allied Health Professionals, NHS Borders), and Joanna Swanson
(Person-Centred and Quality Team, Directorate for Healthcare Quality and
Improvement, the Scottish Government).

The Implementation Group and some members of the Oversight Panel
attended the Jury meetings as observers to the process. They were:

Keith Chapman ALLIANCE Member

Susan Clerk ALLIANCE Member

Rachel Creaney Scottish Government (Intern)
Gary McGrow Scottish Health Council
Erica Reid NHS Borders

Alix Rosenburg Scottish Government
Joanna Swanson Scottish Government

Professor Andrew Thomson University of Edinburgh

10
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Oversight Panel membership

Erica Reid (Chair)

Helen Mackie

Professor Andrew
Thompson

Dr Graham Kramer

Carol Clugston

Dr Margaret McCartney

Irene Oldfather

Rod Finan

Sarah Gledhill

Karen Stewart

Keith Chapman

Suzanne Clark

Peter Bryant or Jez Hall

Associate Director of Nursing and Allied Health
Professionals, NHS Borders, Chief Nurse
Health and Social Care Partnership

National Clinical Advisor, Realistic Medicine,
Consultant Gastroenterologist,
NHS Lanarkshire

Chair of Public Policy and Citizenship, Politics
and International Relations, School of Social
and Political Science, University of Edinburgh

GP, Royal College of General Practitioners
Scotland Executive Officer (Patients and
Public), former Health Literacy lead for
Scotland (RCGP nomination)

Royal College of Physicians of Edinburgh
Lay Advisory Committee

GP and journalist

The ALLIANCE, Director of Strategic
Partnerships

Professional Social Work Adviser

Workforce Development and Regulation Team
Leader (Chief Social Work Adviser nomination)

Healthcare Science Officer (Chief Nursing
Officer nomination)

Service-user representative on the Midlothian
Integration Joint Board

Member of the East Renfrewshire Our Voice
Group (Health and Social Care Alliance
Scotland nominations of people with lived
experience of using services)

Shared Future, attended each Oversight Panel
meeting in an advisory capacity

11
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Members of the Jury

One of the defining features of the Citizens’ Jury process is the participant
selection. Many see the use of random selection as one of the Citizens’ Jury’s
major strengths. In theory this approach avoids problems of self-selection by
those with strongly defined opinions or a vested interest.

The reality is that most Citizens’ Jury-style processes use a process of ‘near
random selection’. Citizens’ Juries typically use a form of stratified sampling

whereby the population is divided into a number of separate social groups. A
random sample is then drawn from each group, with the aim of achieving as

close to a representative sample as possible.

The recruitment of a sample of the general population was subcontracted to
Research Resource who manage the Scottish Health Council’s Citizens’
Panel. Recruitment of the Jury members was started via a letter to a random
sample of residents drawn from the electoral register. 3000 letters were sent
out on the Chief Medical Officer’s letterhead. Participants were encouraged to
respond either by a pre-paid envelope, a web link or by phone. This targeted
people enrolled on the electoral register within a 45-minute travel time from
Perth. This included people living within five Health and Social Care
Partnership areas of Perth and Kinross, Dundee, Angus, Fife and
Clackmannanshire as well as three NHS Board areas (Tayside, Fife and
Forth Valley).

Approximately 10% of those mailed responded, from which the final Jury
members were selected by a stratified random sampling.

The stratified sampling profile was agreed by the Oversight Panel and aimed
to ensure there was representation that reflected the general population
across age, gender, ethnicity, geography (urban/rural) and those identifying
as having a long-term health condition.

12
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Recruitment profile -
5
6
7
8

Age

16 to 25 6

26 to 44 6

45 to 64 6

65 and over 7

Gender

Female 13 12
Male 12 14

Scottish Index of Multiple Deprivation

1 (most deprived) 6 8
2 6 5
3 5 5
4 4 5
5 4 3
Urban 20 20
Rural 5 6
Yes 10 10
No 15 16
Ethnic Minority 2-4 3
White British 23-21 23

Shared Future advised the Oversight Panel that achieving representation
within a small group is not easy and can highlight rather than reduce issues of
marginalisation. To be the only person in a group with some unique
characteristic can limit their participation.

For example, approximately 4% of the national population of Scotland lies in
the minority ethnic category. For the Jury this would represent a single
person. The Oversight Panel decided instead to aim for a recruitment target
of at least two or three Jury members from this demographic.

13
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In another example of over-representation of a minority, the Scottish Index of
Multiple Deprivation (SIMD) was used as a proxy for health literacy'°. The
participant profile aimed to ensure there was representation across all five
quintiles of the Scottish Index of Multiple Deprivation. However, the Oversight
Panel decided it was important to skew slightly towards those from more
deprived areas (SIMD 1-2).

This desire to ensure that seldom heard voices were sufficiently present in the
Jury led to the organisers working on a recruitment target of 26, with the
expectation that overall Jury numbers would drop either prior to or after the
process started.

Location

Perth was selected as the venue for the Jury due to its relative proximity to a
variety of urban and rural communities i.e. access to all six classes of the
Scottish Government’s urban/rural classification system."’

Incentives

It is common practice in the UK to offer participants an incentive to take part
in deliberative processes’?. Incentives are important to recognise the time
commitment of attendees and to encourage those who may otherwise face, or
feel they face, barriers to attending, thereby attracting frequently unheard
voices.

The oversight panel decided upon a payment of £100 for attendance at each
session. These payments were made at the final session. All participants
were also offered payments to cover travel costs or essential support needs,
such as paying for child or other caring responsibilities.

It is important to recognise that typically in Citizens’ Jury processes many are
encouraged to take part for reasons other than simply the financial incentive.
Some participants will be driven by the desire to ‘make a difference’ and to
feel that they are personally influencing the policy-making process.

10 The Scottish Government definition (2018) of health literacy ‘is about people having the
knowledge, skills, understanding and confidence to use health information, to be active partners
in their care, and to navigate health and social care systems’.

' The Scottish Government’s urban/rural classification system uses two main criteria: population
and accessibility (based on drive time analysis to an urban area). The six-fold system recognises
six different classes namely; large urban areas, other urban areas, accessible small towns,
remote small towns, accessible rural areas and remote rural areas.

2 There is a large variation in the amount paid as financial incentives e.g. Shared Future Citizens’
Juries typically pay £20 vouchers for each 2.5 hour session attended, meaning participants over
a ten session process can earn £200 (e.g. Central Blackpool Health and Wellbeing Inquiry
2017). Following advice from Ipsos MORI, who were commissioned to recruit participants for the
Citizens’ Juries on onshore windfarms in Scotland (2015), participants were paid £70 for Day 1
and £100 for Day 2. The participants of the Forest of Dean Citizens’ Jury tasked with
recommending a location for a new community hospital, were paid £100 per day.

14
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In response to this desire, the Scottish Government agreed to make a clear
commitment to respond to the Jury’s recommendations within a certain
timeframe and that the Chief Medical Officer should offer a personal thanks
and commitment to all who took part. This was done through the recording of
a video message shown at the beginning of the first session of the Jury.

Commitment

The Scottish Government has committed to carefully consider each of the
Jury’s recommendations and reply to them all, either with a commitment to
action or an explanation as to why that recommendation cannot be taken

Ensuring Good Attendance

Research Resource received 269 applications and 26 people were invited to
the first session.

All applicants that were offered a place on the Jury received a letter. Upon
confirmation that they had a place they then received a phone call from one of
the facilitators.

The aim of this call was to start to establish a facilitator/participant
relationship, explain in more detail the process, respond to any concerns and
to answer any questions.

Twenty-six people were invited to the first session with an expectation that
some would fail to attend.

Twenty-four people came to the first session and attended the subsequent
two sessions. Consistent attendance over a number of sessions is very rare
and testament to the commitment of the Jury participants.

The table on the following page is a summary of the profile of those in
attendance.

15
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Age

16 to 25

45 to 64

Recruitment profile -
5
6
7
8

4
26 to 44 5
7
8

65 and over

Female 12 12
Male 12 14

Scottish Index of Multiple Deprivation

a B~ W DN
~ A OO0 OO O
w o o0 o1

Urban / Rural

Urban 17 20
Rural 7 6

Disability / long term health condition

Yes e 10
No 15 16
Ethnic Minority 3 3
White British 21 23

16
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The sessions

The Citizens’ Jury took place on three Saturdays in the autumn of 2018 at the
Station Hotel in Perth. The sessions took place on Saturday 27 October,
Saturday 10 November and Saturday 24 November). Each session lasted
from 10am until 4:45pm and was led by Peter Bryant and Jez Hall, two of
Shared Future’s experienced facilitators.

The following is a description of the Jury process. Facilitators chose a range
of tools and approaches that would help Jury members to work effectively
together, deliberate on the question and ultimately write a set of
recommendations. In the early sessions there was an emphasis on helping
people to feel relaxed and to start to develop relationships with each other
(e.g. using ice breakers and swapping participants around in small groups).
As confidence within the group grew the facilitators used techniques such as
rapid one-to-one conversations, to enable participants to recognise the huge
wealth of knowledge and experience within the group itself. Throughout the
process participants were given the opportunity to express themselves in the
plenary (big group), in small groups and in pairs. Finally, towards the end of
the process activities such as ‘Where do | stand?’ attempted to build
consensus before the final vote.

Session 1

The first session was of critical importance.

For those who, like many of us, are anxious in new situations, the first session
should answer a range of questions; for example; why is this process being
organised? Will | feel welcomed and valued? What will the other people there
be like? Will this process make any difference? Who are the organisers?

On day one facilitators attempt to answer these concerns and create a
relaxed and informal atmosphere where people will feel comfortable in
listening and contributing to discussions within the group. Transparency is
also key with a full explanation of why the process has been commissioned.

An initial introduction from facilitators helped participants to better understand
the process that lay ahead and gain an idea of the facilitators’ intended ways
of working (i.e. a relaxed approach, the option to speak as little as desired,
the use of small groups, the importance of clear simple language, anonymity
and confidentiality).

This was followed by an introduction and question and answer session with
Erica Reid, the Chair of the Citizens’ Jury Oversight Panel, who explained the
origins of the project and the Scottish Government’'s commitment to
responding to the group’s recommendations.

17
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This information was re-emphasised by a specially-commissioned video
message from the Chief Medical Officer, Catherine Calderwood 3.

Central to the success of all deliberative processes is the ability of a diverse
group of people to start to feel relaxed and comfortable in each other’s
company. Only once this is achieved can organisers hope that open and
honest deliberation will take place. With this in mind, early in day one
facilitators used two ‘getting to know you’ activities: People Bingo and the
construction of a large human map.

What does shared decision-making mean for you?
What does it/could it look like?

Participants were then asked to form small groups and to first think about
what shared decision-making looks like and to try to draw it on the flipchart
(or write lots of words that they thought were central to or important when
attempting shared decision-making).

Secondly, if they felt comfortable to do so, to start sharing any good or bad
experiences that they, friends or family members may have had of shared
decision-making.

A large group feedback session enabled facilitators to encourage and validate
those who took the risk of sharing personal experiences with the group.

Digging deeper: problem trees

All participants divided into two groups with each group using the problem
tree methodology to analyse some of the root causes of the posed problem:
‘it is difficult to achieve real shared decision-making’.

Jury members attempted to identify the root causes of the problem (written on
post-it notes at the base of the tree) and the effects (on leaves at the top of
the tree) of what happens if real shared decision-making is achieved.

Once again the learning from this activity was shared in a large group
feedback. After a short break, participants took part in their first commentator
slot.

13 the Chief Medical Officer’s video link is: https://youtu.be/g0e69fwt9fo

18
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Commentators

Another key feature in most Citizens’ Jury practice is the inclusion of the
witnesses or commentators, who offer participants their own perspectives on
the issue before being cross-examined by the Jury. It is through this
questioning process that the Citizens’ Jury model draws most heavily from the
features of the legalistic jury.

It is part of the role of the Oversight Panel to both suggest topics to be
considered by citizens and to identify commentators best able to present on
these topics. However, the Citizens’ Jury is about putting members of the
public at the centre of decision-making. Such processes work most effectively
when citizens themselves are able to have some power to decide what they
feel needs to be talked about, rather than being rigidly constrained by the
topic boundaries set by the commissioning body.

As a result, at the end of the first session, the facilitators invited Jury
members to discuss which issues they felt need to be explored in sessions 2
and 3 in more depth in order to answer the overarching question. The
Oversight Panel then decided from a long list of potential commentators
which were best placed to respond to the requests of the Jury.

19
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The commentators that presented to the Citizens’ Jury are listed below.

Commentators

Session 1

1 Helen Mackie National Clinical Advisor, Realistic
Medicine, Consultant
Gastroenterologist, NHS Lanarkshire

2 Dr Julie McElroy Campaigner on diversity and disabilities

3  Andrew Cassidy Care Opinion

4 Dr Graham Kramer GP

5  Tommy Whitelaw UK Project Lead, Dementia Carer
Voices, Health and Social Care Alliance
Scotland

6  Pauline McFadden Carer

7  Shaben Begum Director, Scottish Independent
Advocacy Alliance

8  Andrew Murray Medical Director of NHS Forth Valley

9 Nick Lewis-Barned Consultant Physician, Diabetes and
Endocrinology, Northumbria Diabetes
Service

10 Professor Richard Institute of Health and Society,

Thomson Newcastle University

11 Karen Anderson Director of Allied Health Professions,
NHS Tayside

12 Peter Lerpiniere Associate Director of Nursing for Mental

Health, Learning Disability & Older
People at NHS Borders

13 Joe McElholm Head of Social Work Adult Services,
Falkirk Council
14  John Stevenson Head of Complaints Standards Authority
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The Oversight Panel was anxious to ensure that a wide range of
commentators were able to present to the Jury. To accommodate this,
facilitators designed the following two different forms of commentator
interaction.

a) The traditional one-commentator slot

The commentator was invited to talk for up to 15 minutes. At the end of their
presentation the commentator was asked to leave the room to allow
participants the space to talk with each other about their learning.

Participants were asked to think of any questions they would like to ask and
these were written with marker pens on sheets of A4 paper. The commentator
was then asked back into the room and asked the questions identified during
the previous activity. Participants then decided if the questions should be
asked by the facilitators or by themselves.

b) The speed dialogue

The speed dialogue sessions typically involved four commentators over the
period of an hour. All Jury members were divided up and seated at a number
of small tables, in this case four tables of six people. A commentator sat at
each of the tables. The table commentator was then asked to spend a
maximum of two minutes introducing themselves and how they relate to the
Jury question.

This introduction allowed Jury members to identify relevant questions to pose
to the commentator, and a dialogue developed that explored the issue or the
perspective of the commentator in depth. After approximately 15 minutes the
facilitators asked each commentator to move to the next table, where the
process was repeated. This was repeated until all tables had been visited by
commentators. In this way through a set of highly intensive dialogues, a large
amount of information could be exchanged in a short time.

One of the facilitators spoke to each of the commentators in advance of their
session to prepare them. During this briefing the following was explained.

e Each Jury member would be equipped with a red card. This would be
a gentle reminder that commentators should at all costs avoid complex
language and abbreviations. If a Jury member showed a red card it
was merely an encouragement to explain in simple, clear language
what was meant.

¢ Not everybody is comfortable with the written word, so commentators
were asked not to use PowerPoint presentations. Sharing any reports
or handouts with Jury members for them to take away was permitted.
Jury members were encouraged to do this at the end of each round so
as not to interrupt the conversation.

21
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Time permitting, after each commentator slot, participants were given the
opportunity to talk to each other about their learning.

Day one finished with participants reflecting on what topics they felt they
would like to hear more about in sessions two and three.

Session 2

An Oversight Panel meeting between session one and two considered the
suggestions of commentators from Jury members in session one and agreed
the list of commentators for session two.

All Jury members who attended session one returned for session two.

Speed dating

Day two started with a further opportunity to develop relationships between
fellow Jury members, share experiences, opinions and ideas and to recognise
the wealth of knowledge that exists within the Jury itself (an attempt to make
sure that the Jury values its own knowledge and is not purely reliant upon
knowledge fed to it by the commentators).

This was achieved through a speed dating activity. Participants occupied two
long rows of chairs (12 chairs in each row). Each person faced a fellow Jury
member and was asked to spend one minute talking to the person opposite
on ‘any thoughts on shared decision-making and how it can be improved?

After the minute had elapsed it was the partner’s turn to share their thoughts
before the facilitator moved one row to the right to allow each person to
repeat the process with a new partner. This continued for a further 20
minutes.

Following this introductory exercise the bulk of the second session was spent
in dialogue with commentators.

22
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Where do you stand?

The facilitation team were aware towards the end of session two that
participants had taken part in a very intense and tiring day’s work. They
decided to slightly adapt the programme and introduce a final interactive and
physical activity.

Facilitators suggested to the group that some of the small group and large
group conversations and questions to commentators seemed to revolve
around the following themes (although facilitators stressed this was not an
exhaustive list).

e Senior people/leaders need to ensure shared decision-making is
widely used.

¢ Training for healthcare professionals to encourage them to use shared
decision-making.

e There needs to be independent people who can join the conversation
between medical professionals and patients.

o Better prepare patients for their appointments so they can be more in
control and ask the right questions.

The four themes were written on flipcharts and placed in the corners of a
space set out for the activity. Jury members stood in the middle of the space
and were asked to think about which of the issues they presently felt were
most important in making sure that shared decision-making happens. It was
stressed to participants that this activity was a way of encouraging discussion
and debate and that there were no wrong or right answers.

After a couple of minutes of quiet reflection participants were asked to stand
near their chosen flipchart stand. Facilitators then initiated a large group
discussion where people talked through why they had chosen to stand where
they did.

23
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Session 3

Time is necessarily compressed in a three-day Citizens’ Jury, as opposed to
the more common long form Citizens’ Jury (which takes place over more, but
often shorter, sessions). The facilitators, with the agreement of the Oversight
Panel decided to present to the Jury a set of themes that they believed (after
consultation with some of the observers) were consistently surfacing
throughout the first two days. Ideally this would have been a task completed
by the Jury members themselves but the breadth of the topic, number of
commentators and compressed format meant this was not an option.

Facilitators stressed that these could be changed and added to at any stage
during the final day and should simply be seen as guides to help structure the
Jury’s conversations. Wherever possible, wording used by the participants
themselves within earlier sessions was used.

The following themes were each assigned a table:

1. Services not communicating with each other - sharing information.

2. How appointments are run: (10 minutes too short, need for a ‘cooling
off’ period before a decision is made)

3. Patients/service users being able to engage with and challenge
professionals: (more information available. Access to medical records.
Recording appointments. Self-advocacy training).

4. Having a neutral third person available/advocacy.
5. Training for professionals: (skills training, active listening etc).

6. Organisations making sure that shared decision-making happens:
(culture change, leadership, valuing shared decision-making, finances,
measuring shared decision-making, resources, systems).

7. Consistency: consistent service offerings nationwide (when all
treatments are on the table all options can be considered). Achieving
consistency of shared decision-making.

8. What if shared decision-making isn’t happening?

Jury members were then asked to go into pairs to look at each of the themes
and write on post-it notes what issues need to be discussed under each
theme.

They were then asked to choose one theme to work on, to go to that table,
look at what was written and then consider the following question: ‘What extra
information do we need to be able to write recommendations?’

Facilitators explained who the final set of four commentators were going to
be, and asked Jury members to consider whether or not any of the
information gaps identified during the previous activity could be filled through
questioning these commentators.
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At the end of the final commentator speed dialogue everybody was invited to
take five minutes for silent reflection to look at everything that was covered
and then to write one draft recommendation on a piece of paper and finally
place it under one of the themes (or an ‘open’ space titled ‘other ideas’).

Refining recommendations

After lunch participants were asked to go into the themed groups that most
interested them and to start sharing ideas and writing down thoughts under
that theme that might form the basis of a recommendation. Facilitators toured
the tables to help those that needed assistance with converting their thoughts
into a recommendation.

During the next part of the activity at least one person was asked to remain at
their table whilst everybody else was free to move to different tables to look at
the emerging recommendations written by others.

Jury members were then given a final opportunity to decide whether or not
they wanted to receive any further external input before finalising their
recommendations. Participants were told that ‘Resource people’ (see box on
this page) were either available to answer questions on the phone or
available in the room for the next 45 minutes.

Only one Jury member took up this offer and was joined by two others for a
conversation with Joanna Swanson from the Scottish Government.

Jury members, working in small groups continued to refine and edit the
recommendations until time constraints prevented any further iterations.

Session 3 resource people

Professor Richard Thomson  Institute of Health and Society,
Newcastle University

Shaben Begum Director, Scottish Independent Advocacy
Alliance

Pauline McFadden Carer

Nick Lewis-Barned Consultant Physician, Diabetes and
Endocrinology, Northumbria Diabetes
Service

Dr Graham Kramer GP

Dr Julie McElroy Campaigner on diversity and disabilities
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Session 3 resource people

Helen Mackie National Clinical Advisor, Realistic
Medicine, Consultant Gastroenterologist,
NHS Lanarkshire

Gary McGrow Social Researcher,
Scottish Health Council

Joanna Swanson Person-Centred and Quality Team,
Directorate for Healthcare Quality and
Improvement, The Scottish Government

Erica Reid (Chair of the Oversight Panel) Associate
Director of Nursing and Allied Health
Professionals, NHS Borders

Voting on the recommendations

A total of 13 recommendations were written by the members of the Citizens’
Jury in the refinement session. The recommendations, written by hand on
pieces of A4 paper, were then stuck in a row onto one of the walls of the
venue, with two rows of seats facing them, waiting to be occupied by Jury
members.

While seated in front of the recommendation ‘gallery’ the group listened as
one of the facilitators read out each of the recommendations in turn.

Participants were asked to confirm that they understood each
recommendation and that it was clear.

Each member was then given their own anonymous voting sheet and asked
to vote for their top seven recommendations (with each vote being equal and
in no particular order).

In order to better understand the preferences of Jury members, participants
were then asked to rank their top five recommendations. The ranking of the
recommendations was undertaken by using a form of nominal group
technique ' whereby Jury members prioritised their five most favoured
recommendations 1 to 5. The recommendations were then ranked by
aggregating the scores of all the Jury members (where 1= a score of 5, 2=4,
3=2, 4=1 and 5=1).

The table below is the complete set of recommendations for the Citizens’ Jury
and their voting.

14 https://en.wikipedia.org/wiki/Nominal_group_technique
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Recommendations

The following recommendations have been written in the Jury members’ own
words and are unedited.

Rank 1 Recommendation ‘ Score

1 A programme to begin to inform and educate patients of 64
their right to ask questions of their health professional
and the benefits of doing this in terms of what they want
and the best outcome for them. This would require
investment and could be done in the following ways:

a) information leaflets or information monitors
(screens) in GP surgeries should include questions
that patients can ask:

i) Is this test, treatment or procedure really
needed?

i)  What are the risks and benefits?

iii) What are the side effects?

iv) What are the alternative treatment options?

v)  What would happen if | did nothing?

b) Introduce a questionnaire given to patients while
waiting to see a health professional: are you aware
of shared decision-making? Do you need any help
from family or someone independent to help with
the decisions? What questions do you want
answered by your health professional?

c) School visits to educate children about how to
participate in shared decision-making by nurses or
doctors.

2 There must be training for all health and social care 51
professionals so that they use shared decision-making
(e.g. active listening, people skills and an understanding
of the need to share power and the dangers of
hierarchy). This must happen for new and existing staff.
Where relevant, this is part of the professional’s
registration renewal. Use of these skills must be
monitored on an ongoing basis. Budgets and time must
be made available for this to happen.
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Rank 1 Recommendation

3

There needs to be independent people who can join
conversations between medical professionals and
patients. This is often called advocacy:

e Social services, housing, carers and other
agencies need to be proactive in enabling
homeless and socially isolated people, or those
that live alone to also have access to advocacy
when engaging with health professionals.

e There needs to be more information on advocacy
to make it visibly available when people need it:
who and where advocates come from, how to
contact them, their reputation and skills including
appropriate language and communication sKills,
empathy and ability to challenge.

e We need to be exploring how incentives (paid or
unpaid) could improve access to, independence of
and quality of advocates in shared decision-
making.

Advocates need to be able to be challenged and be
accountable as they can have considerable influence
over potentially vulnerable people.

‘ Score

46

There should be a database online for all healthcare and
social care professionals to access information about
patient’s history. Security to be agreed with patient’s
consent. This will make sure that all relevant past
information is taken into account when shared decision-
making is happening so improving the quality of
decisions made.

29

At all levels, there needs to be adequate finances,
resources and support for shared decision-making.
There must be the flexibility to move resources (e.g.
budgets) to areas in need of improvement and support.
However, the Government needs to use whatever
means to inform and educate all health boards to
achieve consistency across all services in relation to
shared decision-making, across all levels and areas of
services e.g. the quality and principles of shared
decision-making must be similar from medical
professional to medical professional.

28
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Rank 1 Recommendation ‘ Score

=6 | All patients and service users need to be able to access 23
their records (e.g. medical records) and test results so
that they are more aware of what they want to discuss
and what questions they want to ask. This will help
patients and service users to feel empowered, confident
and able to reach their ideal outcomes.

=6 | Medical appointment times need to be more flexible as 23
10-minute appointments can be too short to explain
problems and to question the professional about options
for treatment.

8 There needs to be some way of measuring if shared 20
decision-making is taking place and if it is an
improvement. This would help identify training needs for
improvement. It would help to identify if it is being
applied consistently and if it is successful.

If this can be demonstrated the culture might change
and patients, senior management in organisations and
health professionals might be more invested in the
process. For example: a clear visible and simple process
for receiving feedback from those involved in shared
decision-making (i.e. patients, medical professionals,
advocates etc). This feedback should allow for
measurement and evaluation of progress, e.g. patients —
do you feel you are listened to today?

=9 | There needs to be a culture of continuous improvement 19
with regards to shared decision-making. Well-
established individuals need to believe in the culture in
order to support it and to encourage shared decision-
making to be a part of company culture.

i.e. managers supporting it may make employees more
likely to support shared decision-making.

There needs to be an individual or group/team in each
district dedicated to shared decision-making. This team
should be composed of both senior/experienced
individuals and newer less experienced individuals.

=9 | As patients we need the option to be able to see the 19
same medical professional where possible. This means
shared decision-making will be of a higher standard as a
relationship has been built and the professional better
understands the patient and their history.
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Rank 1 Recommendation ‘ Score

11 Better prepare patients for their appointments so they 16
can be more in control and ask the right questions:

e.g. develop and create clear and concise information
regarding conditions, illnesses, treatments, support and
risks that can be easily accessed to better inform
decisions and spark more constructive conversations
with professionals.

e.g. setup group therapy or shared sessions within a
doctor’s surgery to access further advice and peer
support etc.

e.g. have the option to email your doctor before an
appointment so they know what your complaint (or
condition) is (this would be time saving).

12 | There needs to be more support when or if a power of 13
attorney is required, this includes the cost. If not it can
delay shared care or decision-making. Or find alternative
ways to do it e.g. guardianship, living wills?

13 | Create positions that can give face-to-face advice 9
outside of a consultation, to take pressure off GPs and
consultants whilst providing information to better inform
decisions.

Next Steps

The Citizens’ Jury will present the above recommendations at an event in
Dundee on 6 February 2019 to the Chief Medical Officer and other key
stakeholders in Health and Social Care. These stakeholders will discuss the
implication of the recommendations and the outputs of the event will be
added to a final draft of this report.

The Scottish Government has committed to carefully consider each of the
jury’s recommendations and reply to them all, either with a commitment to
action or an explanation as to why that recommendation cannot be taken
forward.
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Appendix 1: commentator sessions

Facilitators were not present at each of the roundtable discussions during the
commentator speed dialogue sessions. As a result the questions asked by
participants have not been recorded. However, the following questions were
asked by participants of commentators during the sessions with only one
commentator.

How does shared decision-making work when a patient sees more
than one healthcare professional over a problem?

What systems do healthcare professionals have in place for the
sharing of information over a patient’s problem?

Is there anything you feel personally would help ensure shared
decision-making?

Is there any way to enforce shared decision-making so that patients
will receive consistent care?

Doctors’ training: what training is given to other healthcare
professionals in relation to their interpersonal skills and shared care?

How do you see the outpatient appointment system developing in the
future?

What would make it easier to communicate more effectively between
professionals?

Should shared decision-making be more than one-to-one, go to the
top?

How do you encourage patients to get involved with a shared
decision?

What are your opinions on a third party being present?
Do you think telephone consultations would be helpful/time-saving?

Do you think shared decision-making can be abused? (e.g. options
that are cheaper for the NHS or families wanting to get rid of family
members). How can we safeguard to stop this?

What if everyone (all parties) comes to a different decision? Could
having transcripts of the consultation prevent the patient not fully
understanding the information/give them time to take in?

Would having universal information about conditions and advice
available help the process?

Does shared decision-making come down to just cost and time?

What may the strain of shared decision-making have on NHS
resources? (The context is a system typically reported as already
being very strained and underfunded).

Who can you go to if you feel you haven’t been involved in decision-
making?
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e How do healthcare professionals feel about shared decision-making?
¢ s there training across the board for shared decision-making?
e How do you measure shared decision-making?

¢ How is misdiagnosis fed back to GPs so they learn from their
mistakes?

¢ How do we tackle those GPs/health professionals who aren’t doing
shared decision-making?
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Appendix 2: session plans

Realistic Medicine Citizens’ Jury, Day 1: facilitators plan

10:00 Introduction from Shared Future facilitators (10 mins)
Introduction and Question and Answer with commissioner: Erica
Reid'® (5 mins plus 15 mins Q and A)
Video message from Chief Medical Officer: Catherine Calderwood
(10 mins)
Getting to know you activity | (People Bingo) (15 minutes)

11:00 Break

11:20 Getting to know you activity |l (Human Map) (10 minutes)
Activity 1: What does shared decision-making mean for you?
What does it/could it look like?

12:15 Lunch

1:00 Activity 2: Digging deeper: problem trees

2:00 Break

2:15 Commentator slot 1: What is shared decision-making?
Helen Mackie'®

3:10 Break

3:25 Commentator slot 2: Experiences of shared decision-making
from the patient/service user experience: Julie McElroy and
Andrew Cassidy

4:25 Reflection: what do we need to hear more about in session 2?

4:45 Close

15 Chair Oversight Panel, Associate Director of Nursing and Allied Health Professionals, NHS
Borders, Chief Nurse Health and Social Care Partnership.

16 National Clinical Advisor, Realistic Medicine, Consultant Gastroenterologist, NHS Lanarkshire

33



Our Voice Citizens’ Jury on Shared Decision-making

10:00 Introduction: Ice breaker and reflection

11:00 Break

11:15 Commentator 1: Dr Graham Kramer

12:15 Lunch

1:00 Commentator speed dialogue A: Voice: Tommy Whitelaw,
Pauline McFadden, Shaben Begum, Andrew Murray (15 min each
at 4 tables of 6 people)

2:00 Break

2:20 Reflection

2:50 Commentator speed dialogue B: Professionals and systems: Nick
Lewis-Barned, Professor Richard Thomson. (30 min each at 2
circles of 12 people)

3:50 Break

4:10 Reflection (completion of questionnaires)

4:45 Close
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10:00 Introduction
Our themes: what needs to be discussed under each theme /
‘What extra information do we need to be able to write
recommendations?’

11:00 Break

11:15 Commentator speed dialogue: Karen Anderson, Peter Lerpiniere,
Joe McElholm, John Stevenson

12:20 Lunch

1:00 Draft recommendations: Working in themed groups sharing ideas
and if ready starting to write recommendations. Identify any
qguestions that need to be answered that will help make
recommendations robust. Explain availability of commentators
and resource people in the room if any external input is needed.

2:00 Break

2:20 Refine recommendations

3:10 Deliberation activity: stand next to the group of recommendations
that you think, if they are implemented ‘will improve the
implementation of shared decision making’ followed by facilitated
large group discussion

3:35 Break

3:55 Clarification / editing of recommendations and anonymous voting

4:30 Evaluation

4:40 Close
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