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& got involved with PPI as | thought it would be a positive thing to work 'in
partnership' with health professionals to try to improve patient treatment
and care. A better way to work than just criticise i to actually be part of a
project6 Publ i c Contributor

. Introduction

People in Health West of England (PHWE) is a unique collaborative regional patient
and public involvement and engagement (PPI/E) partnership currently involving the
National Institute of Health Research (NIHR) Collaboration for Leadership in Applied
Health Research and Care (CLAHRC) West, NIHR Clinical Research Network (CRN)
West of England, West of England Academic Health Science Network (WEAHSN),
Bristol Health Partners (BHP), NIHR Health Protection Research Unit (HBRU)
Evaluation of Interventions and NIHR Cardiovascular Biomedical Research Unit
(CBRU). It is supported by a team of nine staff working across the partner
organisations but jointly managed and co-located.

A Strategy Group made up of eight public contributors and eight professional
representatives from our partners, local Healthwatch in the West of England and the
South West Research Design Service, guide our work and ensure it has a strong
patient / citizen perspective.

Since its inception in May 2014 PHWE has developed expertise in supporting the
development of public contributors across our partner organisations and provides a
substantial resource to work with partners and to support each other. A shared annual
work programme is agreed, managed and monitored to ensure that key deliverables for
all partners are met. The critical mass of PPI/E staff enables us to develop expertise
with topics/area such as PPI/E evaluation methodology, shared learning, responding
flexibly to partner needs for additional input (such as helping out at major events) and
to ensure PPI/E staff are not isolated as PPI Leads within partner organisations, and
have opportunities for professional development.

Working collaboratively means we are able to deliver work that meets the needs of all
partners (e.g. our learning and development programme on PPI for professionals and
public contributors, and we have developed policy on payment and expenses) that may
not be practicable on their own. We are also able to respond quickly to new funding
opportunities as we have a well developed and flexible team infrastructure.

Working collaboratively means we have been able to establish a national profile and
reputation with key stakeholders like NIHR and influence national policy development.
For example we produced a collaborative regional response to the NIHR Breaking
Boundaries Review and were influential in shaping the recommendations for regional
collaboration in the review report Going the Extra Mile.



2. Have we achieved what we set out to achieve?

The PHWE strategy provides us with the framework for our workplan (See Appendix 1).
The outcomes we have achieved can be summed up as follows:

2.1

2.2.

Provided a coordinated approach and shared resource

We now have a team of nine staff, working for our different partners, most of

whom are co-located. This facilitates the sharing of experience and expertise.

The benefits of this initiative is already being demonstrated. For example, many

of the BHP Health Integration Teams (HITs) are at the early stages of involving

public contributors in their work. They are able to build on our networks,

experience and resources to organise this without unnecessary duplication. The
training couessear cBuiRaritnmgerRs’ , whi ch we a
fulfils one of CRN’'s current national obj
involvement by team members in their Design Together Live Better ideas

generation workshops that led to the suggestion for a portable bidet for people

with disabilities, which is now a design prototype. We are also able to offer

access to the views of children and young people through the BHP funded

Young People’s Facilitator. Because of t
continuetosupport the Young PeogYPAG)thatrAektsats or y C
the Children’”s Hospital and was set up by

0l | earnt new things about certain dise
6lt was fun |l earning the opinions of ot
Young people attending YPAG

Guidance for managing payments, Code of Conduct and sample Role
Descriptions are all freely available on our website - phwe.org.uk.

Building capability and capacity

Over the past year PHWE held a range of workshops to raise awareness and
skills. Topics covered included

9 Research Question Generation

1 Using and Understanding Research Evidence

1 Enhancing Facilitation

9 Building Research Partnerships

1 Design Together Live Better

1 Human Factors in Patient Safety

Designed for both professionals and members of the public, these were held in
the main population centres of the region — Bath, Bristol, Gloucester and
Swindon. In addition we have supported our partners to reach out and involve
the public in their work, as both patients and citizens. These events have
included Patient Safety and the Design Together Live Better project. Altogether

our capacity building programme has been accessed by 390 people from
across the region (see map below).
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2.3. Improved communication with the public and professionals
In the last year we launched our website which now provides a central hub for
accessing resources and information on training and events relating to public
involvement. Our fortnightly Newsflash distribution is up by 59% from May 2015
and now reaches 585 subscribers having advertised 68 involvement
opportunities for people in the West of England. We are building up our methods
of communication through social media and now have a regular Twitter feed.

2.4. Providing support and advice
Over the past year we have provided advice and support to 17 HITs, a range of
CLAHRC West projects and responded to more than 50 unsolicited requests.
These have come not only from our West of England region, but from as far
away as Ireland. These requests have been in our four main areas:
1 Information about existing groups
1 Setting up a focus group
1 Selecting and managing public contributors
1 Advice on managing payment.

2.5. Influencing policy and practice
The practicalities of working with members of the public in the spirit of co-
production has challenged all our partners and they have benefitted from being
able to draw on the expertise and support of our specialised team. An example
on BHP’' s c oon isstlateqctaim®with members of the public, Staff and



the two public contributors on the BHP Executive Group worked together on a
workshop to gather a range of views from the public. Over the past year we
have developed a shared approach to the selection and management of public
contributors helping to co-produce the work in our partner organisations.

We recently held a review of current working and governance arrangements of
PHWE with the partners which confirmed our current approach to drawing up
the shared work programme. Our plans for next year include carrying out an
evaluation of the sustainability of the PHWE model and its potential for being
replicated elsewhere.

3. Going forward 7 priorities for 2016/17
In an ever changing environment, and policy context, it is important that we share our
learning of the model of PPI that is evolving as the team grows and develops. We need
to understand and clearly identify what makes it successful and whether it is a model
that can be replicated elsewhere in the NHS. Our priorities for 2016/17 therefore are to:

3.1. Consolidate our systems and processes
1 Communication
9 Liaising with our host
1 Processes for managing finance, etc.

3.2. Build on current work programme
See attached Appendix 2

3.3. Carry out an evaluation of the success of the PHWE model to date.
The partners have agreed an interim evaluation to be carried out of the PHWE
model with a view to undertaking a more extensive one in the future.

® 6ve developed personally froaowtbheing
listen to people and have gained alotfromthat. 6 Publ i ¢ Contrit
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APPENDIX1 PHWE STRATEGY 20157 2019

Vision

I n five years’ time patients and the public a

England through better involvement, better research and better services.

Background
The West of England Patient and Public Involvement (PPI) Strategy provides a

collaborative approach to involving patients and other members of the public, by four Core

Partners:

1 The West of England Academic Health Science Network (WEAHSN) is a
network of providers of NHS care, working with university, industry, NHS
commissioners, patient groups and a wide range of other organisations, to put

innovation at the heart of healthcare, improve patient outcomes, and contribute to

wealth creation. http://www.weahsn.net/

1 The National Institute for Health Research (NIHR) Collaboration for

Leadership in Applied Health Research and Care (CLAHRC West) actively

engages its partners in the conduct of applied health research. It implements

relevant research evidence in order to improve health and health care across the

area. http://clahrc-west.nihr.ac.uk/

1 The NIHR Clinical Research Network West of England increases the

opportunities for patients to take part in clinical research, ensures that studies are
carried out efficiently, and supports
by improving the environment for commercial contract clinical research, in the West
of England. http://www.crn.nihr.ac.uk/west-of-england/

Bristol Health Partners generates measurable health gain, and improvements in

t

he

service delivery, by integrating, promoting and developingBri st ol ' s strengt

health services, research innovation and education.
http://www.bristolhealthpartners.org.uk/

This Strategy promotes innovative and effective PPI in both research and service

improvement. Good PPI already exists in a number of partner organisations including NHS

trusts, clinical commissioning groups, local authorities, universities, the third sector

(voluntary and community groups), other NIHR divisions such as the Research Design
Service, and local Healthwatch. The Strategy aims to build on - and add value to - but not

duplicate, these other PPI activities.
The Strategy is led by People in Health West of England. This includes partner

organi sation representatives, and a strong
recruited from across the region. Public Contributors are members of relevant governance
groups in the Core Partner organisations. Day-to-day implementation of the Strategy is

p u
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enabled by a PPl Team. Team staff are employed by individual Core Partners, but located
together. They work across organisational boundaries.

This Strategy has been developed by the Strategy Group and agreed by all the Core
Partners

Principles
The Strategy is based on the following principles:

T

1
1

= =

il
1

All research and service improvement initiatives should include the active
involvement of the public, at every possible stage from design to implementation
PPI should be embedded in the work and culture of all partners

Partners should be supported to improve inclusion, diversity and equity, and in
particular to promote the active involvement of groups and individuals who are often
excluded

The West of England should be seen as a leader and role model in the field of PPI
Partners should do everything possible to evaluate and demonstrate the impact of
PPI in improving research and services

The public should be able routinely to access high quality, research-based, health
information

The public should be able easily to inform themselves about research studies in the
region and have the opportunity to participate

Partners should develop and test new and innovative ways of involvement

Partners should be challenged to think differently about involvement.

Principles into Practice
We will put our principles into practice by delivering on these objectives:

1. We will enable a coordinated region-wide PPI approach, in research and service
improvement

2. We will develop capacity and capability for PPI, in research and service
improvement

3. We will contribute to and share the evidence base on PPI

4. We will scrutinize and work to influence PPI policy and practice

5. We will engage the wider public in health research and health services.

Delivery
1. Enabling a Coordinated Approach

We will develop and maintain People in Health West of England

We will map and link with existing PPI groups and networks in research,

commissioning, and service improvement, in the region

1 We will provide user-friendly, easily accessible, web-based information and
signposting

1 We will create networking opportunities to bring together research,

commissioning and service PPI professional staff, with members of the public.

T
T



2. Developing Capacity and Capability for PPI

T

il
1
il
1

1
T

T
1

We will deliver a systematic and accessible learning and development
programme, which will support members of the public, researchers,
commissioners, service staff and professionals in training in improving their PPI
skills

We will build a network of informed members of the public, who can contribute
effectively to research, commissioning and service improvement initiatives
We will support the development of patient leaders in research and service
improvement

We will create and maintain a database of key contact people holding
information on patient and public groups, for the benefit of researchers and
service staff.

Contributing to and Sharing the Evidence Base on PPI

We will develop and maintain a website, signposting the evidence base on PPI
We will contribute to the evaluation of PPI within partner organisations, and
within collaborative initiatives

We will support suitable and promising external research bids in relation to PPI.

Influencing PPI Policy and Practice

We will offer advice and a place for consultation to partner boards, executive
groups and staff on PPI policy and practice

We will challenge ourselves, our Core Partners, and our wider partners, in order
to find ways to strengthen and improve public involvement

We will respond to national consultations on PPI, in collaboration with our
partners.

Engaging the Wider Public in Health Research and Health Services

We will disseminate research throughout the region, and involve the public in
identifying future research and service improvement priorities

We will reach out to individuals and groups, who are marginalised and seldom
heard in research and service improvement, testing out innovative methods to
do so

We will provide a web-based resource, which can disseminate research
evidence to the public in far more accessible formats than hitherto

We will ensure that information on opportunities for research participation is
clear, accessible, and helpful.

10



This Work Programme will be delivered in stages, through an Annual Plan, agreed
between People in Health West of England and the PPl Team (click here). People in
Health West of England will report annually on the Strategy, and on the delivery of the
Work Programme to the Core Partners, and to the wider public via the web site. We will
monitor and evaluate the implementation of this Strategy both to demonstrate our
accountability to the Core Partners and as part of our wider commitment to building the
evidence base on the impact of PPI.

Definitions
B yPatient and Publicc we mean patients, potenti al pati e
members of voluntary, community and service u

having an active role in influencing decisions, particularly early in the development of
proposals, so that there is still time for significant influence.

‘Engagement’ i's sometimes used synonymously with |
is used to describe the related processes of sharing information and learning from

research with the public (including access to evidence that might inform their individual

treatment), and the promotion of participation in research.

‘Participation i s al so someti mes used synonymously w
to describe the role of patients or the public as the subjects or participants in research
studies.

The West of England includes Bath and North East Somerset, Bristol, Gloucestershire,
North Somerset, South Gloucestershire, Swindon and most of Wiltshire. See Figure 1
below for map.

For more information on the PPI Strategy

Contact Kim Thomas, PPI Administrator, tel: 0117 342 1251, email
Kim.Thomas@nihr.ac.uk.

Glossary

AHSN = Academic Health Science Network
BAME = Black, Asian and Minority Ethnic
BHP = Bristol Health Partners

11
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CLAHRC=

CRN =

HITs =

PHWE =

PPI =

NIHR =

WEAHSN=

Collaboration for Leadership in Applied Health Research and Care
Clinical Research Network

Health Integration Teams

People in Health West of England

Patient & Public Involvement

National Institute for Health Research

West of England Academic Health Science Network

12



APPENDIX 2

WORK PLAN

People in Health West of England i High Level Deliverables 2016/17

Bristol Health
Partners

PPI input into BHP strategic programme

PPI scrutiny/ support at all HIT applications

Supporting PPl in 12 HITS and

Facilitation of 6 YPAG Meetings and facilitation of 15 research sessions each in
two secondary schools (thc)

=A =4 =8 =4

Increase the
public voice in
health research
and service
improvement
across the West
of England

CLAHRC West

Initial review of PPI Plans for all projects from 2016 call completed
Leading phase 1 of one research project

Supporting PPl in 5 current + other (tba) newly prioritised projects
Research ideas generation — review of 31 ideas

PPI involvement in RAP process

=A =4 =8 -8 4

CRN

Participant Experience Surveys
Support the Patient Research Ambassadors programme

= =4

WEAHSN

Quality Improvement — pilot of training in co-production; toolkit
Induction, review and support for 15 public contributors
Develop relationships with 4 key voluntary sector partners

Support co-production in all WEAHSN workstreams, especially DTLB, Patient
Safety, WE GMC

=A =4 =4 =4

Delivering to all
partners

Ensuring diversity and inclusion
Programme of learning & development
Evaluation

Communication and engagement
Support for PHWE Strateqy Group

= =4 =4 - A

13




APPENDIX 3 LEARNING AND DEVELOPMENT REPORT / PROGRAMME

Report on the learning and development programme fBeople in Health
West of England to April 2016

Introduction

People in Health West of England (PHWE) provide a learning and development programme to
develop capacity and capability for public involvement. The Research Fellow (Patient and
Public Involvement) funded by National Institute for Health Research (NIHR) @aboration for
Leadership in Applied Health Research and Care (CLAHRC West) leads this area of work. The
workshops include training for both members of the public, researchers and other

professionals. We are working to consider and address the recommehdET T O £0I-i OEA O
wide learning and development for public involvement: working group report and
OAAT I 1T AT AAGET 1T 06 xEEAE xdenkre)adAcipioviE dediondET * OT A ¢

leadership and ceordination of learning and development for public involvement as

AT AT OOACAA ET OE A ashratdgiE fevipw 6 Bublic rdIQethdnt in thelNAtional
)T OOEOOOA &1 O (AAI OE 2AQkd@RE6 DOAI EOEAA ET - A0’
The learning and development progamme is overseen and supported by a Learning and
Development Group which includes members from a range of partner organisations and two
public contributors. The group includes members with links to the Capacity Development Team
at NIHR CLAHRC West, the NR Clinical Research Network West of England, Bristol Health
Partners, Bristol University and the University of the West of England (UWE), the Research
Design Service South West, the Avon and Wiltshire Mental Health Partnership NHS Trust, the
North Bristol NHS Trust, the Care Forum and Healthwatch. This group meets quarterly to plan
and develop the programme and review feedback from workshops held and reports back to the
PHWE Strategy Group. From May 2016 the two public contributor members of the groupliwi

be members of the PHWE Strategy Group.

The current programme provides three core workshops which are Building Research
Partnerships, Enhancing Facilitation Skills, and Using and Understanding Research Evidence.
This report includes sections on eachfadhese workshops. In addition, during February and
March 2016 NIHR CLAHRC West also ran four workshops to generate research ideas from
members of the public. These workshops were run across the West of England Bath, Bristol,
Gloucester and Swindonldeas generated at these workshops will be considered by NIHR
CLAHRC West alongside research proposals submitted to the second call by academics and
health and social care professionals. We will report on the outcome of this process in the
Autumn of 2016. More information about these workshops is providedhere.

In addition to the workshops we also run a publicrivolvement Journal Club at UWE. This group
meets at lunchtime for an hour every six weeks to discuss an article chosen by a group member.
We have 15 regular attendees, including up to 6 members of the public. In June 2015 the

14


http://www.invo.org.uk/posttypepublication/national-institute-for-health-research-nihr-wide-learning-and-development-for-public-involvement-working-group-report-and-recommendations-2015/
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http://www.phwe.org.uk/wp-content/uploads/2015/05/Workshops-for-members-of-the-public-to-generate-ideas-for-health-research.pdf

Learning and Development goup ran a regional event which nearly 100 people attended, a
guarter of who were members of the public. A short report on this event is included in this
document.

All Workshops

This section provides a summary of information about all eleven workshops th&iave been run

by People in Health West of England to date. This includes three Building Research
Partnerships workshops (October 2014, April and October 2015), two Enhancing Facilitation
workshops (September 2014 and 2015); two Using and Understanding Bearch Evidence
workshops (November 2015 and February 2016). We have also included information from the
four Generating ldeas for Health Research workshops (two in February and two in March 2016).

One hundred and thirty six people attended these learngnand development events; 40% were
members of the public (55 people). The map below identifiehe post code areas of delegates,
which shows that we have reached out to the key population centres in the region. A few
participants from more distant placesare not on the map.
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26% percent of the people who came along were men, 68% were women, and 80% were white.
Overall 22% of the people who attended said they had some kind of disability. Graph 1 shows
the age range of the people who attended the workshops.
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Graph 1: Age range of people attending all workshops
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All participants at our workshops are asked to complete evaluation forms. The Learning and
Development Group receives detailed evaluation and equality reports on all workshops. Chart 1
below summarises the overall rating scores for all eleven workshops.

Chart 1: Overall rating scores across all workshops

@ Excellent 51%
Good 35%
@ Fair 6%
Did not complete 7 %

@ Poor 0%

Building Research Partnerships

The Building Research Partnerships workshop is an introductory workshop on public
involvement that explores how the public (including for example patients, service users, and
carers) can get involved in health and sociaare research and work with professionals
(researchers, academics and health professionals) in the research process. The workshop aims
to support members of the public to get involved by outlining different types of research
methods and terminology, andexploring different aspects of the involvement role. It also aims
to support researchers who would like to involve the public in the planning, conduct and
sharing findings of research to develop their understanding of public involvement. This
workshop was originally developed by Macmillan Cancer Support with a focus on cancer
research. It has been adapted to be relevant across health and social care, and has been
delivered and evaluated nationally. Currently the national NIHR Clinical Research NetwosK i
promoting this workshop (see here).

16


https://sites.google.com/a/nihr.ac.uk/building-research-partnerships/home

Each workshop brings together a unique mixture of people with their own experiences, views
and ideas, and the interaction betwen participants is an essential part of the day. The training
is designed to encourage participants to get to know each other, network and build
partnerships.

Between October 2014 and October 2015 PHWE ran three workshops and also trained three
local facilitators. The facilitator training was planned and delivered with Jamie Spencer a
national expert on this approach. The facilitator training was widely advertised and a selection
day was held for potential trainees, five were selected and three compéat the training and are
now delivering the workshops in the West of England, with ongoing support and supervision
from Jamie Spencer.

Three workshops have been run, the first in October 2014, and in April and October 2015,
attended by 47 people. 31% oparticipants in these workshops were members of the public,
24% were men, and the majority of all participants were white British. The Chart 2 below
shows the overall rating scores for these workshops, and Graph 2 shows the age range of the
participants. Graph 3 shows the proportion of people attending who said they had a disability.
Two workshops are being delivered in 2016 in April and October.

Chart 2: Overall rating scores for three Building Research
Partnerships Workshops

H Excellent 40%
Good 40%
EFair 11%
Poor 0%
m Did not complete 9%

17



Graph 2: Age range of participants at Building
Research Partnerships workshops
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Graph 3: Percentage of people having a disability at the
Building Research Partnerships workshops
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Enhancing Facilitation Skills workshops

This workshop has been developed locally by PHWE. It was initiated by Dr Nicola Williams
(Deputy Director, Research & Innovation, North Bristol NHS Trust and athair of the PHWE
Strategy Group) and developed and delivered with Cathy Rice (€bair of the PHWE Strategy
Group and experienced public contributor).

This workshop is for researchers, health professionals and other staff currently running Patient
and Public Involvement (PPI) meetings and groups (and those who will soon be taking on this
responsbility). It is also for members of the public who are, or will be, facilitating involvement
meetings. This workshop offers the opportunity to reflect on and improve the skills needed to
facilitate meetings involving members of the public. It covers méi@g arrangements and
practicalities, setting ground rules and chairing skills, and establishing and maintaining €0

18



chairing arrangements. The workshop draws on the experiences of participants and provides an
opportunity to share learning and ideas.

This half-day workshop was run first in September 2014, September 2015, and we plan to run it
in September 2016. The two workshops completed to date have had 41 participants. The
overall ratings for these two workshops are presented in Chart 3. As we expedtthe majority

of participants at these workshops have been professionals (78%), only 11% were men, and
most were White/White British. The age range of these participants is shown in Graph 4.

Chart 3: Overall rating scores for the Enhancing Facilitation
Skills workshops

@ Excellent 43%
Good 38%
EFair 8%
Poor 0%
@ Did not complete 11%

Graph 4: Age range of participants at the
Enhancing Facilitation workshops
60%

50%
40%
30%
20%

10%

0% |
25-44 45-64 65-74 Prefer not to say

Using and Understanding Research Evidence

This workshop was run in November 2015 and February 2016. Andy Gibson, Associate
Professor of Public Involvement at UWE initiated this workshop, which has been adapted from a
similar workshop developed and delivered at the Peninsula CLAHRC. This workshop is aimed at
members of the public and provides an introduction to research and the tools and skills needed
to assess the reliability of research evidence relating to health. No prior knowledge of research
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is required, and the workshop is often of particular relevancea people who are interested in
contributing to research through Patient and Public Involvement.

The workshop covers the importance of understanding research evidence, different research
study designs and their uses, how to frame a research/search questi@nd how to search for
research evidence. It also helps participants to assess the strength of the evidence. This
workshop is a joint project between PHWE and NIHR CLAHRC West Capacity Development
Team.

Twenty people attended these workshops and the @rall rating scores are presented in Chart 4.

Chart 4: Overall rating scores for the Using and
Understanding Research Evidence workshops

@ Excellent 63%
Good 37%

@ Fair 0%
Poor 0%

Although this workshop is intended for members of the public it has been attended by a number
of professionals, particularly from voluntary sector organisations. 63% of those attending were
members of the pwlic (this includes patients, service users, family members, carers). 32%
were professionals from voluntary and third sector groups.

The age range of participants at these workshops was similar to the age range for all our
workshops, with most people béween 45 and 65 years, and most were White or White British,
but the gender balance at these workshops was different (see Chart 5). 26% of people at these
workshops said they had a disability.

Chart 5: Gender balance at Using and Understanding
Research Evidence workshops

B Female 32%
Male 68%
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Generating ideas for health research

In February and March of 2016, in addition to the ongoing learning and development

x| OEOET DbOh 0(7% OAT &£ 00 OCAT AOAGET ¢ EAAAO &I O E
public. These were planned to run in parallel with the second call for research progals at

NIHR CLAHRC West. The research ideas generated from these workshops will be considered by

the NIHR CLAHRC West Director and senior researchers for potential development in the

summer of 2016.

Twenty eight people attended these workshops which we conducted in Bath, Bristol,
Gloucester and Swindon to increase access across the West of England. Thirty one research
ideas have been submitted from these workshops, and they will be screened first within the
PHWE team (including two public contributois) and then by the Director and senior
researchers at NIHR CLAHRC West.

The overall ratings for these four workshops are present in Chart 6. Almost all participants in
these workshops were members of the public, and while the age range of participants was
similar to all our workshops, again more men attended these workshops46% were men. Most
participants were White/White British and 25% described themselves as having a disability.

Chart 6: Overall rating scores for the Generating ldeas for
Health Research workshops

@ Excellent 75%
Good 21%

@ Fair 0%
Poor 0%

@ Did not complete 4%

Progress and Practice in Public Involveme&niune 2015

On Wednesday8rd June 2015 PHWE held a very successful event at the Vassall Centre in Bristol.
Nearly 100 people attended and a quarter were members of the public. Feedback from the day
was overwhelmingly positive, people appreciated finding out about involvement idifferent

projects and areas and the chance to meet colleagues and made new connections. 79% of those
who completed the evaluation form (48 people) rated the day overall as good or excellent.

The day started with a review of public involvement across thdlational Institute for Health

Research (NIHR) from Simon Denegri, Chair of INVOLVE and National Director for Public

Participation and Engagement. 95% of people (n=43) rated this session as good or excellent.
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This was followed by a session describing PHEV/as a relatively new regional public

involvement initiative, which was delivered by a public contributor with Professor David Evans,

the Academic Lead of the PHWE team based at UWE. 86% of people (n=43) rated this session as
good or excellent. The remaider of the event provided workshops sharing good practice

examples of public involvement, as well as an opportunity for delegates to network with their
colleagues.A more detailed report of this event can be foundere.

Conclusion

People in Health West of England has run a strong Learning and Development programme.
Building capacity to deliver such a regional programme is an important feature of our regional
involvement initiative. Key points about this work are:

T
T

Nearly 250 people have attended workshops and the event run by PHWE to date.
People attended workshops from all the main population centres including Bath, Bristol,
Gloucester and Swindon.

PHWE isdelivering the learning and development programme with a range of core
partners in the region, including Healthwatch.

PHWE is working with the NIHR Clinical Research Network West of England to deliver
the Building Research Partnerships workshop.

Our workshops have successfully targeted both professional and public audiences.

86 % of attendees rated our workshops good or excellent

Rosie Davies, Research Fellow (Patient and Public Involvement)

NIHR CLAHRC West and UWE, May 2016
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People inHealth West of England Learning and Development programme 2016 updated 4 May 2016

2016 Date Description Location Who for
Jan Thur 28 | Journal Club 1.00-2.00 Glenside All
Feb Fri 26 LEJ\?iiggn?:relzd Understanding Research Bristol Members of the public
Mar Thur 24 | Journal Club 1.00-2.00 Glenside All
Apr Thur 21 | Building Research Partnerships workshop Bristol Researchers & members of the public
May Thur 19 | Journal Club 1.00-2.00 Glenside All
Jul Thur 14 | Journal Club 1.00-2.00 Glenside All
Aug NO EVENTS PLANNED
Sep Tues 06 | Enhancing Facilitation Skills Bristol People facilitating involvement
Thur 22 | Journal Club 1.00-2.00 Glenside All
Oct Wed 19 | Building Research Partnerships workshop Bristol Researchers & members of the public
Nov Thur 03 | Journal Club 1.00-2.00 Glenside All
Wed 30 E\iiiggnigd Understanding Research Swindon Members of the public
Dec Thur 08 | Journal Club 1.00-2.00 Glenside All
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APPENDIX 4 REPORT ON THE WORK WITH CHILDREN AND YOUNG
PEOPLE

Report on the work with
Children and Young
People

Mike Bell
with Hildegard Dumper

April 2015-April 2016
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1.

2.1.

Background

Children and young people are often under-represented in consultation exercises and
finding ways to accessthemcanbed i f f i cul t . Researchers
were in danger of losing two separate projects involving children and young people (CYP)
in health research. To ensure the continuation of this valuable resource, Bristol Health
Partners stepped in to provide direct support in the form of a Patient and Public
Involvement facilitator. The first task was to find out what groups existed and then to
identify ways of working together to ensure they were all viable. This report covers the
period from 1 April 2015 to 5 April 2016.

The three main cohorts of young people we worked with

There were three main strands of work involving young people in shaping health research
and service i mprovement. These were bein
Advisory Group (YPAG), a research programme being run in Redland Green School Year
12 and Fairfield School Year 9, and Young HealthWatch.

g

Generation R Young Persondéds Advisory Group.

The Young Person's Advisory Group (YPAG) was, and remains, based at the Bristol
Royal Hospital for Children and is part of the national Generation R project. The group
is made up of young people aged between 11 and 18 (though the project allows for
members aged 8-19) who meet during holidays and half term breaks to help health
researchers with their projects by offering critical evaluation of research ideas,
information and methodology. The group had been set up by Senior Research Nurse,
Tracey Bingham under the guidance of the National Generation R national leadership
team. Up until April 2015, Tracey had provided facilitation and admin to run these
meetings with ad hoc support from oth
Research Team. With increasing call on her time as a research nurse, Tracey found
it more and more difficult to administer the group meetings. In response, BHP agreed
that part of the PPI facilitator post could be used to support the group and the facilitator
(Mike Bell) took over the main management of the group with Tracey providing advice
when needed and active support during meetings.

The group met four times between 1 April 2015 and 5 April 2016. Over that period four
new members were recruited.

A

Table showing distribution of gender and age range or
participants N=59
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2.2. Redland Green School Year 12 and Fairfield School Year 9

From 2010 two secondary school based Young P
run from the Centre for Child and Adolescent Health (CCAH) to provide researchers
with access to first-hand knowledge of being a young person in the current world.
Unlike most YPAGs they run on a weekly basis during school term time from October
to Easter enabling quick access for researchers, with a new cohort recruited each
academic year. The two schools with whom strong relationships had been established
are Redland Green Post 16 Centre (RGS) and Fairfield High School (FHS). The
participants are volunteers, usually from Year 12 at RGS and Year 9 or 10 at FHS,
who provide advice and critical analysis on all aspects of research with children and
young people. In return, they receive a taught programme on research and research
methods provided by members of the CCAH team.

During the autumn and spring terms, researchers visit the school between 15 and 18
times. This varies due to competition with exams, holidays and the vagaries of the
Christian calendar around which the school timetable is based.

Following a change in senior management, Fairfield chose not to take part in 2015/16
leaving only the Redland Green group of year twelve students. At the same time, a
change in funding meant that one of the researchers from the CCAH was no longer
available, leaving only Claire Novak to carry on. BHP stepped in to provide support to
Claire through the PPI facilitator. What follows is a brief report from the 2015/16 intake.

During the period from October 2015 to Easter 2016, the group met fifteen times. Initial
interest was shown from thirteen young people. This fell to eight over the first four
weeks. These remaining eight students all participated right through to Easter
although not all attended each weekly session.

Visits by Researchers
Three researchers consulted the group directly by attending the regular sessions.

Dr Jo White — Development of a
(twice) peer-led research _
project to Very early consultation about approaches,

University of the understand young | documentation and information for young people
Westof England |peopl e’ s {toberecruited to study as peer-researchers

activity
Dr Jo Keston STEALTH
(UoB) : iy N
Lifelong Activity YPAG asked to comment on suitability of
UoB, UCL, & through play mission based activities
Queens
University, Belfast
Roxanne Developing Patient | YPAG asked to trial PROM to assess if
Parslow Recorded Outcome | understand what is required, the suitability and

; _ Measures (PROM) | acceptability of PROM
(3 consultation) | for Chronic Fatigue

Syndrome
PhD student UoB y
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2.3.

Student Research Projects
Over the fifteen week period, the students are encouraged to identify an area of interest
for research, design a study, undertake the research and present the findings.

To do this most effectively they are encouraged to work in groups and design research
that can be undertaken in the school environment. The three topics the students chose
were:

1 A study to investigate how concepts diffuse through adolescent peer group environments.
A two stage study using moral dilemma questions designed to discover how influential
individuals impacted the opinions of a group and individuals within the group.

1 Astudy to investigate how stress levels impact on Year 12 mock examination results. They
predicted a relationship between stress levels and examination performance. They
designed a before and after study.

1 A study to test a predicted link between self-esteem and obedience. The students used a
standard scale to measure self-esteem followed by an observational exercise of their peers
from Year 12 to test compliance to rules of behaviour in school.

The findings were presented to a group of teachers, researchers and academics at the
University of Bristol and each students received a certificate.

One of the students from this group went on to join the Generation R YPAG. From
Autumn 2016, the remaining researcher from CCAH will not be able to continue so
creative ways of covering her role will need to be sought.

Young Healthwatch

The last group is the Young Healthwatch. Until December 2015 this group was
facilitated joint by Ellen Devine from Healthwatch and Nicole Zographou who was
empl oyed by the CCG. Ni cole’s contract
consultation process and the group is now facilitated by Ellen Devine.

They have played a pivotal role in advising the Bristol Clinical Commissioning Group
(CCG) on recommissioning of Children's Community Health services, are aged 11-25
and meet regularly in central Bristol and have met with commissioners on a regular
basis advising on website design and consultation methods.

The BHP HITs facilitator has attended these meetings on an ad hoc basis and has
invited the coordinator Ellen Devine to attend the Generation R YPAG. Information
about the two YPAGs is shared between the facilitators/coordinators to enable best
use of both forums. The two groups cooperated in devising and presenting a workshop
on how best to consult young people in the style of Dragons Den at a regional
conference in 2015.
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2.4 Other ways the youth project fed into research

Dr Andy Gibson Developing a study Recruitment of YPAG
about advertising members to support
Assoc. Prof UWE influence on young development of this study.
peopl e’ s dri
Judi Kidger Self gender - Ethics committee were
_ identification on concerned they had only two
School of Social and guestionnaires options on questionnaire
Community Medicine regarding identification of
gender
UoB
Nicola Stock Design of self- report Developed by NHS
guestionnaire psychologists & researchers.
Cleft Pallate Collective, UoB Keen to make questionnaire
child-friendly. Considering
using some arts-based
methods. No previous
experience. Need guidance
and advice.

3. How the consultation influenced the work of the researchers
The response to requests for feedback from the researchers who took part was low. It is
hoped that next year this will be done in a more systematic way. Of those that did reply,
the following  observations were made.
The researchers on the study of sexual health wrote that they recognized the importance
of:

9 Training of peer researchers to include how to put people at ease and make the study
an interesting and stimulating activity and also how to manage the risk of emotional
distress and exceptional circumstances in the sharing of personal information which
might necessitate the breaching of anonymity, with examples (NB: this latter training
is already planned)

T A concerted strategy for reaching “seldom he:
1 Creating an informal physical space and including an ice-breaker at the beginning of

all future meetings with young people to put people at ease.
The study into children’s ear pain (Cedar Project)

following actions:

I As part of trial documentation, provide CEDAR clinicians wi t h a si mpl e strapl:i
them to explain, to children who are old enough to understand what is happening to them, their
role in the study in a positive way.

1 Explore potential for school nurses to contribute to our research.
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1 Clarify within the recruitment documentation and Symptom Questionnaire instructions that
children who are reluctant to complete the pain score because they are distressed by ear pain,
should not be allowed not to do the Face Pain Scale-Revised

Designability has returned since to refine the designs of the Medication Adherence Device.

Summary of the plans for next year

This report records the activities of the first completed year of a joint, strategic approach
towards the involvement and consultation of young people in research and evidence-
based service improvement. It has provided professionals a vehicle to access young
people and is part of our commitment to equalities. A key learning point has been to
improve how we measure the extent to which the groups have contributed to improving
research ideas and proposals. Our plans for next year includes:

1 Drawing up a team of people to cover the researcher role provided by CCAH and assist in
implementing the programme in Redland Green School

1 Identifying another school to replace the withdrawal of Fairfield school in the programme,
preferably in an inner city catchment area

1 Broadening the demographics of the YPAG Group
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APPENDIX 1. Four YPAG meetings
1 YPAG meeting on 28 May 2015 UHB Education and Research Centre
The group was facilitated by Mike Bell and Tracey Bingham

It was attended by 16 participants whose ages ranged from 10 to 16

Table showing distibution of gender and age range of participants

N=16
11
S 13
© 15
0 0.5 1 1.5 2 2.5 3 3.5 4 4.5
number
Emale ®Efemale
Researcher/s Research Topic
Tracey Bingham A&E research — what method of anaesthesia would you choose
Participants were asked to consider the pros and cons of different
ways of dealing with a fracture, including a Bier Block (or
intravenous regional anaesthesia), common in Australia but little
known in the UK.
Dr Jo White and Using peer researchers in a study of sexual health and activity

Professor David Evans, | amongst young people

Dept of Health and o . . .
Social Sciences, UWE | The group was divided and older members took part in this topic.

Participants were asked for their thoughts on the use of young
people trained as peer researchers in a study of sexual health and
activity. There were also asked if they would be interested in
being trained as researchers.

Lisa Wong App designed for reporting adverse drug reactions

Participants were asked to provide feedback on an app designed
to give information and guidance following adverse reactions to
prescription medication.

Participants were finally given some CPR training on dummies by current nursing staff.
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Evaluation by attendees

Each researcher was evaluated separately using a target on which participants place a sticker.
The nearer the bullseye they placed the sticker, the more they enjoyed the session.

v SAMPUE PROJE 1.
Did it hit the bull.....

or miss the target altogether 7

Tell us more by writing here or attaching a post-it

An example of how one of the bullseye targets might provide a snapshot of how the group
enjoyed a particular session.

It was felt that while an instant graphic illustration was useful, more information would be
needed in future to better evaluate the topics and researchers.

2 YPAG meeting held on 28 July 2015 UHB Education and Research Centre

The group was facilitated by Mike Bell and Tracey Bingham. It was attended by 11
participants whose ages ranged from 11 to 15. Two further boys were due to attend but

inadvertently joined a separate research group which was, by chance, in the same building
on that day.
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Table showing ditribution of gender and age of participants N=11

0 0.2 0.4 0.6 0.8 1 1.2
o |
12
S
|
> 13
14
15 |
0 1 2 3 4
number
H female Emale
Researcher/s Research Topic/s

Dr Christie Cabral and Mrs Harriet
Downing, School of Social and Community
Medicine, University of Bristol

Cedar Project—st udy i nto ch
pain: Cough and ear infections in children
and interventions designed to reduce
antibiotic prescribing or offer alternatives to
antibiotics

Participants were asked what they
understood about anti-biotics and their use.
They were also asked if ill, when and at
what stage they would refer to a GP or
school nurse.

This was a double topic with a short break
in between.

Paula Brock - Research Nurse, Healing
Foundation Children's Burns Research
Centre, UHB and Martyn Wood, Manual
Handling Advisor, UHB

Low friction “silkie
burns treatment patients and manual
handling training

The participants were asked to evaluate the
acceptability of fAsi
standard sheets. They were then given
instruction on using various manual
handling equipment

Tracey and Mike asked what the participants would like to see on the Generation R
Website. Two participants agreed to write a blog (see below)
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Researcher/s

Research Topic/s

Dr Christie Cabral and Mrs Harriet
Downing, School of Social and
Community Medicine, University of
Bristol

Cedar Project—st udy into children
ear infections in children and interventions designed to
reduce antibiotic prescribing or offer alternatives to
antibiotics

Participants were asked what they understood about anti-
biotics and their use. They were also asked if ill, when and
at what stage they would refer to a GP or school nurse.

This was a double topic with a short break in between.

Paula Brock - Research Nurse,
Healing Foundation Children's
Burns Research Centre, UHB and
Martyn Wood, Manual Handling
Advisor, UHB

Low friction “silkie” sheet
patients and manual handling training

The patrticipants were asked to evaluate the acceptability
of Asil ki ed sheet s a egyaierathdn
given instruction on using various manual handling
eguipment

Tracey and Mike asked what the participants would like to see on the Generation R Website.
Two participants agreed to write a blog (see Appendix 2)
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Evaluation by attendees

Again, each researcher was evaluated separately using a target on which participants placed
a sticker. The nearer the bullseye they place the sticker, the more they have enjoyed the
session. In addition, each participant was asked to fill in a further short evaluation form (see
illustration) for each researcher to give us more detailed evaluation. Below is a selection of
comments from the feedback forms

"l found it interesting when we did stories about school nurses"

"One of my favourite researchers (topics) so far and I've been coming here for a long time"
"It was OK but too long"

"There was a lot of time to talk about what we thought"

"l found out new stuff"

"The pain scale was good - lots to discuss"

"We had a laugh about the school nurse stories"

Topic
Presentar, £Z*
=
(" Did you find it interesting?  Interesting Eoring%
Circle one 5 4 3 2 1°
[ Tell us meee 1
\o =/
/" Do you feel listened to? %Yes No
Circle one 5 4 3 2 1
[ Tell us meee 1
\> -/

/~ Wasitfun? Circle one
T

el us more.

\
p

/"~ Could it have been better? ™
[ TFell us mare % 3
I )

N vy

" Is there anything else you want to say about this topic? N

A vy
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3 YPAG meeting held on 21 December 2015 UHB Education and Research Centre

The group was facilitated by Mike Bell and Tracey Bingham

It was attended by 16 participants whose ages ranged from 11 to 17

Table showing distribution of gender and age of participants

N=17
11—
12 —
13 |
> 14
[
<
15
16 |
17 —
0 1 2 3 4 5 6
mmale %“mbé?é
Researcher/s Research Topic

Pandora Pound - BA(Sur), MSc,
PhD(Lond), Research Fellow in Public
Health Research Methodology,
Research Fellow in Preclinical
Evidence Synthesis

Research into teaching sex and relationship
education.

The researcher wanted to gather opinions on
who the participants felt was best placed to
provide sex and relationship education and in
what setting. For example, for some it was
clearly a trusted teacher and in school while
others preferred someone independent who
they were unlikely to bump into during school.

Jo Keston - BSc(Lough), PhD(Lough),
Research Associate in Social Science
(Qualitative) Research

Research into “Stealth

people to exercise without describing it as
13 S p 0 r t ”

The researchers described a plan to recruit
people to take part i
designed to get young people to be more
active and asked for feedback on types of
games, settings and who would be interested
in taking part.

Ml
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Keir Haines from_Designability - BSc
(Hons) Industrial Design and
Technology, Loughborough University
(2005) and Stephen Kitson - CEO

Folium Optics

Research into Medication Adherence Devices

The participants were asked to design devices
they would use to remind them to take
medication. They were told not to feel
constrained by current technology.

Paula Brock - Research Nurse,
Healing Foundation Children's Burns
Research Centre, UHB

Short questionnaire about outcomes following
burns surgery

Participants were

given an opportunity t
“ a r mupported by current research nursing staff

Evaluation by attendees

Again, each researcher was evaluated separately using a target on which participants placed
a sticker. The nearer the bullseye they place the sticker, the more they have enjoyed the
session. Each participant was again asked to fill in a further short evaluation form (see
illustration) for each researcher to give us more detailed evaluation. Below is a selection of

comments from the feedback forms

Topic
Presentar, g2
=
¢~ Did you find it interesting? Interesting Bor'mg%
Circle one 5 4 3 2 1°
[ Tell us meee 1
& 2/
/" Do you feel listened to? %Yes No
Circle one ﬁ 5 4 3 2 1
[ Tell us meee
\. )
/~ Wasitfun? Circle one Yes No ™
[ Fell us mcee ] )
\_
/"~ Could it have been better? ™
[ TFell us mare -g
e _J
/" Is there anything else you want to say about this topic? ™y
p S

"l liked this session"

"We found out a lot and could express ideas"
"l liked designing"

"Insight into the future”

"Great fun, we interacted a lot",

"Interesting and less about random facts about
ourselves",
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4 YPAG meeting 5 April 2016 UHB Education and Research Centre

The group was facilitated by Mike Bell and Tracey Bingham

It was attended by 16 participants whose ages ranged from 10 to 17

Table showing ditribution of gender and age of
participants N=18

H male

H female

number of particip[ants

Researcher/s

Research Topic

Tracey Bingham — senior research
nurse UHBT.

Swabs — a selection of mouth, throat and nasal
swabs

Keir Haines from_Designability - BSc
(Hons) Industrial Design and
Technology, Loughborough University
(2005)

Further research into Medication Adherence
Devices

The participants were asked to consider
colour, materials and textures for future
adherence devices

Jo Ferrie et al (Bristol Immunisation
Group)

Immunisation in Bristol — what is your view
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Evaluation by attendees

Again, each researcher was evaluated separately using a target on which participants placed
a sticker. The nearer the bullseye they place the sticker, the more they have enjoyed the
session. Again, participants were given a separate short feedback form. This time, the final

qguestion was changed from “Could it have been bet
A copy of the revised feedback form is shown with a selection of comments.

ADidn'"t fully understand that there was no vacci
Al | earntamewt tdhemtgasi n di seaseso

ifiThey absorbed our opinions and fed back well 0
AiThey | ooked | ike they wanted to know.

They also built on my commentso

nl't was fun | earning the opinions of others as
AWe got to compare experienceso

i Goodviatcitds f or programmeo

Topic,

Prasantar .
L =

¢~ Did you find it interesting? Interesting Boring '}

Circle one 5 4 3 2 1°

[ Tell us mere

N oy

¢~ Do you feel listened to? %st No
Circle one ﬁ 5 4
[ Tell vz moee

\ .
(" Was itfun?
-

Circle one

Tell us more

\
h

" What would have made it better? I
[ Tell us more m
N
L J
N S
" Is there amything else you want to say about this topic? ™
AN S/
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Appendix 2. Blog by YPAG Two of the participants write an occasional blog.

Lottie and Rachael 6s bl og

We are from the Bristol YPAG (Young Persons Advisory Group). The group is led by Mike
Bell and Tracy Bingham. We thought about why we should write a blog and we came up with
the following:

1, to let others know what we do and what research we do,

2, to give ideas to other YPAG groups,

3, for newcomers to see what we are all about,

4, and finally to have an account of all the fun we have.
At the end of each blog post we will rate the day out of ten. This way we can give you a feel
of how the day went. We hope you enjoy our blog.
Lottie and Rachael.
On Tuesday 28th July the Bristol YPAG group met for a full day of giving opinions, trying out
bed sheets, learning about new things and discussing antibiotics. The plan of the day was
full with a breaks for snacks and lunch. We had three different subjects (all related to health
of course) and we started the day off with infections and antibiotics.
The first researchers we had visit us were Harriet and Christie. They came to talk to us about
our experiences with antibiotics and visiting our GP. Whilst getting information from us for
their research we also had a | augh about g
particularly the school nurse! We then went on to talk about the pain scale, testing it out with
previous infections we can remember.
After lunch we went down stairs to a room containing two hospital beds and lots of other
hospital equipment. The lady that was part of this study was called Paula and she explained
to us that she was working withethei ikyl kY
study of whether silk bed sheets and pillowcases were beneficial to hospital patients with
serious burns. We were going evaluate low friction silk bed sheets and give our opinions on
how to improve them. We did this by comparing one of the beds which had silk sheets on to
the other which had normal sheets on. We found that the silk sheets were slippery but we
thought a major aspect of the patient being comfortable would be how hot or cold they were.
We learnt a lot about how they dress serious burns and also assessed one of their booklets
promoting the study to patients with the burns. It was an interactive exercise which made
really interesting and fun. | think we all enjoyed the topic as well as giving advice to Paula.
After completing the Silky Study, we had Martyn teach us about manual handling with
patients. We now all know how to control a hospital bed, and use other equipment such as
slide sheets and a hoverjack! (Look it up) Martyn taught us so much about how to care
correctly for patients, very beneficial for those of us who are looking into the path of medical
careers! Thanks Martyn!
To conclude, we both felt the day went extremely well. We both agreed the best part of the
day was the manual handling exercises but we also enjoyed all other aspects of the day.
The day also taught us many new things, which is after all one of the reasons we come to
YPAG. We rated the day 9 out of 10, due to the interaction in the exercises.
Thank you to Mike and Tracey who never fail to keep the day flowing and to all the
researchers who came in on the day, we hope to hear from you in the future!

The pain scale

For more information on how you can involve any of these groups in your project contact Mike
Bell: Tel 0117 342 1249 or mike.bell@bristol.ac.uk. The Young Healthwatch Group can be
reached directly by contacting Ellen Devine ellendevine@thecareforum.org.uk
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APPENDIX5 EVENTS ANALYSIS CHARTS

PPl Workshops

(Building Research Partnerships, October 2014, April & October 2015

Enhancing Facilitation, September 2014 & 2015

Generating Ideas in Health Research, February & March 2016

Using and Understanding Research Evidence, November 2015 & February 2016)

Total attendees: 136 (data based on 125 forms returned)
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60% Status

m Total
20%

0%  —

not comblete Member of the public Professional
Note: We had an other option (6%). We are no longer using this category.

Map showing the post code areas of delegates
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Overall Score

m Did not complete 7 %
= Excellent 51%

m Fair 6%

= (Good 35%

u Poor 0%
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