
Research Involvement and Engagement 2017, 3(Suppl 1):27
DOI 10.1186/s40900-017-0075-x

brought to you by COREView metadata, citation and similar papers at core.ac.uk

provided by Apollo
MEETING ABSTRACTS Open Access
Abstracts from the NIHR INVOLVE
Conference 2017

London, UK. 28 November 2017

Published: 28 November 2017
O2
Learning from Other Fields: can arts based approaches improve
the diversity of involvement?
Delia Muir (d.p.muir@leeds.ac.uk)
Leeds Institute of Clinical Trials Research, University of Leeds, Leeds, UK
Research Involvement and Engagement 2017, 3(Suppl 1):O2

Aims
During this presentation we will share learning from a Wellcome
Trust Engagement Fellowship. We will present examples of arts-
based public involvement activities, including a sculpture project
with young people and a play about dementia. We aim to raise
awareness of what public involvement can gain from the arts; stimu-
late discussion about the pros and cons of different approaches; and
discuss how to encourage more creativity within public involvement.
Why is it important and to whom?
Public involvement has been criticised for a lack of diversity and inclusivity.
By diversifying the involvement activities which we offer, we may attract a
wider variety of people. Arts based activities also have the potential to fa-
cilitate discussion in an accessible, safe and fun way. This session may be
of particular interest to people who are planning or facilitating public in-
volvement activities (members of the public and researchers).
What difference has, or could, this project make?
Throughout the project, both researchers and members of the public
have found arts activities stimulating and useful. However people
have encountered some practical challenges when running these
projects. Specifically, people do not feel they have the necessary
skills to plan and facilitate arts activities. I will discuss how we might
address that skills gap and invite the audience to suggest what sup-
port is needed.
What will people take away from session?

� An understanding of what arts/health collaborations can offer
public involvement

� Access to resources and contacts to support future projects
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How do you change the way people do research?
In Canada, the Strategy for Patient-Oriented Research (SPOR) involves
asking people to do research in a different way [1]. The idea of re-
search being done by and with patients isn’t new. Growing our abil-
ity to work together is still a challenge, especially across 13 very
different provinces and territories.
To meet this challenge, a group of patients, education experts and
others from across the country joined up to teach people about
doing research together. They created a course that talks about a
number of topics. Such as: introduction to health research, meaning-
ful roles patients can play and how to work together as a team.
Twenty-eight facilitators – including 12 people with lived experience
– were trained and taught the course across Canada. Patients, re-
searchers, health care professionals and others participated alongside
one another. They built partnerships, improved their skills and gained
more knowledge about working together in research.
Join us on a trip across Canada to:

� Learn how we developed and evaluated the course;
� Learn how the course helps to spread awareness and change

the way people do research;
� Hear from facilitators (including a patient) about their

experience delivering the course;
� Share experiences and training resources with other

participants.
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This presentation will discuss the involvement of former and
current cancer patients in a Danish research project on patient
empowerment of cancer patients in follow up (2015-). The project
has involved a total of 17 patients as advisors, co-researchers and
peer interviewers.
User-involvement is a relatively new phenomenon in Denmark and
the project is one of the first to incorporate user-involvement into
the research process from its beginning.
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Documenting involvement in the project’s development and delivery
is therefore of key importance both nationally, where it provides an
early example of good practice, and internationally, as important les-
sons can be learned from comparing countries. In the development,
design and delivery of user-involvement, the project drew on expert-
ise from the University of Warwick (UK), where user-involvement
through UNTRAP (University/User Teaching and Research Action Part-
nership) has been part of research practice for over 10 years.
The presentation outlines the involvement of service users in the dif-
ferent stages of the research. Challenges and benefits of involving
service users in the project will be discussed in relation to the spe-
cific Danish context and the particular area of cancer research. In
addition, the presentation will reflect on some of the differences and
similarities between the UK and Denmark in terms of involvement,
suggesting that the experiences and expectations of service users
may vary depending on the local context, and that researchers need
to be sensitive to these differences when relying on expertise from
another country.
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Aims of the session

1. Enabling a better understanding about the role of lay co-
applicants throughout research studies and within a research
team (considering finance, ethics, legalities, social and access
issues).

2. Considering when having a lay co-applicant is appropriate (or
not appropriate), including considerations of who/how many.

3. Reflecting on the expectations different research funding
streams have regarding lay co- applicants.

4. Considering the experiences (good and bad) of PI members
who have been lay co- applicants.

5. Outlining the practical steps to support lay co-applicants.

Why is it important and to whom?
Research funders increasingly expect lay co-applicants on national
peer reviewed research grant applications, as part of the Public In-
volvement (PI) in the study. However there is no guidance for either
PI members or researchers on the role of being a lay co-applicant,
when one is needed or how to support lay co-applicants during the
development and delivery of research studies.
What difference has, or could, this project make?
This interactive workshop will explore the role, responsibilities and sup-
port of lay co- applicants on national peer reviewed research funding
grants. The workshop will act as a springboard helping to nationally de-
velop a lay role description and information pack about what it means to
be a lay co-applicant.
What will people take away from your session?
This co-presented workshop has the potential to improve our under-
standing of the lay co- applicants in research by helping to develop
a role description of and guidance for lay co- applicant. The work-
shop will help all stakeholders (researchers, PI members, funders) ap-
preciate the value and importance of lay co-applicants, and allow PI
members clarity on their role within research teams
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Background
In Yorkshire approximately 45% of 12-year-olds have rotten teeth,
this is the second-worst UK prevalence and is strongly correlated
with social inequality. Whilst largely preventable, reaching those
most vulnerable is challenging. “Don’t Smile” is a play inspired to test
if using theatre might improve oral health knowledge of disadvan-
taged adolescents.
Method
The play was a co-production created with Theatre of Debate (TOD)
working in an ‘artist in resident-style’, with patient/public advisors, ado-
lescents, theatre-practitioners and University student in arts and sci-
ences. The focus of the play was to disseminate dental research on
Amelogenesis Imperfecta. It also drew wider parallels to the implica-
tions of poor oral health and portrayed dental public health messages.
The play was performed in secondary schools in areas of significant so-
cial deprivation to at-risk adolescents. At each performance the TOD Fa-
cilitator initiated a poll relating to oral health awareness and opinions.
Following the play she revisited for a change in response and facilitated
a debate on the wider implications of poor oral health, social isolation,
bullying and NHS dental access. Questionnaires on understanding and
acceptability of the play were completed.
Results
Our embedded dental public health message dealing with dental
trauma was understood by 100% of our audiences of vulnerable
teenagers from areas of worst oral health inequalities. They also
rated the play excellent/very good with 95.5% saying they would like
to see more plays on aspects of oral health and dentistry.
Don’t Smile is an innovation in dental dissemination that successfully:
[1] reached BME vulnerable teenagers in Schools in areas of high oral
health inequality/deprivation and raised oral health awareness; [2]
enhanced research impact targeting seldom-heard audiences at



Research Involvement and Engagement 2017, 3(Suppl 1):27 Page 3 of 17
high-risk; [3] capacity-built Performing Arts Students to work on a
Science/Health-related topic. [4] was aspirational with an unexpected
outcome that sixth-formers were keen to undertake participatory
dental research for their Extended Project Qualification. We have
established ‘RAISED In Yorkshire’ (ReseArch In Schools Evaluating
Dental health), a pupil-peer recording of oral health behaviour.
Conclusion
“Don’t Smile” won the 2016 National Coordinating Centre for En-
gagement Award for engaging with young people and the University
of Leeds Public Engagement in Research Award. A theatre and de-
bate approach is an effective media to disseminate research and in-
form pupils. We have created a web-based documentary to inform
how to undertake a similar dissemination project http://medhealth.
leeds.ac.uk/dentistry/cohesion/dontsmile.
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Expert-by-experience led research in the field of addictions is rare.
Even amongst some addictions researchers, there is a sense that
people with lived experience of addictions are unreliable and incap-
able of leading and delivering research, perhaps because of stereo-
types applied to people with addictions which include being
untrustworthy, emotionally unstable and incompetent.
The aim of this presentation is to explode these myths. Half our Sub-
stance Misuse and Ageing Research Team is made up of people with
lived experience of addictions who are being trained to become in-
dependent researchers. Known as Public and Expert by Experience
Researchers (PEERs), these researchers are employed by our univer-
sity and have equal status to traditional researchers.
This session will be of interest to anyone who is considering embed-
ding researchers with lived experience in their research teams and to
people with lived experience who are interested in becoming re-
searchers. It will be of particular interest to those researching or with
lived experience of conditions that are wrongly associated with be-
ing incapable such as those experiencing mental health issues and
complex social problems. Our model is breaking down barriers and
stereotypes. This will be a joint presentation delivered by a PEER and
traditional researcher to describe our model and share our learning.
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Background
The importance of feedback is highlighted in the ‘Values and Princi-
ples’ [1] from INVOLVE and included in the current Public Involve-
ment consultation on standards [2]. Patient and Public Involvement
(PPI) contributors in the East of England (EoE) regional network
flagged up the issue that feedback (from researchers to PPI contribu-
tors) was minimal or absent, so we co-designed a study to look at
this. PPI contributors talked of spending valuable time commenting
on complex issues and continue to volunteer without acknowledge-
ment and thanks. The study aims to improve PPI feedback by co-
designing a generic PPI Feedback process which can be adapted for
individual PPI groups and activities.
Methods
The six regional PPI groups involved in the study include those based
within the Research Design Service, Universities, hospitals and NHS
Trusts. The study used a survey, interviews and 4 month audit. Over
100 respondents completed the survey distributed by the PPI groups
and 23 PPI contributors, researchers and PPI leads were interviewed.
Following two stakeholder meetings with researchers, PPI representa-
tives and PPI group leads, local feedback tools were co-designed, im-
plemented and trialled in the PPI groups. A second audit was
undertaken by PPI representatives and PPI group leads to ascertain
whether satisfaction with feedback had improved. Work is ongoing
to identify barriers and facilitators to implementing the local tools
and to co-develop the local tools to form a single regional EoE tool
or process.
Results
The results confirmed the anecdotal evidence; feedback is not rou-
tine and very variable. Together, our research team (PPI contributors,
leads, researchers) will outline our motivations for this research ap-
proach and our Feedback Tools. We will also discuss our results on
the variation and frequency of feedback, barriers and enablers.
Conclusion
We aim to encourage other PPI groups to work together to improve
feedback whilst underlining the importance of managing expecta-
tions and simultaneously nurturing relationships. A regional PPI Feed-
back tool or process is in development which we aim to produce
and distribute in different user-formats.
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Background
Involving older adults with dementia, hearing and vision problems in
research has traditionally been considered impractical. We are involv-
ing older people with these problems in a multi-site European re-
search programme (SENSE-Cog) via three research user groups
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(RUGs) in the UK, France and Cyprus. SENSE-Cog explores the com-
bined impact of dementia, hearing and vision problems and will de-
velop new tools and at home support to improve quality of life for
people living with dementia, hearing and vision problems.
Materials and Methods
Older adults with lived experience of cognitive, vision and hearing
problems (n=15) and carers (n=10) were recruited via advertisements
in the general community to RUGs at three SENSE-cog research sites
in Manchester, Nice, and Nicosia. RUG members received research
awareness training (RAT) [1] to increase their understanding of re-
search to support meaningful involvement. We supported RUG mem-
bers by taking a tailored approach taking into account the cognitive,
vision and hearing problems of RUG members.
With respect to cognitive problems, group facilitators ensured the
RUG sessions were interactive, broke tasks down into bite sized
pieces and provided memory aids in the form of discussion notes.
Hearing problems were addressed by using quiet rooms, including
visual prompts to reinforce auditory information and having one per-
son to speak at a time. For vision problems, different light settings
were used and hand-outs were printed in large easily readable font
on yellow paper. Facilitators stood close to and facing the partici-
pants and kept still while speaking.
Facilitators gave clear instructions, spoke in a clear and audible
tone of voice, checked for understanding and re-capped the main
discussion points.
Results
Individualised strategies to support RUG members with hearing, vision
and cognitive impairments offered views on key design aspects of the
SENSE-cog study including usability aspects of an online hearing and
vision test, a protocol for a controlled trial of a sensory support inter-
vention for people with dementia and study recruitment materials.
Evaluation of the RAT using a questionnaire survey is on-going to as-
sess RUG member’s acceptability and satisfaction with the training.
Focus groups and interviews will discover how RUG members had
made use of the knowledge and skills provided by the training in
the context of SENSE-Cog’s research programme.
Conclusions
Meaningful involvement of people with dementia, hearing and vision
problems is feasible provided that a tailored and iterative approach
is taken to understand the needs of people with cognitive and sen-
sory problems.
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Research funding applications submitted to the National Institute of
Health Research (NIHR) in England require teams to evidence the ex-
tent to which patients and the public have been involved in develop-
ing a proposal, and whether they will be involved once a grant is
awarded. Three levels of involvement have been commonly identified:
consultation; collaboration; and, control. Patient and Public Involvement
(PPI) initiatives are often assessed against these benchmarks.
PARTNERS2 is a NIHR five year multi-site study with collaborators
bringing different expertise to the team: trial management, statistical,
clinical, qualitative methods, outcome measurement and expertise
from experience. The aim of the research is to deliver and test collab-
orative care for people with ongoing mental health needs in primary
care settings.
Originally, the study was designed with a PPI programme embedded
across the study including a PPI Lead and coordinator, 3 local lived
experience advisory panels (LEAP) made up of mental health service
users and carers, plus 3 service user researchers. Expertise from ex-
perience was a specific asset held by certain team members, and
reflected in job titles.
Three years on, the team have learned about what works well, and
also the difficulties of their planned PPI approach. The original start-
ing point of structured collaboration has developed the study focus
into one of a co-production model. Expertise from experience is fur-
ther dispersed across the study, and roles have changed leaving little
distinction between a project researcher and a service user re-
searcher. The team are continually attempting to adapt and evaluate
their involvement practices to increase their relevance, benefit and
effectiveness for the programme as a whole. Co-produced decision
making has led to the selection of outcomes measures and the de-
velopment of a bespoke trial website with team and LEAP members
featuring in videos making the case for research and participation in
the trial. A way of working document was produced and has been
updated, setting out principles for co-production in PARTNERS2. As
new members join, reflecting on these agreed principles is particu-
larly important. A research participant charter is under construction
to provide the research team with jointly agreed standards for how
they aim to support research participants to ensure people have a
positive experience of the PARTNERS2 research study.
Understanding how to best integrate expertise from experience
within mental health research teams is fundamental for developing
coproduced mental health research. Sharing power across a diverse
multi-site research programme is challenging. It is also possible.
Trial registration number: we are awaiting registration.
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In 2015 the National Institute for Health Research (NIHR) ‘Going the
Extra Mile’ report highlighted the need to improve support for learn-
ing and development, which was reiterated in an NIHR-wide Learn-
ing & Development Working Group report of 2015 [1]. Despite
widespread training activity, resources that support members of the
public, researchers and public involvement managers can be difficult
to find, and opportunities often are insufficiently promoted or
duplicated.
The INVOLVE Learning and Development Project Group was formed
in 2016 to improve the resources and support available for learning
and development. Consisting of public members, and public involve-
ment leads from the charity sector and a variety of NIHR organisa-
tions, the Group took a collaborative approach and formed six sub-
groups to address: individuals’ learning needs; inductions; how op-
portunities are promoted and accessed; how to share learning about
engaging diverse communities; how resources are shared across
websites; and top tips to promote good practice.
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Developing resources in these areas will allow individuals to assess
their own skills and knowledge, how this relates to the needs of
their role, and what areas require development. Improved informa-
tion at inductions will benefit those new to research or involve-
ment, and better accessibility of learning opportunities will prevent
existing duplication.
This presentation will include an interactive session during which
delegates will use some of the new learner-centred resources. By the
end of the session, delegates will have an understanding of the
resources available, where they can be found and how they might
be used to support their own (and others’) development.
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Aims of the session

� To describe the Sharebank model, why and how it was
developed.

� To discuss how public involvement training can be co-produced
with the public.

� To provide an opportunity for the audience to give their views
on the Sharebank model and whether this is something they
would consider for their own region.

Why is it important and to whom?
The National Institute for Health Research (NIHR) ‘Going the Extra
Mile’ report recommends that the public and researchers should be
better supported to do public involvement and that local organisa-
tions should work together to do this. We have developed a cross-
institutional model, from the ‘grass roots’, to fulfil these recommenda-
tions. It is of strategic importance to NIHR and of interest to public
involvement leads, public and researchers.
What difference has, or could, this project make?
The Sharebank has brought NIHR and NHS organisations together,
aligning strategic objectives for public involvement support and
helping public and researchers to share their experiences. It provides
the means for organisations to share training and resources for pub-
lic involvement at minimal cost.
This session will inspire the audience in:

� Collaborating to create flexible, sustainable learning and
development programmes for public involvement in research
in their regions.

� How to involve members of the public in co-producing public
involvement training.

What will people take away from your session?

� Guidance: describing a pathway for other organisations to
work closely together in learning and development for public
involvement.

� Contacts: we would be happy to advise anyone in setting up
their own ‘Sharebank’.
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Aim of the presentation
To share learning from the development and evaluation of an online
forum for patient and public involvement (PPI) in palliative care re-
search: CSI Public Involvement [www.csipublicinvolvement.co.uk].
Why is it important and to whom?
INVOLVE highlights the importance of ensuring PPI approaches are
accessible, fair, responsive, and supportive. This is particularly import-
ant in populations where, due to advanced illness or caring responsi-
bilities, face-to-face involvement becomes challenging. In response
to this problem and to contribute towards an evidence base around
virtual PPI, we have developed and evaluated an online forum for
PPI in palliative care research, in collaboration with existing PPI mem-
bers via a consultation process.
What difference has, or could, this project make?
Developing and evaluating the online forum has led to three key differ-
ences: increased coproduction skills, improved research quality, and a
new knowledge base for developing online PPI platforms. This experi-
ence encouraged a shift from collaboration to coproduction, to ensure
the success of the forum. Input from new PPI members has improved
our research quality through more diverse involvement and feedback,
e.g. different people’s experiences in relation to ‘difficult conversations’
and ‘feeling safe’. Evaluation of this forum using focus groups and on-
line questionnaires has resulted in new knowledge of how best to en-
gage and sustain online forums in PPI, and empower PPI members and
researchers in using this co- productive method.
What will people take away from your presentation?
Based on our research, attendees will receive guidance on both de-
veloping and evaluating an online forum for PPI in research.
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Background
People from black minority and ethnic (BME) groups are under-
represented in research aiming to improve health services, health-
care provision and patient safety, limiting the relevance and general-
isability of research based on ‘mainstream’ populations. This may
widen existing inequalities in health, access to health care, and hin-
der meaningful involvement in healthcare and treatment decisions.
Community groups and organisations are often more successful in
engaging and consulting with people who researchers can consider
‘hard to reach’, but their methods can lack the rigour that is central
to formal research.
Methods
This collaboration of university-based researchers and local commu-
nity partners identified a mutual benefit from shared learning, so we
ran an exchange visit programme during which we spent a period of
time within each other’s organisations to observe what we each do,
including how we go about priority setting and how we gather,
evaluate and report data. The aim was for everyone involved to
reflect on and improve what we do respectively, and to find a
common-ground methodology for improving access, inclusion and
evaluation of more meaningful research.
Findings
This presentation will describe the shared learning and participatory
approach used during two successive projects during which we a)
co-designed and piloted an approach to enabling BME participation
in research, b) created a blue-print for a sustainable model of
community-based support for inclusive research, and c) a learning
and development toolkit to promote capacity to evaluate within
community partner organisations and to promote engagement and
consultation skills of researchers in relation to minority populations.
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This poster shares experiences of recruitment, facilitation and sustain-
ability of patient and public involvement (PPI) with an underrepre-
sented audience – 16-24 year olds. Co- produced by young adults, it
reflects on the challenges and potential solutions of involving this
hard to reach group in research.
The Young Adult PPI (YAPPI) Group is a joint initiative between the
Southampton NIHR Clinical Research Facility, NIHR Biomedical Re-
search Centre and NIHR Research Design Service South Central. This
recently established group was formed to address the unmet needs
of this particular demographic. This group is open to researcher
contact and has contributed to several pieces of pre-funding study
development work.
Young people with chronic conditions go through a transitional care
period and move from child-centred to adult-centred health services.
While transitional care is being addressed in the clinical setting, there
is little to address the difficulties associated with the transition in
health and social care research. Additionally, this age range faces
novel issues such as higher education, leaving home, starting careers
or relationships. These challenges influence their clinical and social
needs as well as their personal priorities; their involvement is there-
fore invaluable in delivering appropriate health research.
Our young adult representatives will share their advice on how to
engage with and promote PPI activities for this population. Drawing
on their experiences they will cover: how to approach this demo-
graphic; what attracts this age range to be involved and how to
facilitate and maintain communication with representatives.
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The Youth Social Behaviour and Network Therapy (Y-SBNT) study was
a National Institute for Health Research (NIHR) funded randomised
controlled trial. The study aimed to demonstrate the feasibility of
recruiting young people to a family- and wider social network- based
intervention [1] by testing an adapted version of an established adult
intervention (SBNT) [2]. The study was also a case study in doctoral
research by one presenter (L-MB) on how young people’s involve-
ment can be embedded in health services and research [3] This pos-
ter draws on this doctoral research and the study report [4] to
outline how a group of young advisors who had used drug and alco-
hol services in the past worked with the research team to make sure
that the research was relevant to young people. The young advisors
were involved in the design of key research documents and tools,
data analysis and interpretation and reporting. But there were some
challenges in recruiting and working with this group of young
people, and we found that the standard ‘young people’s advisory
group’ model did not work for many of the young people we were
trying to engage. This has informed wider learning on how best to
involve a group of young people who are ‘less frequently heard’, and
led to the development of a different model of public involvement.
The poster outlines the model which emerged from this study, which
explores whether traditional models of public involvement can po-
tentially exclude some of the young people most likely to use health
services, and identified the potential for new flexible and young
people-centred approaches to involvement in research.
It will be of interest to those involving children and young
people in research as well as those with an interest in methods
for including more diverse voices in public involvement beyond
the ‘usual suspects’.
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Aims of the session
Whilst encouraged by research funders, it is unusual to involve patients
and the public in systematic reviews. We involved children and young
people (CYP) with relevant experience, in a large National Institute of
Health Research funded evidence synthesis project of mental health in-
terventions for children and young people with long–term conditions.
The aim of this session is to share our experiences of the project from
the perspectives of the CYP and the research team.
Why is it important and to whom?
The involvement of CYP in this project has had a powerful and
meaningful impact not only on the research but also on the review
team and the CYP themselves. By sharing our experiences, we hope
to demonstrate that with careful planning and appropriate resources,
involving CYP in systematic reviews is both feasible and practical.
What difference has the project made?
Overall, the involvement of CYP provided a grounding for the re-
search in real-world experience. Specifically, CYP were involved in
validating research ideas, confirming appropriate search terms, pro-
ducing suggestions for search sources, interpreting review findings
from a different vantage point, and producing a plain language sum-
mary and a podcast for dissemination of key messages.
What will people take away from the session?
Involving CYP and parents in systematic review projects is novel but
achievable and rewarding. Involvement should form part of core sys-
tematic review methods. The voices of CYP are often neglected in re-
search but can be invaluable in making sense of large amounts of
complex information.
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Patient and Public Involvement (PPI) is an increasingly routine aspect
of health research, however challenges remain. Much PPI guidance
focuses on studies of chronic diseases, where access to members of
the public for PPI is enabled by patient support groups or because
patients are continuously engaged with health care.
In contrast, there is little PPI guidance for studies of acute disease,
socially disenfranchised groups, or populations defined by stigma-
tised behaviours or diagnoses. In these scenarios members of the
public may be less accessible to researchers and less interested in
PPI. Much sexual health research fits into one or more of these
criteria.
The aim of this presentation is to address the gap in PPI guidance by
considering possible solutions to challenging PPI scenarios. We
present lessons learned from four studies affiliated to the NIHR’s
Health Protection Research Unit in Blood Borne and Sexually Trans-
mitted Infections, which focus on sexual health, ethnic minorities,
and young people. Our tips focus on three stages of PPI: defining a
target PPI group, accessing patients or members of the public, and
engaging with those who have agreed to take part in PPI. We take a
practical approach, with advice ranging from how to create more ap-
pealing patient invitations at health providers, to ways to engage
with patients with particular concerns about confidentiality and
anonymity.
Sharing these experiences may help researchers in sexual health and
other fields have a greater understanding of potential challenges in
PPI and how to overcome them.
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Inverting the Patient Involvement Paradigm: Establishment of the
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The NIHR has pushed Patient and Public Involvement in healthcare
to the forefront of research priorities. Many initiatives have proven
successful, and interested members of the public are now able to
participate in a breadth of opportunities. However, involvement is
generally limited to consultation on study design or promoting par-
ticipant adherence.
Further, a clearly documented mismatch between patient demand
and actual researched interventions exists, with most funded studies
prioritising drug trials [1]. Quality of life and fundamental priorities as
described by patients and carers are often ignored.
A pioneering initiative launched in May 2015 by the Cambridge Clin-
ical Trials Unit assumes this role. The Patient Led Research Hub
(PLRH) supports research projects emerging directly from, and pro-
posed by, patient organisations: the only UK initiative to allow
patients to develop and conduct research in this manner. Any re-
search proposal, irrespective of its focus or disease area, is consid-
ered and feasible projects are supported with resources and
expertise in design and delivery.
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Proposers maintain co-ownership of the project and intellectual prop-
erty where relevant, ensuring research remains relevant and credible.
Equal collaboration underpins competitive grant applications to public
funders, research charities or industry partners. If funding is obtained,
projects become autonomous to the extent possible, allowing PLRH re-
sources to become available for new proposals.
Thus far, the PLRH has received excellent feedback, with 23 proposals from
19 different organisations and independent sources. Proposals are wide-
ranging from bench to bedside, but with a primary focus on quality of life.
Three projects are active, one funding bid is in preparation, three proposals
have been linked with ongoing, aligned research work, and nine proposals
are in various stages of work-up. Further investment is now required to in-
crease capacity and infrastructure to support incoming proposals.
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The aim of the session is to share our critical reflections and insights
from developing user- led research and seeking to establish a positive
and collaborative culture and environment for involving experts by
experience in health and social care research.
The PIER partnership is an established university service user and carer
partnership with over 90 active members, 900 hours of direct involve-
ment activity a year, and a history of collaborating with community or-
ganisations to enhance health and social work education. Since 2015
we have sought to draw on this expertise to develop a culture within
the university and with our external research partners for engaging
meaningfully in PPI and in particular, user-led research. From our net-
work of involvement coordinators across the UK, we know that many
organisations (universities, charitable organisations, health and social
care providers) are seeking to develop user-involved and led research
and to identify strategies and opportunities for doing so meaningfully
and with the greatest impact. We consider ourselves at an early stage
of developing this role and are keen to contribute to national develop-
ments by sharing our activities, efforts, mistakes and learning to date,
and to seek guidance from others.
The session will benefit anyone seeking to explore and reflect on the
processes involved. We will summarise: our exploration and evalu-
ation of different models of PPI and our emerging evidenced based
framework for user-led research; key points and stages of learning;
and our top tips for organisations embarking on a similar journey.
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Background
We share findings from an action research project (IMPRESS: Imple-
menting PPI in an NHS Research Programme: Evaluating the PPI con-
tribution to CLAHRC research implementation) which studied how
PPI has been implemented within a regional, applied research
programme (a CLAHRC: Collaboration for Leadership in Applied
Health Research and Care). This builds on findings from a previous
national study (RAPPORT: ReseArch with Patient and Public invOlve-
ment: a RealisT evaluation). Our project team includes two PPI co-
researchers and an advisory group with a lay chair and further PPI
representatives. IMPRESS employed a theoretical framework to ex-
plore in-depth, the experiences of PPI within the CLAHRC
programme, from different points of view. Our findings identified the
barriers and facilitators to the programme’s aim of ‘fully embedded,
active and comprehensive’ PPI which then inform ten key action
points for developing PPI in a programme.
The network of CLAHRCs are planned to play a key role in co-
developing and co-delivering NIHR’s PPI strategy across regions in
England. The CLAHRC studied here makes policy and resource com-
mitments to PPI, has PPI as a research theme and works in partner-
ship with regional PPI networks. It is thus important to report
systematically researched findings on processes and outcomes of this
commitment, both to inform specific local action and to report
broader conceptual lessons for PPI knowledge and practice.
We detail, with illustrative examples, how 10 case study projects
made sense of PPI, bought into PPI, enacted PPI and appraised PPI.
The action research approach enables, actions and solutions to prob-
lems of embedding PPI to be ‘fine-tuned’ in further research cycles
to evidence and enact sustainable PPI processes and outcomes for
all stakeholders.
See a film of the study results at: https://www.youtube.com/
watch?v=sL9EbvYmaxA
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Background
The National Institute of Health Research (NIHR), through the IN-
VOLVE organisation, aims to galvanise regional networks supporting
public involvement in research and facilitate closer working to en-
able sharing of expertise, good practice and innovation. [1, 2]
We aimed to create and sustain a regional network for public in-
volvement in the West Midlands.
Methods
We will describe:

� The creation of the regional network: PILAR (Public
Involvement and Lay Accountability in Research and
Innovation)
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� The planning and hosting of our first conference, ‘Health
Research: Better Together’, bringing together organisations in
the region involving the public in research and innovation.

� Using an interactive workshop to identify future regional
priorities for public involvement.

Results
PILAR, the regional network for the West Midlands, was established
in 2013. It comprises lay and professional members from NIHR and
other partner organisations set up to pool expertise and share good
practice, PILAR provides leadership for public involvement in the re-
gion. Following our inaugural conference, we have established our
‘PILAR Pledge’. These were based on the co-developed priorities for
public involvement in the region identified in an interactive work-
shop during the PILAR conference. Subsequently, PILAR has created
the foundation for a collaborative community across the West Mid-
lands whose activities are closely linked to INVOLVE and aligned stra-
tegically with the NIHR’s ‘Going The Extra Mile’ recommendations.[2]
For example, PILAR has begun to identify and share learning and de-
velopment opportunities for public involvement for professional and
lay people in the region.
Conclusion
Regional networks can play a pivotal role in ensuring meaningful
public involvement can be achieved. A strong action plan devel-
oped following our event will ensure we can tackle common and
challenging issues together. Working together at a regional level
can help shape better public involvement in health research, ser-
vice and innovation.
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Background
Accounts of impact can be improved by involving service users [1].
This poster will describe how service users of a generic rehabilitation
research panel co-produced tools to measure and evaluate impact.
This is important because it respects the equality and different roles
and perspectives of those involved in developing measures of ac-
countability [2,3].
Method
We reviewed evidenced based frameworks and guidelines [4,5], and
with the support of our research organisation and other panels, co-
developed qualitative questionnaires to identify values associated
with patient and public involvement. Our members piloted service
user and researcher questionnaires and shared our instrument to col-
lect quantitative metrics. Amendments to the questionnaires were
collectively agreed. We continue to implement initiatives relevant to
our local context and share these with our colleagues.
What difference has this project made?

� Service user involvement has ensured that measurement is
meaningful and outcomes which are important to service
users are included.

� The instruments have improved our understanding of what
aspects of involvement work for whom, and in what
circumstances.

� Provided pragmatic evidence to support continued funding of
our Patient Panel at a time of financial constraints.

Key learning points

� How to work collaboratively to maintain relevance to the local
context of service user involvement whilst achieving
organisational objectives.

� Implementing guidance on measuring impact, which captures
the perspectives of different stakeholders.

� Measuring, comparing and understanding impact for different
stages of the research process and how it makes a difference
for different groups.
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Interest in patient and public involvement (PPI) in research is increas-
ing, yet evidence about its impact on health research is limited. We
present our experience of successful public involvement on a project
developed from a patient submitted research idea, describing the
role of our public contributor in the initiation, design, production,
distribution and evaluation of a project aimed at preventing post-
operative urinary retention (PO-UR).
The research idea was submitted through the CLAHRC West open
call in 2014 by Nick Leggett (NL), who had previously experienced
PO-UR as a surgical patient. Taking on the role of co-Principal Investi-
gator, NL attended meetings of the research team as well as co-
chairing wider advisory group meetings. Offered training in research
methodology, NL was included at all stages of the project, acting as
systematic reviewer through to the design of the primary study.
Being a common outcome of frequently performed operations (inci-
dence of 10.7% - 84% after joint replacement), PO-UR affects many
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patients. Untreated, PO-UR can lead to complications such as infection
due to urinary stasis and acute kidney injury, resulting in delayed hospital
discharge and a need for additional post-hospitalisation care. This project
highlighted a difference in attitudes between patients and clinicians, in
relation to the treatment of PO-UR. Clinicians sometimes consider PO-UR
to be a minor problem, easily solvable by catheterisation. From the pa-
tient’s perspective however, this invasive procedure is often considered
an undesirable solution, with risks of catheter-associated complications
(e.g. urinary tract infection) and distress for the patient. This project pro-
vides an example of potentially impactful research, unlikely to have been
developed if not for patient involvement in co-initiation.
NL’s continued involvement throughout has added unique know-
ledge, personal insight and relevance to the project. Not only en-
couraging for public involvement in future research, this project
provides insight into the benefits and challenges that can be en-
countered by both researchers and public contributors during the
cycle of coproduction.
PROSPERO ID:
CRD42016051030; CRD42016048765
Project link: https://clahrc-west.nihr.ac.uk/research/projects/preventing-
post-operative-urinary-retention-improve-outcomes-reduce-costs/
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Background
The insights and experiences of young people with long-term health
conditions, such as musculoskeletal diseases, in addition to their parents
and carers, must inform and shape all aspects of health research. Lived
experiences are critical for successful research in many ways. In turn, it is
possible that the involvement of young people, parents and carers may
enhance expectations and subsequent levels of satisfaction when indi-
viduals participate in research. The primary aim of young people, parent
and carer representatives on the United Kingdom’s paediatric rheumatol-
ogy clinical studies group is to provide strategic guidance on how to
effectively incorporate the views of young people, parents and carers in
rheumatology clinical and health services research.
Materials and methods
Young people, parents and carers actively contribute to the clinical
studies group in a number of ways, and lead on a series of internal
and external initiatives. In order for representatives to capture the
wider views of young people with musculoskeletal diseases, as well
as their parents and carers, representatives must exemplify the
current views within the wider community. The representatives do
this through networking, research prioritisation exercises, liaison with
external stakeholder groups, and through project research meetings.
Results
Young people, parent and carer representatives actively contribute
to monthly meetings and are often appointed to advise external pro-
ject meetings. Representatives are also members of various study
steering committees, ensuring that the voice of young people, par-
ents and carers is embedded into the culture of research activities, as
well as bridging the gap between the research community, patient
groups and charities. Furthermore, young people, parents and carers
have been involved in formulating their own research priorities as
part of the wider paediatric rheumatology research strategy [1].
Conclusions
By widely using the voice of young people, parents and carers as a
catalyst for high quality, young person- and family-focused research,
it is hoped that the often-negative experiences of living with long-
term conditions such as musculoskeletal diseases, can be used to
positively shape research, and therefore, contribute to the best pos-
sible care, treatment and support for young people and their families
living with musculoskeletal disease in the near and distant future.
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There are established principles for meaningful involvement, but less
understanding of how these principles can be carried out in practice
and actualised into involvement plans and actions for health re-
search. As part of a national collaboration, operating in distinct re-
gions across the UK, we offer a comparison between the two
organisations’ different approaches to an overarching goal and the
outcomes from these.
Our aim is to illustrate how two organisations, with distinct models
for public involvement in health research, developed and improved
their involvement practices through a learning exchange. Public advi-
sors provide insights about the experience of taking part in the ex-
change and the impact of the learning on practices
The process of the learning exchange, which included over 30 public
advisors at some stages, will also be explored and will be of import-
ance to anyone with an interest in learning and development in
involvement.
The two organisations were able to provide practical examples of
‘how to do’ public involvement, bringing involvement principles to
life. Through this learning process the two groups were able to re-
flect on their own practices enabling new ideas and procedures to
be implemented. An additional benefit of the exchange was the for-
ging of strong relationships between both public advisors and re-
searchers and the ongoing peer support.
Consent to publish
This research does not contain data from individual participants.
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Introduction
Patient and Public Involvement (PPI) in antimicrobial medicines de-
velopment research is a new and exciting area. Involving patients/
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the public throughout the antimicrobial medicines development life-
cycle can help ensure that research addresses their needs, help im-
prove participation rates, and contribute to the successful
dissemination of findings. However, there is currently no literature fo-
cusing on PPI in this area.
COMBACTE-MAGNET (www.combacte.com) is a consortium seeking
new ways of treating multi- resistant bacterial infections. As part of
its clinical coordinating work package, WP6I, we are developing a
toolkit in collaboration with an acute infection and microbiology pa-
tient panel set up by the North Bristol NHS Trust (NBT) to provide
evidence-based guidance for PPI in antimicrobial medicines develop-
ment, including the role of PPI in setting the research agenda, clinical
trials, and regulatory processes.
Challenges and enablers of the toolkit development process
PPI is relatively unheard of in the field of infectious disease and
microbiology, with few established patient support groups or volun-
tary organisations in this area. Our newly established patient panel
comprised people with experience of a serious infection requiring
hospitalisation, but needed to be supported to enable them to ef-
fectively contribute to the toolkit development process. Initial meet-
ings provided information about various topics related to
antimicrobial resistance and medicines development, and included
researcher-facilitated discussions. The quality of the panel’s contribu-
tions improved as their knowledge and confidence increased.
Our European partners within COMBACTE-MAGNET are less familiar
with PPI in research. The role of PPI is often limited to marginal con-
tributions due to a lack of understanding of where and how it fits
into the research process. Our challenge was to convince them of
the potential for and benefits of PPI in antimicrobial medicines devel-
opment, in order to engage them in the toolkit development
process. We organised workshops based on the toolkit content to en-
able them to explore the different roles of patient and public contrib-
utors throughout the antimicrobial medicines development lifecycle.
Feedback from the workshops contributed to further development of
the toolkit.
Conclusion
The toolkit is intended to change perception and increase receptivity
of stakeholders towards PPI in antimicrobial medicines development
research. Developing the toolkit with patient collaborators and Euro-
pean partners in an area of research that is driven by the pharma-
ceutical industry, with little/no experience of PPI to date has been
challenging. Nevertheless, we have learned some key strategies that
can facilitate the toolkit development process, and that can poten-
tially be applied to other challenging acute clinical research areas.
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Aim
To tell the story of the co-design and testing of a shared learning
space for patients, carers, researchers, managers and clinicians (the
Exchange Network).
To demonstrate how that space works and share experiences from
members.
Background
The network evolved through feedback from patient and carer ad-
visers. It was deliberately co-designed to provide an engaging and
supportive environment where people can connect, regardless of
title, role or employment status, to share knowledge, skills and ex-
perience about improvement and research. It has a growing pool of
73 contacts who meet 4 times a year as varied groups of 15 to 20.
The network actively incorporates the INVOLVE values and principles
into all aspects of its operation. It is designed to promote a space of
respect, transparency and accountability; meetings are currently co-
facilitated by a service-user and a manager who work together to
model active and attentive listening. Particular issues are presented
and open questions are encouraged; assumptions and judgments are
challenged and real time feedback is provided. A quality improve-
ment approach is used to adapt meetings, based on member
suggestions.
Impact
Connected patients, carers, clinicians, managers and researchers

� Addressed power differentials between members to break
down barriers and promote learning

� Tackled real world practical challenges (for example on
implementing shared- decision making and working with
established service user groups)

� Provided a space that fosters creative thought and active
reflection – which cannot always be experienced in other
settings

P25
Developing good practice guidance for the involvement of public
members in project oversight groups (Trial Steering Committees,
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The aim of this poster is to present and build upon robust good
practice guidance for involvement of public members in Trial Steer-
ing Committees (TSCs) and other project oversight groups.
Patient and Public Involvement (PPI) is embedded into the NIHR
Evaluation Trials and Studies (NETS) Programmes’ management pro-
cesses and research it funds. The current NETS Coordinating Centre
(NETSCC) PPI Framework stipulates: “Studies that have a Trial Steer-
ing Committee or Study Steering Group must appoint a public mem-
ber”. However, there was a lack of guidance on or evidence of the
nature of public members’ contribution to work of oversight groups.
Therefore, Chairs and public members of NETS studies were inter-
viewed to explore the role, value and impact of public members on
study oversight groups. The results were used to draft good practice
guidance and a role description.
This practical guidance will help Chairs of oversight groups, re-
searchers and public members across NIHR and beyond, to recruit
and facilitate effective and impactful public membership.
A group of Medical Research Council (MRC) methodology hub stu-
dies on oversight groups (specifically Trial Steering Committees) in-
tend to develop new NIHR guidance and are sharing their public
involvement findings as part of this development process.
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The good practice guidelines will be presented highlighting the po-
tential role of public members and opportunities will be provided for
the audience to participate directly in their further development.
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Background
This poster aims to reflect on the involvement of Dan, a patient co-
applicant and researcher, in the Adherence to treatment in adults
with cystic fibrosis (ACtiF) study – a large programme grant. It is
hoped this will be of interest to those considering involving a public
co-applicant. It may also interest people thinking about becoming a
co-applicant – particularly those with a research background.
ACtiF is looking at developing a support package to help people with
cystic fibrosis (CF) take their treatments. Dan was invited to join the
team as a person with CF (pwCF), though he also works as a research
assistant. He also has experience of coordinating and facilitating pub-
lic involvement work in various studies.
Despite Dan’s research background, he has found real freedom in fo-
cusing on only giving a patient perspective. As patient and public in-
volvement (PPI) lead, Dan organises and leads the study’s PPI group
teleconferences. He has been able to draw on his experience to pub-
licise the opportunity to get involved.
As pwCF cannot meet due to cross-infection risk, the group has also
given Dan the chance to talk about his health with other pwCF. This has
included reflecting on many shared experiences. In addition, Dan also
notes that he has got better at taking his treatments during his involve-
ment with the study.
Dan’s experience shows that involvement of a patient co-applicant
can be very positive, even beyond what is intended.
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Background:
Increasing numbers of members of the public are being appointed
as co-applicants on National Institute for Health Research (NIHR)
funded projects but there is no shared understanding of what is re-
quired in this role. The poster aims to share reflections on how the
public co-applicant role developed within a five year programme
grant focused on suicide prevention. This topic is important to both
public contributors and researchers.
Aims:

� To share key reflections on the development of the role of
service user advisor and co-applicant on an NIHR-funded
Programme of suicide prevention research (2012-17),
including working on a range of studies across three different
universities.
� To share key issues for consideration when appointing public
co-applicants in order to improve understanding of involvement
of this kind.

What difference has this project made:

� Understanding how the role has contributed to the development
of public involvement across the research programme.

� Including some of the impacts of involvement.
� Identifying key elements of the role.
� Sharing learning about working with this group of vulnerable

people and some of the constraints for public involvement in
suicide research.

What will people learn from the poster:

� Understanding of one interpretation of the co-applicant role.
� Key issues for reflection and consideration when planning

similar involvement.

Further information available about this work available from: Rosie
Davies email: Rosemary3.Davies@uwe.ac.uk
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Background
Patient review embedded within journal processes is still new. The BMJ
and Research Involvement and Engagement (RIE) were the first journals to
routinely involve patient reviewers in their peer review processes. These
two journals jointly carried out a survey of patient reviewers, developed
with their patient reviewers, to ask them about their experience to help in-
form the development of comprehensive guidance for patient reviewers.
Methods
We surveyed patient reviewers who had recently reviewed for The
BMJ or RIE to investigate their motivation to review, gather feedback
on their experience of patient review and the support available, and
to find out how the process could be improved. We collated the re-
sults and identified emerging themes to inform the development of
comprehensive, evidence-based patient review guidance, to help en-
sure patient reviewers feel supported when conducting patient re-
view. This will create a basis for other journals wanting to implement
and systematically integrate patient review in their processes.
Call to action
We report our key results in this poster and call for attendees at the
INVOLVE conference to reflect on the findings. We invite readers of
this poster to leave feedback or comments in an envelope attached
to the poster, and thus to join this world-first project involving pa-
tients (and others) in developing guidance for patients reviewing
submissions for academic journals.
Consent to publish
This abstract does not contain any identifiable information of individual
participants and therefore doesn’t require consent for its publication.
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Background
Many neurological conditions, including myasthenia gravis, spinal muscu-
lar atrophy and motor neurone disease/amyotrophic lateral sclerosis cause
neck weakness.1 Patients who experience this have difficulty holding up
their head, resulting in pain, and problems with eye contact, communica-
tion, use of computers and television and loss of confidence in going out2.
The need for this project came directly from users and carers. The pro-
ject was initially proposed by a Clinical Studies Group for Motor Neuron
Disease (MND), who approached NIHR Devices for Dignity (D4D) with
the view that the current cervical orthoses are inadequate in terms of
function and comfort. Soft collars were comfortable against the skin,
but provided insufficient support whereas more rigid collars provided
head support but restricted movement and produced skin soreness.
Methods
The project was multi-disciplinary, involving expert patients, researchers, clini-
cians, academics and designers. The patient experts explained the impact of
neck weakness on their life and limitations of existing supports and also sug-
gested what design requirements would be necessary in order to develop a
new neck orthosis that was flexible and comfortable yet supportive.
The project utilised a co-design process, meeting regularly to evaluate designs
and prototypes. Once consensus was reached, 150 Head Up collars were
manufactured for evaluation by patients and clinicians in the Head Up study.
Social media was harnessed to disseminate the patient voice
throughout all project stages - examples include YouTube patient
interview videos, patient blogs, Twitter and Facebook groups.
Results
140 patients were recruited from 10 centres across the UK and
Ireland. 116 patients completed the study, and of these, 80%
chose to keep the Head Up collar and continue to use it in pref-
erence to other collars after the month trial period. Head Up
scored significantly better (p<0.005) than previous collars used by
patients in terms of satisfaction, level of support offered, residual
head movement possible, appearance, lack of interference with
eating and drinking.
We look forward to disseminating the results of the full study in the
near future and making the Head Up collar available to all patients
who might benefit.
Conclusions
We have learned much from our co-production journey and feel that
the Head Up collar could only be fit for purpose via working in this
way. The journey has been more powerful than any of us might have
imagined at the start3.
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Correspondence: Coyle David
Our aim is to share the impact patients as co-applicants can have on
research through describing the breadth and depth of the
involvement.
Devices for Dignity (D4D) is a National Institute for Health Research
(NIHR) funded Healthcare Technology Co-operative. This work de-
scribes how D4D supported the patient and public involvement in
the development and delivery of an NIHR Health Technology Assess-
ment grant.
We will cover the follow stages of the research process:

1. Early Involvement

� We will describe the process for involvement at the grant
development stage and the impact that had on the final
application.

2. Role and remit for patients as partners We will:

� Describe how the programme was designed to ensure patient
involvement was integral throughout; including the core
research and project oversight groups

� Explain the critical roles for patient co-apps in recruitment and
retention and in developing a communication and
dissemination plan
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� Discuss how we are working closely with the project charity
partners.

� Describe our consideration of types of patient knowledge,
experience and skills needed on a Patient Advisory Group

This presentation is important to any research team looking at the
role of a patient as a co- applicant. It demonstrates the value that
this can bring if the patient is viewed as an essential and equal part-
ner in the research.We will demonstrate the process for reaching this
level of patient partnership and hope to influence and support fur-
ther research teams and members of the public to adopt this
approach.
O14
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Aims of the session
In this workshop, we will:

– Communicate the vision and our personal motivations (lay and
professional) for the Wessex Public Involvement Network (PIN)

– Explore with participants principles and practicalities in
establishing a regional PIN

– Together identify generalisable facilitators and barriers to the
implementation of regional PINs

Why is it important, and to whom?
This workshop will be of interest and importance to all who facilitate,
contribute to and use outcomes from public involvement (PI) in
health research: patients, the public, PI staff leads, health care staff
and researchers. We will demonstrate ways of working together, pro-
moting best practice and taking forward leadership in PI with both
lay and staff contributors.
What difference has, or could this project make?
We will share the achievements of the Wessex PIN to date, including:
partnership working across regional NIHR and NHS organisations; a
jointly organised and facilitated community PI event; ongoing oppor-
tunities for shared learning, support and reflection.
With workshop participants, we will explore potential longer term
benefits of regional PINs including: easier and fairer access to PI op-
portunities; economies of scale; and learning and career trajectories
for PI leads.
What will people take away from this session?
Those participating in this workshop will:

– Explore a real-life example of co-production and partnership
working in a regional PIN

– Reflect on opportunities and challenges which the Wessex PIN
model offers within their own working context

– Identify benefits, resources and contacts to support similar
regional PINs

CONFERENCE THEME(S)
Regional Networks
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Background
In recent years we have seen a growing interest in applying the con-
cept of co-production in the field of health and social care research.
There is, however, much variation in the definition and practice of
co-production, revealing a lack of clarity around the concept. Co-
production, it has been suggested (Going the Extra Mile 2015), could
be a means of evolving and improving patient and public involve-
ment in research. But co-production can be a slippery concept,
reflecting the wide range of disciplines from which it emerges and
the frequently loose way it is applied. Moreover patient and public
involvement in research already has its own vocabulary. So what is
co-production and what does it mean for patient and public involve-
ment in research? Co-producing research is an emerging field chal-
lenging how we think about and do research and the relationships
between organisations, professionals and researchers and the public.
Aim
To help NIHR/INVOLVE identify some key principles and features in-
volved in co-producing research. And to develop guidance to sup-
port organisations, researchers and the public to evaluate their own
(and others) practices and further evolve and improve public involve-
ment in their research.
Approach
The draft guidance draws on findings from a round table meeting held
to discuss ‘co- producing research’, a literature review and interviews
with people involved in co-produced research (undertaken by Jona-
thon Paylor, RDS London and Tracey Johns, RDS East of England), a
workshop to gain consensus on the key principles and elements of co-
producing research and consultation with NIHR staff and beyond.
The principles included are just the beginning of a pathway for those
considering taking a journey on the co-production route. The extent
to which research projects and organisations embrace all of the princi-
ples and the depth to which they go in embedding the principles will
vary. The more principles that are adopted and embedded the stronger
will be the co- production of the research. There is no single formula
for co-production and such an approach would be counter to the
innovation and flexibility that is implicit in co-produced research.
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Aim:
The poster presents the evaluative mixed methods research study
that was commissioned by NHS England and undertaken by the
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University of Hertfordshire, July 2015 - September 2016. The study
examined the role of the NHS England Youth Forum [NHSEYF] mem-
bers as well as the strategies they undertook to influence health ser-
vice provision for children and young people [CYP].
Why is the research important?
The NHSEYF is a unique model that others are seeking to emulate; it
was therefore imperative that its role and influence was evaluated.
The researchers involved members of the NHSEYF (young people
aged 14-25 years) by holding meetings with them at their residential
weekends to discuss and plan the stages of the research.
The study comprised of quantitative data collection via ‘Activity
Logs’; these were completed (over a three month period) by nine of
the NHSEYF; semi-structured interviews were then undertaken with
eight NHSEYF members.
What difference has the research made?
Findings revealed that the NHSEYF members are:

� Undertaking an enormous range of activities;
� Positively influencing healthcare provision for CYP;
� Extremely capable of being involved in decision-making;
� Totally committed to ensuring CYPs’ voices are heard;
� Inspiring other CYP to be involved in health-related

organisations (e.g. local Youth Forums).

What can people take away?
The Youth Forum Wheel (see image) that depicts the ‘components of
success’ underpinning the NHSEYF; this has the potential to underpin
the development and operationalisation of other youth forums, both
within, and outside of, a health context.
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Established in 1999, the Alzheimer’s Society Research Network now
involves over 280 people with dementia, carers and former carers.
The Research Network is involved in every stage of our research
programme, from reviewing all applications for funding, to
monitoring and delivering research we fund and support. Drawing
on 18 years of experience, we will present the impact that the Re-
search Network has had and continues to have on the research and
people we work with. Using case studies developed with Research
Network volunteers and dementia researchers, we will show the im-
pact of Patient and Public Involvement in four key areas. These are:

� impact on research
� impact on researchers
� impact on the people affected by dementia who are involved
� impact on Alzheimer’s Society as an organisation.

We will share what we have learnt as a Network, and our plans for
further development; discussing how to create and maintain a cul-
ture of involvement in a research funding charity.
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Background

� The Peer Expertise in Education and Research (PEER) Group
is made up of service users and carers belonging to South
West London & St George's Mental Health NHS Trust
(SWLStG).

� It is the primary resource for public and patient involvement
(PPI) in research and education for clinicans and researchers
from SWLStG and St George's, University of London (SGUL).

� The group has been cited in INVOLVE publications as an
example of ethical and principled PPI practice. It is co-
facilitated by two service user researchers.

Aims

� Explaining the purpose, activities and outcomes of the group.
� Passing on the learning and experience of group members and

facilitators regarding working coproductively around
involvement in research.

Importance

� Demonstrates - to academic, clinical and service user
researchers, members of the public and PPI leads - the value
and importance of PPI within mental health Trust and
university settings.

� Models good practice, values and ethos in line with those of
INVOLVE.

� Opportunity to talk to group members directly about their
experiences.

Impact

� Our poster will demonstrate the impact of successful
coproductive ways of working in PPI in research in terms of:
◦ Process – the way group members work together.
◦ Outcomes – the impact on research proposals and
projects.
What will people take away

� Knowledge of what makes coproduction in PPI work well and
what the challenges are.
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� What is needed in terms of support and training for
coproduction in PPI to work well.
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Aim
This session aims to provide a practical guide to the use of the 4PI
National Involvement Standards as part of a quality improvement
initiative.
Background
National and local policy supports the involvement of patients at all
levels in the design, delivery and improvement of health services.
Quality improvement methods and approaches, such as tests of
change, are commonly used to improve the delivery of care and
health outcomes, and should include the involvement of patients
and the public. CLAHRC Northwest London, an applied health re-
search programme funded by the NIHR, used the 4Pi National In-
volvement Standards as a guiding framework for involving service
users/patients in quality improvement initiatives.
Impact
Including the 4Pi standards within a systematic approach to quality
improvement in NHS organisations can facilitate the involvement of
service users/patients and provide an effective mechanism to intro-
duce changes in clinical care. The framework also offers those in-
volved in quality improvement a structured approach to ensure that
involvement is meaningful and transparent.
Lessons learned
The application of the 4Pi framework promotes the creation of meet-
ings accessible for all team members that encourages active partici-
pation, which also extends the benefits beyond the service users/
patients to flatten hierarchies within the wider improvement team. In
addition its use clearly demonstrates the benefits of working with
service users/patients at an organisational and clinical level that en-
courages support from senior leaders and healthcare professionals.
Despite this, organisational constraints still exist and should be rec-
ognized and dealt with to encourage the inclusion and full participa-
tion of service users/patients.
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Patient and Public Involvement (PPI) has developed substantially in
the last decade. Key drivers of this progress include iterative policy
developments, an accumulating body of practice examples, the avail-
ability of practical guidance, and common-ground understanding of
the values and principles that underpin good practice. Evaluation of
PPI is considered important to inform continuous improvement in
practice, to inform policy and strengthen the evidence-base, and to
maximise impact. Understanding how, what and when to evaluate
can be difficult as there are several different perspectives on this.
Addressing this through wide consultation is important in order to
inform meaningful evaluation and impactful involvement. This poster
aims to prompt debate on the topic of evaluation of PPI in research.
As well as the findings from a literature review by the authors, the
poster will reflect on the outcomes of our recent national consult-
ation with UK-based experts, which considered issues from a range
of viewpoints. To help shape the future direction of evaluation of PPI
in a way that is knowledgeable of, informed by and considerate of
all perspectives, the authors wish to build on and broaden this dis-
cussion to a wider public. The poster will therefore engage delegates
with key questions, and invite their thoughts on the issues raised, in
conversation with the authors and /or via post-it notes attached to
the poster board. The poster will also present information about a fu-
ture consultation event with PPI contributors, and a planned inter-
national conference on the same topic.
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Background
The value of the youth voice informing research priorities, policy and
practice is increasingly being recognised across the globe. Not only
does youth involvement benefit the organisation, young people also
gain more skills, build a sense of empowerment and establish new
networks 1.
Until recently, the research agenda at the Telethon Kids Institute (the
‘Institute’) in Perth, Western Australia, was missing input from this
key group
A planned strategy developed by the Consumer and Community
Health Research Network (the Network) was instrumental in the
eventual outcome of establishing an active 23-member Youth Advis-
ory Group at the Institute. This involvement initiative has empowered
young people and informed researchers of issues facing young
people not previously considered.
Materials and Methods
The strategy to incorporate the youth voice included holding a com-
munity forum with 40 young people aged 14 – 25 years old, to dis-
cuss their preferred method for establishing the group. The Youth
Advisory Group was established following a recruitment drive via the
Network ‘s community database. The first meeting was held in 2016
and used a World Café methodology to encourage a relaxed and
comfortable atmosphere that recognises individual and cultural pref-
erences in communication2.
Facebook is currently used as: a platform for discussion of research
projects; and communicating meeting and event planning. Mentimeter,
an interactive online polling system, is used for members to anonym-
ously vote on issues with their personal smartphones at meetings.
Results
The Youth Advisory Group played a key role in developing the Insti-
tute’s ‘Think Big’ strategic research initiative. Members completed an
online survey and attended a priority-setting workshop to discuss
and develop a list of ‘Big Ideas’ for future research.
The formation of the Institute’s Youth Advisory Group has also lead
to young people having input into the Western Australian Youth
Health Policy. In collaboration with WA Health Department six com-
munity forums have been held across Western Australia. The Com-
munity Conversations have been an outstanding success. The Youth
Advisory Group provided input into the forum’s questions, attended
forums and helped to promote the events through their networks.
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Conclusions
It is vital that the youth community voice is heard in research organi-
sations that directly relate to children and young people’s health. In-
volving young people has many benefits including

� Addressing gaps in research that are of importance to young
people

� Ensuring the research is relevant and informed by this group
of the population
References:
1 http://mypeer.org.au/design-implementation/youth-participation-2/

benefits-of-youth-participation/
2 http://www.theworldcafe.com/method.html
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