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CONGRATULATIONS!

40 years ago

called for
“participation in the promoting effective
research process and e

access to its products
should be freely and
widely available”
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Patient and Public Involvement - here and here to stay
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diopmg?  Framework 2014 impact case studies e confident about
NHS = About this project
HSC Healthand ~ ZET19, ooy
W/J Social Care  scoruano R Wotes Health&fgﬁ? This project searched the Research Excellence Framework (REF)

2014 Medical and Health Sciences database for examples of how

patient and public involvement was reported in the REF 2014

impact case studies. as
ite to

Twelve examples drawn from this search are listed below which

you can view by clicking on the individual links or by downloading

a pdf annotated summary of the examples from our publications or
page. Further information about the Research Excellence least a

Framework 2014 is available on the REF2014 website:

Governance arrangements fo e
research ethics committees: SRS
_— Example 1: Involying peer led self-help groups and citizen
20 1 8 ed Itlon research groups in the improvement and development of

services [Anglia Ruskin University]

Example 2: Care Transition Experiences: developing a user and
carer centred approach [University of Birmingham]

Example 3: Optimising Person-Centred Support in Social Care: '
the impact of the ‘Standards We Expect’ project [Brunel
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Patient and Public Involvement - here and here to stay

B|og | BM) Open BMJOpen  Topicindex  Home
New requirements for patient and public involvement statements in BMJ Search Search
Open

Postedon March 23,2018 by aaldcroft CATEGORIES

u m m Select Category
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PARTNERING

BM) Open now requires a PPI statement for all submissions

The editorial team at BM/ Open have been inspired by the work of the patient involvement team at The BMJ.
P ATIENT S Following their lead, we are now requiring authors of all submissions to the journal to include a PPl statement.

Patient partnership at The BMJ: Walking the talk The PPI statement should appear at the end of the Methods section. It should answer the following questions:

In 2014, The BM/launched it’s patient partnership strategy, seeking “to prom
the talk". The strategy, informed by an intemational patient advisory panel, * How was the development of the research question and outcome measures informed by patients’

o s, experience, and preferences?
| you involve patients in the design of this study?
tients involved in the recruitment to and conduct of the study?

Research methods
Research

Frequency of reporting on patient and public involvement (PPI) in
Ae research studies published in a general medical journal: a descriptive

Aticle
Text

info study 8 I the results be disseminated to study participants?
Amy Price Sara Schroter', Rosamund Snow?, Melissa Hicks', Rebecca Harmston, Sophie Staniszewska“, Sam Parker', Tessa lomised controlled trials, was the burden of the intervention assessed by patients themselves?
Citation 1 £ 3 5 :
Togist |  Richards advisers should also be thanked in the contributorship statement/acknowledgements.
C@ Author affiliations +
S Abstract e not involved, authors must state this.
Objectives While documented plans for patient and public involvement (PPI) in research are required in many grant applications,
Responses little is known about how frequently PPI occurs in practice. Low levels of reported PPI may mask actual activity due to limited PPI o 5 g o <
}\f\ reporting requirements. This research analysed the frequency and types of reported PPl in the presence and absence of a journal statements 3“8"'5 ClOSe[y Wlth BMI open S values Of transparency and |ncIu5|veness. we hope that
BRI  requrementioinclide this ionnation: statements in all articles is the first step of many for BMJ Open in encouraging patient involvement.
metrics Design and setting A before and after comparison of PPl reported in research papers published in The 8M/before and 1 year
@ after the introduction of a journal policy requiring authors to report if and how they involved patients and the public within their
Alerts papers;

Results Between 1June 2013 and 31 May 2014, The BM/ published 189 research papers and 1 (0.5%) reported PPl activity. From 1
June 2015 to 31 May 2016, following the introduction of the policy, The BM/published 152 research papers of which 16 (11%)
reported PPl activity. Patients contributed to grant applications in addition to designing studies through to coauthorship and

in study di i Patient were often not fully acknowledged:; 6 of 17 (35%) papers acknowledged
their contributions and 2 (12%) included them as coauthors.

mes, 2 visits today)

Conclusions Infrequent reporting of PPl activity does not appear to be purely due to a failure of documentation. Reporting of PPI

activity increased after the introduction of The BM/s policy, but activity both before and after was low and reporting was

inconsistent in quality. Journals, funders and research institutions should collaborate to move us from the current situation where

PPlis an optional extra to one where PPl is fully embedded in practice throughout the research process. ’
This is an Open Access article distributed in accordance with the Creative Commons Attribution Non Commercial (CC BY-NC 4.0)

license, which permits others to distribute, remix, adapt, build upon this work non-commercially, and license their derivative works

on different terms, provided the original work is properly cited and the use is non-commercial. See:
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There is a lot of guidance ...
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A handbook to support your planning and
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Showing it means lot of things to many...

INVOLVE BMA

Patient and
public involvement:

Current work News Communities Events
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~_Further information

British Medical Association,
BMA House, Tavistock Square,
London, WCTH 9JP

jon. 2011,

Patient and Public |
Participation Policy
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The role of the community

« Patient and Public Involvement is a form of
volunteering and can be compared to being a
magistrate, school governor and charity trustee.

* Like other forms of civic participation it has
potential and limitations.
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Criticisms

* Implementation levels are low and quality is
patchy.

* Exclusivity and tokenism.

« Afocus on Patient and Public Involvement practice
might lead to other approaches like ‘service user
research’ being side lined.
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SUMMARY

Patient and Public Involvement is a good idea and
appears to be here to stay.

There is a lot of guidance, seemingly meaning
different things to different people.

There is some serious criticism.

It is a form of civic participation and we need to
improve our understanding of its potential and
limitations.

Most of all we need to do it

and do it right.... [E&
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THANK YOU!

j.grotz@uea.ac.uk
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