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Patient Experience Research Centre

Established in 2011 by Helen Ward (Clinical Professor of
Public Health) and Sophie Day (Professor of Anthropology).
Core facility of the NIHR Imperial Biomedical Research
Centre

Sits within the School of Public Health (Department of
Epidemiology and Biostatistics)

Promote, advise & undertake participatory approaches to
healthcare & biomedical research

Utilise quantitative & qualitative methods

Interpret findings into action/policy recommendations
Provide public involvement support, training & advice to
BRC linked researchers

Staff fellowship programme (2 x 6 months)

N I H R National Institute for
Health and Care Research
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The Patient Experience Research Centre (PERC) is a core facility of the NIHR
Imperial BRC that aims to improve the quality of healthcare services and impact
of translational research through public involvement and engagement.
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“‘ PERC Blog
Researchers write blogs and case
Health Research Matters studies, which share the latest
A monthly seminar series public involvement examples, news
showcasing research relevant and best practice.
to patient experience and
health. The seminars are open
to all: researchers, healthcare
practitioners and members
of the public.
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Online Resource Hub
Guidance and support on public

involvement compiled specifically
for use by Imperial researchers.

Research Expertise
PERC's work is primarily focused VOICE at Imperial

around developing new methods Adigital platform that connects
for gathering and analysing patient researchers with members of the
experience, which is recognised public willing to share their ideas
and lived experience to improve
research and innovation.
www.voice-glc "

Public Involvement Training
In collaboration with the Imperial
Clinical Trials Unit (ICTU), PERC
offers free training sessions for
researchers and members of the
public to learn about meaningful
involvement in health research.

People’s Research Cafés
Members of the public contribute
to research projects in an informal

pop-up ‘café’ space usually

located in the community.

Young Persons’ Network
A network of 17 to 25 year-olds
interested in designing and as a key element of the quality
shaping different kinds of research of healthcare, along with patient
taking place across Imperial. safety and clinical improvements.

www.imperial.ac.uk/patient-experience-research-centre

For public involvement enquiries: ~ +44 (0) 207 594 3822  ppi@imperial.ac.uk

For research enquiries: +44 (0) 207 594 3464 patientexperience@imperial.ac.uk
For VOICE at Imperial enquiries +44 (0) 207 594 3417 voice@imperial.ac.uk
YW@Imperial_PERC

W@ResearchCafes W@VOICE__Global




What is the Imperial Biomedical Research Centre (BRC)?

» A partnership between academics (Imperial College) and
clinicians (Imperial College Healthcare NHS Trust) We are 1 of 19 BRC’s across
England. Our BRC covers the below
boroughs of North-West London

* Funded for 5 years by the National Institute for Health and
Social Care Research (NIHR) (Dec 2022 — Nov 2027).
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Imperial College, London Imperial College Healthcare
[University] NHS Trust
Queen Charlotte’s & Chelsea Hospital
Hammersmith Hospital
Charing Cross Hospital

Sttary‘s-Hospitat
Western Eye Hospitals
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Hammersmith
& Fulham
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15 BRC Research Themes (2022 to 2027)

RESEARCH / RESEARCH / RESEARCH / RESEARCH /

Biomedical Engineering Brain Sciences Cardiovascular Digestive Diseases

Paediatrics
RESEARCH / RESEARCH RESEARCH /

Digital Health ImmundIOgy Infection & Antimicrobial’Resistance

RESEARCH/

Metabolic & Endocrine Molecular Phenotyping Multiple Long-Term Conditions

Paediatrics o
RESEARCHE

Social Genetic & Environmental Determinants

Pregnancy sSigtory of Health - Surgery &Cancer
4 Paediatrics




Who are the “public” in “public involvement”?

“Public” includes patients, potential patients, carers and people who
use health and social care services as well as people from
organisations that represent people who use services. Also included
are people with lived experience of one or more health conditions,
whether they’re current patients or not.

However, whilst all of us are actual, former or indeed potential users
of health and social care services, there is an important distinction to
be made between the perspectives of the public and the perspectives
of people who have a professional role in health and social care
services.

The “public” are one set of stakeholders who are important to
research but all stakeholders should be involved as far as possible
from beginning to end.

N I H R National Institute for
Health and Care Research



National Institute of Health & Care Research (NIHR) PPIEP
Definitions
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Researchers, healthcare
' i Members of the
professionals & the public work Researchis carried out Providing & ) _
together, sharing WIE)IR or ‘Ey rﬂembers of the dl}ssemlnatlng public/patients as
’ - ublic rather than ‘to’ information & articinants of
power and responsibility %bout or for’ them. An knowledae about p Ph i
g research studies
from the start to the end of the active partnership between .
. . . . research to the public; linical trial
project, including the generation patients, carers and : : : e.g., clinical trials,
of knowledae members of the public with discussing & consulting qualitative studies,
F cdge. researchers that influences with the public e.g., (interviews, surveys),
urther information on co- and shapes researche.g., Science Café or giving observational studies,
production: patients identifying a a talk to a charity biobanks.
* NIHR guidance research question.

+ UCL Centre for Co-production

» Co-Production Collective

N I H R National Institute for
Health and Care Research



https://www.learningforinvolvement.org.uk/content/resource/nihr-guidance-on-co-producing-a-research-project/?
https://www.ucl.ac.uk/research/domains/populations-lifelong-health/our-research/ucl-centre-co-production
https://www.coproductioncollective.co.uk/

Why do Public Involvement in research?

« Ethical right

* Democratic right
» Accountability
* Transparency
* Build trust

« Ultilitarian argument
» Better designed
» Ensures fit for purpose

» Avoids waste research

» Ensures relevant to population
» Addresses unmet need

* Increases impact

* Mandated by funders
 Builds relationships

* Fun!

N I H R National Institute for
Health and Care Research




Public Involvement around the Research Cycle

ldentifying &

” Prioritising N
Evaluating DESigning &
impact Managing
'l THE
RESEARCH g &
unding
Implementing CYCLE Commissioning

R o

Undertaking &

v Analysing

Disseminating

(adapted from NIHR)
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Examples of Public

* Public collaborate with researchers to
evaluate the research process

+ Evaluate the impact of the involvement on
the research

* Reflect on their role/what they learned

* Increase likelihood of results being
implemented due to patient
support/lobbying

* Undertake assessment of value

* Analyse benefit/risk for health technology
assessment (NICE)

* Public advise on audiences/mediums for
dissemination of results

» Jointly present research findings

» Contribute to publications as co-authors

» Draft lay summaries of results

* Collaborate in sharing results in accessible
ways e.g., via charities/patient groups

nvolvement around the Research Cycle

Identifying & -
" Prioritising ~ “ Sl
L |

Designing &

Evaluating
impact Managing
t THE
RESEARCH nding &
unding
Implementing CYCLE Commissioning
Disseminating Undertaking &

Analysing

* Public identify relevant research
guestions e.g., through public involvement
activities, Dialogue Method or a James Lind
Alliance Priority Setting Partnership

* Public ensure study protocol/methods are
acceptable/appropriate

* Assist with creating recruitment & retention
strategies

* Define outcome measures relevant to them

* Develop/review research tools e,g., interview and
survey questions

* Review/draft Participant Information Sheet &
informed consent forms

* Produce patient/participant friendly research
updates (communication)

» Assist to steer project by membership of study
management committees

National Institute for
Health and Care Research

NIHR

* Public collaborate in data collection e.g.,

conducting interviews/delivering surveys.

NB: Ethics approval required to ensure
appropriate training & support provided

* Analyse data e.g. coding interview
transcripts. NB: Ethics approval required
to ensure appropriate training & support
provided

* Interpret data & results including themes
identified and conclusions drawn

* Public review & draft research funding proposals

* Ensuretheresearch proposed & methods are
ethical

* Public co-applicant

(Adapted from NIHR Briefing note eight: Ways that people can be

involved in the research cycle)



How does PERC support PPIEP?



https://www.imperial.ac.uk/patient-experience-research-centre/ppi/ppi-training/
https://www.imperial.ac.uk/patient-experience-research-centre/ppi/ppi-training/
https://www.imperial.ac.uk/patient-experience-research-centre/ppi/ppi-resource-hub/
https://www.imperial.ac.uk/patient-experience-research-centre/ppi/ppi-resource-hub/
https://www.imperial.ac.uk/patient-experience-research-centre/ppi/our-public-involvement-networks/
https://imperialbrc.nihr.ac.uk/patients-public/public-involvement-engagement-and-participation-in-research-summary-strategy/
https://imperialbrc.nihr.ac.uk/patients-public/public-involvement-engagement-and-participation-in-research-summary-strategy/
https://blogs.imperial.ac.uk/perc/2018/05/17/the-ppi-cafe-open-for-ideas/
https://blogs.imperial.ac.uk/perc/2018/05/17/the-ppi-cafe-open-for-ideas/

Imperial BRC PPIEP Strategy (2022 — 2027)

N I H R Imperial Biomedical
Research Centre
Home About Us Research Facilities/Services Patients/Public Industry/Partners Training News & Events Contact Us Q Search * 10 -a'l m S .
 Action Plan which
each theme should

comply with

PATIENTS & PUBLIC /

Public Involvement, Engagement and
Participation in Research Summary Strategy

KEY INDIVIDUALS Public Involvement, Engagement and RESEARCH THEMES

Participation in Research Strategy o

9 Professor Helen Ward

:w

2022 - 2027 Summary BRAIN SCIENCES

HANDDIR

Prof Mary Wells
ﬂ e A — CARDIOVASCULAR

DIGESTIVE DISEASES

-~

L) Professor Sophie Day

e oy OUR VISION
SITING SSORO OPOLOG DIGITAL HEALTH

The Imperial Biomedical Research Centre (BRC)'s vision is to achieve inclusive and IMMUNOLOGY

accountable public involvement and engagement that is embedded across the BRC,
INFECTION & ANTIMICROBIAL

leading to improvements in health and wellbeing most relevant to the needs of our
RESISTANCE

Northwest London population.

METABOLIC & ENDOCRINE

MOLECULAR PHENOTYPING

https://imperialbrc.nihr.ac. uk/patie nts-p ublic/p ublic-involveme nt-engageme nt-and-participation-in-
research-summary-strategy/



https://imperialbrc.nihr.ac.uk/patients-public/public-involvement-engagement-and-participation-in-research-summary-strategy/
https://imperialbrc.nihr.ac.uk/patients-public/public-involvement-engagement-and-participation-in-research-summary-strategy/

Imperial BRC Community Partner Framework

Imperial College Hospital Trust

BRC Executive Committee
Strategic Lay Forum

Attends BRC Executive Committees and Imperial College Hespital Trust

l Strategic Lay Forum to:
, * Represent and feed in perspectives from Theme Community Partners

* Monitor progress against public involvement and engagement strategy at
the highest levels of the BRC

Two Community Partners representing all BRC Themes (to be appointed) * Ensure the BRC remains accountable fo patients and the public

$ Attends Theme (or PERC) Management Meeting to:
* Feed in perspectives from Theme (or PERC) Community Partners meetings
. 15 + |dentify further opportunities for Community Partners to feed into Theme
X

One (or twe) Community Partner/s per Theme Coemmunity Partner Group attends Theme (or PERC) Management Meetings

i Meet regularly to discuss e.g.:
* Theme research projects
. a ! Q , * I|deas for research/issues raised by the community
* Opportunities to engage/involve the wider community

Theme Community Partners

Brain Biomedical Molecular
Sciences Engineering Phenomics

Diagram 2. Community Partner Framework showing how Community partners will feed into the BRC across levels



People’s Research Cafes

« Aim to give the public a flavour of

public involvement by contributing to
research projects

 Allows for fresh input in a welcoming
environment and in a novel and fun
way

 Blogs from projects hosted at
People’'s Research Cafe at Great
Exhibition Road Festival 2022

| Imperial College
London


https://blogs.imperial.ac.uk/perc/2023/03/01/understanding-gut-hormones-in-human-eating-behaviour/
https://blogs.imperial.ac.uk/perc/2023/03/01/understanding-gut-hormones-in-human-eating-behaviour/
https://blogs.imperial.ac.uk/perc/2023/03/01/understanding-gut-hormones-in-human-eating-behaviour/

(]

Building our Digital Health
Programme in North West
London

Read the summarny repart fram our Zoom
call an 0F July 2021 with members of the
public about their views an how digital
heaith couwld improve dinical care, the
health of the community and ressarch.

Learn more )

Use of the Wynn Database for
Metabolic Research

Read the summarny repart fram our Zoom
call an 25 July 2021 with members of the
public with ved experience of
metabolic disease (=g diabetes) abaut
their views on the use of historic
databasze.

Learn more i)

https://www.imperial.ac.uk/patient-experience-research-centre/covid-19/covid19communityinvolvement/

(s

Real World Evidence Studies to
Improve Health and Care

Fead the summany repart fram aur 2oom
call an 21 July 2021 with members of the
public about their views on using
routinedy collected heslth data (i= real
workd evidence] for research.

Learn more B

Social, Genetic and
Environmental Determinants of
Health

Fead the summany repart fram aur 2oom
call an 1 Sept 2021 with members of the
public ab-out their views on raseanrch
relating to social, genetic and
enviranmental determinasts of health.

Learn more @)

=10

Using Artificial Intelligence to
Improve Health and Care

Read the summary repart from our Zocom
call om & August 2021 with members of
the public about their views on the use
of artificial intelligence to improve
clinical care.

Learn more )

Weight and Fertility

Fead the summary repart from our Zoom
call om 2 Sagt 2021 with members of the
public abaut their views on weight and
fertility research and service provision.

Learn more )

Insight reports for public involvement
and engagement

Science of Digestion Insight Report

Summary report of the Science of Digestion event co-led by Guts
UK on 26th April 2022 at Ealing Town Hall. The report includes an
overview of the event and the insights raised by the public who
attended.

Download the report Q

Inflammatory Bowel Disease Public Involvement
Insight Report

Read the summary report from our Zoom call on 12th July 2022
with people with lived exprience of Inflammatory Bowel Disease
(1BD). The report includes their views on a proposed research
project exploring a more personalised approach to diagnosis and
treatment of IBD.

Download the report )

Ovarian Cancer and Health Data Public Involvement
Insight Report

Read the summary report from our Zoom call on 27th April 2022
with people with lived expereince of ovarian cancer (as a patient
or carer) about their views on a new research project exploring
the use of routinely collected data to improve outcomes for
people with ovarian cancer.

Download the report @

Cardiovascular Research Public Involvement Insight
Report

Read the summary report from our Zoom call on a proposed
programme of cardiovascular research held on 7th August 2023
with a selection of Imperial Biomedical Research Centre (BRC)
Community Partners linked to related Imperial BRC research
themes.

The report includes views from the Community Partners on the
programme's four proposed areas of cardiovascular research.

Download the report €



https://www.imperial.ac.uk/patient-experience-research-centre/covid-19/covid19communityinvolvement/

Underrepresentation in research

Those who take part in research studies (or help to shape them) are often not representative
of the diversity in society or the community most at risk of being affected by a health

condition.

Many factors contribute to this e.g. historical unethical research
studies, mistrust of research and research institutions, the need for
research to be more: inclusive; accessible; relevant to under-
represented communities

We:
« work to build trust with underrepresented communities by:

« creating reciprocal relationships e.g., find speakers for
health literacy sessions or community events, being present at
community events

* connect researchers with communities to demystify
research/ers, Imperial & build trust with a view to involvement
and participation (e.g. ICS REN Roadshows)

N I H R National Institute for
Health and Care Research



A few practicalities

» Ethics committee approval only needed for public
e involvement when members of the public are assisting in
ETHIGS undertaking research and analysing the data

» Recognise the value of people’s lived experience and show
appreciation. Give people feedback about their input and
its impact in order to keep them involved and to be able to
report it.

« NIHR Payment policy for public involvement

« Keep names and contact details of members of the public
secure

N I H R National Institute for
Health and Care Research


https://www.nihr.ac.uk/documents/payment-guidance-for-researchers-and-professionals/27392

Website

Imperial BRC PPIEP Strateqy Key Actions

Rough Guide to Public Involvement

Public involvement for grant applications

Public_Involvement Resource Hub - guidance, case
studies, template documents

Free Public Involvement in Research Online Trainin
Course (for members of the public and researchers —
free Certificate of Completion for Imperial researchers &
NHS staff)

Free Participatory Research Training Courses — (for
members of the public and researchers — free Certificate
of Completion for Imperial researchers & NHS staff)

Blog — with examples of public involvement in research

Twitter/X @Imperial PERC

Instagram: imperial _perc

Email: publicinvolvement@imperial.ac.uk

Imperial Patient Experience Research Centre (PERC) PPIE
Resources

Public involvement networks:

Community Partner network in NWL across all
BRC Themes: a network of 75 people with wider
community connections with whom we share public
involvement/engagement opportunities

Young People’s Advisory Network (17 to 25
years)—a network of young people to whom we
send public involvement in research opportunities
through email or regular newsletters.

PERC mailing list = PERC mailing list (national)
for members of the public to which we send a
newsletter with public involvement/engagement
opportunities every 3 months.

Peoplein Research —National Institute for Health
and Care Research (NIHR) website to promote
public involvement opportunities.

N I H R National Institute for
Health and Care Research


https://www.imperial.ac.uk/patient-experience-research-centre/
https://imperialbrc.nihr.ac.uk/public-involvement-engagement-and-participation-in-research-strategy-2022-2027/#appendix-d-our-ppiep-action-plan
https://www.imperial.ac.uk/media/imperial-college/medicine/perc/PERCs-Rough-Guide-to-Public-Involvement---Dec-2021.pdf
https://www.imperial.ac.uk/media/imperial-college/medicine/perc/Public-Involvement-for-Grant-Applications---Guidance-for-Researchers--v1-2022.pdf
https://www.imperial.ac.uk/patient-experience-research-centre/ppi/ppi-resource-hub/
https://www.imperial.ac.uk/patient-experience-research-centre/ppi/ppi-training/
https://www.imperial.ac.uk/patient-experience-research-centre/ppi/ppi-training/
https://www.coursera.org/specializations/participatory-approaches-public-health
http://wwwf.imperial.ac.uk/blog/perc/
https://twitter.com/Imperial_PERC
https://www.instagram.com/imperial_perc/
https://www.imperial.ac.uk/patient-experience-research-centre/ppi/our-public-involvement-networks/young-persons-advisory-network/
https://www.imperial.ac.uk/patient-experience-research-centre/ppi/our-public-involvement-networks/young-persons-advisory-network/
https://www.peopleinresearch.org/

Diversifying Research Resources (1)

NIHR INCLUDE Project:

« Improving inclusion of under-served groups in clinical research: Guidance from INCLUDE project -
examples of good practice and resources to guide teams seeking to engage with, and improve
inclusion of, under-served groups in health research.

« INCLUDE Ethnicity Framework - aims to help research trial teams think carefully about which
ethnic groups should be included in their trial for its results to be widely applicable, and what
challenges there may be to making this possible.

« INCLUDE webpage — updated with relevant training and resources

« "Ensuring that COVID-19 research is inclusive: guidance from the NIHR INCLUDE project"
(https://bmjopen.bmj.com/content/10/11/e043634)

The Centre for Ethnic Health Research:

« Ensuring_ethnic diversity in research - advice for researchers

» Increasing participation of Black Asian and Minority Ethnic (BAME) grougs in_health and social
care research: a toolkit to capture best practice and provide a framewor

N I H R National Institute for
Health and Care Research


https://www.nihr.ac.uk/documents/improving-inclusion-of-under-served-groups-in-clinical-research-guidance-from-include-project/25435
https://www.trialforge.org/trial-forge-centre/include/
https://sites.google.com/nihr.ac.uk/include/home
https://bmjopen.bmj.com/content/10/11/e043634
https://ethnichealthresearch.org.uk/ensuring-ethnic-diversity-in-research-advice-for-researchers/
http://arc-em.nihr.ac.uk/clahrcs-store/increasing-participation-black-asian-and-minority-ethnic-bame-groups-health-and-social
http://arc-em.nihr.ac.uk/clahrcs-store/increasing-participation-black-asian-and-minority-ethnic-bame-groups-health-and-social

Diversifying Research Resources (2)

Diversity in public involvement:

« NIHR Being Inclusive in Public Involvement in Health

Research

« NIHR Reaching Out: A practical quide to being inclusive

in public involvement in health research — Lessons

learnt from the Reaching Out programme

« NIHR: A quide to creating inclusive content and

language

Training:

 NIHR INCLUDE online course - accessible online
through NIHR Learn. For new users, you will be
prompted to register at the login page. Upon completion
of the registration form, you will then have access to the

course

Other resources:

Pan D, Sze S, Minhas JS, et al. The impact of ethnicity on clinical
outcomes in COVID19: a systematic
review. EClinicalMedicine 2020;

Treweek S, Forouhi NG, Narayan KMV, Khunti K. COVID-19 and
ethnicity: who will research results apply
to? Lancet.2020;395(10242):1955-1957.

"Developing aroadmap to improve trial delivery for under-served

groups: results from a UK multi-stakeholder process"

Marmot Review report — 'Fair Society, Healthy Lives| Local
Government Association
Mind-the-Gap-A-handbook-of-clinical-signs-in-Black-and-Brown-
skin.-first-edition-2020.pdf (litfl.com)

Racial Bias in Pulse Oximetry Measurement | NEJM

Co-POWeR: Consortium on Practices of Well-being and Resilience
in BAME Families and Communities

NIHR

National Institute for
Health and Care Research


https://www.learningforinvolvement.org.uk/wp-content/uploads/2021/04/NIHR-Being-Inclusive-in-Public-Involvement-in-Health-and-Care-Research-April-2021.pdf
https://www.learningforinvolvement.org.uk/wp-content/uploads/2021/04/NIHR-Being-Inclusive-in-Public-Involvement-in-Health-and-Care-Research-April-2021.pdf
https://arc-nenc.nihr.ac.uk/wp-content/uploads/2021/04/NIHR-Reaching-Out_-A-practical-guide-to-being-inclusive-in-public-involvement-in-health-research-Lessons-learnt-from-the-Reaching-Out-programme-April-2021.pdf
https://arc-nenc.nihr.ac.uk/wp-content/uploads/2021/04/NIHR-Reaching-Out_-A-practical-guide-to-being-inclusive-in-public-involvement-in-health-research-Lessons-learnt-from-the-Reaching-Out-programme-April-2021.pdf
https://arc-nenc.nihr.ac.uk/wp-content/uploads/2021/04/NIHR-Reaching-Out_-A-practical-guide-to-being-inclusive-in-public-involvement-in-health-research-Lessons-learnt-from-the-Reaching-Out-programme-April-2021.pdf
https://www.learningforinvolvement.org.uk/wp-content/uploads/2021/09/A-guide-to-creating-inclusive-content-and-language.pdf
https://www.learningforinvolvement.org.uk/wp-content/uploads/2021/09/A-guide-to-creating-inclusive-content-and-language.pdf
https://learn.nihr.ac.uk/course/view.php?id=820
https://doi.org/10.1016/j.eclinm.2020.100404
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7292594/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7292594/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7292594/
https://trialsjournal.biomedcentral.com/articles/10.1186/s13063-020-04613-7
https://trialsjournal.biomedcentral.com/articles/10.1186/s13063-020-04613-7
https://www.local.gov.uk/marmot-review-report-fair-society-healthy-lives
https://www.local.gov.uk/marmot-review-report-fair-society-healthy-lives
https://litfl.com/wp-content/uploads/2020/09/Mind-the-Gap-A-handbook-of-clinical-signs-in-Black-and-Brown-skin.-first-edition-2020.pdf
https://litfl.com/wp-content/uploads/2020/09/Mind-the-Gap-A-handbook-of-clinical-signs-in-Black-and-Brown-skin.-first-edition-2020.pdf
https://www.nejm.org/doi/full/10.1056/NEJMc2029240
https://co-power.leeds.ac.uk/category/blog/
https://co-power.leeds.ac.uk/category/blog/

“People focused research in the NHS simply cannot
be delivered without the involvement of patients and
the public. No matter how complicated the research
or how brilliant the researcher, patients and the
public always offer unique, invaluable insight.”

Professor Dame Sally Davies, Former Chief Medical Officerand Chief Scientific Advisor,
Departmentof Health.

N I H R National Institute for
Health and Care Research
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