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What do we mean by value and how do we achieve it?

Clinical effectiveness cost-effectiveness

patient needs & preferences

Plan for = increased
Consider all likelihood of
value from ..
types of a positive
research
value X assessment
conception

of value



Relevance and expressed
need

Set justifiable

research
priorities

Design, conduct
and analysis are
robust and
appropriate

ENSURING VALUE
IN RESEARCH

High quality research that
minimises bias

Regulation and
management are
proportionate to
risks

Open and transparent
research and research funding

Complete
information on
methods and
findings are
accessible and
usable

Findings are
appropriately
and effectively
disseminated

Priorities are set
involving those
who use and are
affected by
health research

New research
should be set in

the context of a
systematic
review or
rigorously
determined
evidence gap

Designed using
advances in
research
methods and
taking steps to
reduce bias

Studies
registered at
inception

Actively manage Methods,
researchinarisk interventions
proportionate and findings
way reported in full
Protocols, Support
methods and replication and
materials should reuse of data
be made

available early

Findings should
be setinthe
context of
previous
evidence and
systematic
reviews

Disseminate
knowledge to end
users. Usage of
new knowledge
should be
supported and
facilitated

WWW.evir.org
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Nov 10th 2022 / 80 diverse participants

RECOMMENDATIONS

Plan a pathway to impact

Tailor communications on research output for relevant
audiences

Improve collection and use of health and social care data

Ensure inclusion costs for societal partners

Articulate the evidence needed to inform policy

Establish research impact communities of practice

Co-create projects with PPl contributors and key potential end users



How do we know what the unmet health & social care needs are?

Undertaking
literature
searches

Attending
conferences

Learning from
healthcare

professionals

Public & patient
involvement







What do you feel about public and patient involvement?

Frustration

a

Excitement Fear




How to approach the involvement of patients and charities

Lead with Consider
respect diversity

Feedback to Make it
them meaningful

Aim for
partnership




How might PPI contributors be involved in cancer research?

James
Lind
Alliance

Pnomy Setting Partnerships

 Patient
Reported RESEARCH PLAN
- Measures

Home | Aboutus BRI Top 10s

JLA Guidebook | News and Publications

Making a difference | Current surveys | The JLA Lab

Home » The PSPs » Living With and Beyond Cancer translate page ¥

Living With and Beyond Cancer

OUTCOMES THAT MATTER TO PATIENTS

~ Gene expression profiling tests to guide ‘
X adjuvant chemotherapy use in patients
with early stage breast cancer I




( ; ) PPl 3 werk Festival OurWork v Getinvolved v Resources AboutUs v Events v News ContactUs
Podcasts of interest to PPl Ignite Network A guide for small not-
the PP Community Values and Principles for-profit organisations
Have you ever produced or Framework who are approached by

contributed to a podcast? If so,
you will know that creating and
publish...

Learn More

Making a start: A toolkit
for research charities to
begin a PPl relationship

This PPI toolkit helps health
research charities, research

This resource defines the values
and principles underpinning the
work of the PPI Ignite Network a...

Learn More

Seminar: Developing
Patient-Driven Research

A partnership between a health
economist from NUI Galway and
the ME/CFS Association of Ireland

researchers

Care Alliance Ireland and the PPI
Ignite Network at University of
Limerick have developed a set of

Qs

Learn More

« RCSIPPIIgnite

285 Tweets
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PUBLIC AND
y o) paTiENT INVOLVEMENT
‘/ (PPI) IN RESEARCH

\
groups and others who are resul... .4\‘:))_
starting on the... &
9 \R‘C(SIPPI 8 ¢ Following
Learn More Learn More
RCSI PPl Ignite

www.ppinetwork.ie/

@RCSI_PPI Ignite Followsyou

Official twitter account of the @RCS| Irl @PP|_Ignite Net Team. Sharing news on

#PPI research, training and events from researchers and PPI contributors.



http://www.ppinetwork.ie/

How HRCI member charities support research

Support PPI
Communicate research to lay audiences
Use research to improve health & social care

Connect research stakeholders

Fund research

Run research events

Support a patient registry
% 0 25 50 75 100

Based on the responses of 25 member charities to a HRCI survey in 2023




Press release

Minister Harris welcomes
Government approval to publish
Research and Innovation Bill

Impact 2030

Ireland’s Research and
Innovation Strategy

From Department of Further and Higher Education, Research, Innovation and Science
Published on 6 April 2023
Last updated on 6 April 2023

o

Strategy

2021-2025

Haulth ressarch -
raking an Frpact

A National

oUR ' Ml
FUTURE in Ireland

F — HSE | Research & Development
— Strategy and Research

2IMPA

I A
| A AWARD 201 P P IGNITE Research Dissemination
: NETWORK -

Knowledge Translation &

Impact

#health
research

A wider culture shift towards
inclusion, impact & value



What can you do?

Think broadly about what we mean by value
Always ask ‘who else should be in the room?’

Whatever your role, be relentless about achieving about value from research
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Health Research
HRCI Charities Ireland



Sign up to HRCI news and events

bit.ly/HRClsighUp

Thank you to the organisers for inviting me
& to you for listening!
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Health Research is a charity,
HRCI i 0ooa

: B Health
Rialtas na hEireann - e
Government of Ireland [;(“ d

yar
Ireland Supported by government supporting communities 0



https://bit.ly/HRCIsignUp
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