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“You do bring in knowledge that health professionals don’t
have...the reason people ask the wrong question is because they
don’t have the experience of living with it.”

- Patient



Identifying and managing partners/stakeholders

&

Steering Group
Key organisations and
individuals who collectively can
represent all or the majority of
issues related to the PSP

(

JLA Adviser,
PSP Leader,
PSP Coordinator

B

Partners
Organisations or interest groups
that can reach and advocate for

patients, carers and clinicians

/

Nider stakeholders
Patients, carers, hedith and social
care professionals with experience

\

in the area of the PSP

& =/
JLA Handbook Version 8

Involvement where members
of the public are actively
involved in research projects
and in research organisations.

Engagement where
information and knowledge
about research is provided
and disseminated.

Participation where people
take part in a research study.
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1. Need for partnership
2. Frameworks for involvement

3. Evaluation and impact



| Need for partnership



Lancet 2014; 383: 156-65
Research: increasing value, reducing waste 1

How to increase value and reduce waste when research
priorities are set

lain Chalmers, Michael B Bracken, Ben Djulbegovic, Silvio Garattini, Jonathan Grant, A Metin Gulmezoglu, David W Howells, John P A loannidis,
Sandy Oliver

US $240 billion = 85% wasted

:::;::‘Il ol Low priority questions addressed // “The transparency of process by
based on which funders prioritise important uncertainties should be increased,
questions making clear how they take account the needs of potential users of
relevant to users research.”

of research.
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Research waste



Mismatch

Low priority questions addressed in research
on treatments for osteoarthritis of the knee Education and training  [swgery&devices 00ther*
Tallon, Chard and Dieppe. Lancet, 2000. Service delivery
Psychological therapy
Knee replacement commercil Physical therapy i
Exercise
Education and advice Complementary therapies
5 Social care
rugs Non-com Dle-l- 307
(n

Complementary therapy

Physical therapies

Patient/Clinician priorities \
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Fig. 1 Treatments mentioned in commerdal trials, non-commercial trials and research priorities identified
by the James Lind Alliance Priority Setting Partnerships, 2003-2012

Miscellaneous others
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Crowe et al. Research Involvement and Engagement (2015) 1:2
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Cochrane Kidney and Transplant Register of Studies
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. Cochrane Kidney and Transplant (CKT) develoffihnd adNg rane ndl an
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T Transplant Register of Studies.
Ongoing trials in kidney
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Figure 1: Trends in CKD deaths (underlying and/or associated cause), by sex, 1997-2015 Source: AIHW



80% of current clinical research is b
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Jun et al. Canadian Journal of Kidney Health and Disease (2015) 2:35



Less than 1/3 involve patients

Organ transplantation 9/28 (32%) Transplant Int 2017; 30:327-43
Chronic kidney disease 4/25 (16%) Am J Kidney Dis 2015; 65:674-683
Childhood chronic conditions  20/83 (24%) Arch Dis Child 2018; 103:942-951
parents/caregivers
4/83 (5%)

children



2 Frameworks for involvement



Inclusivity and diversity
Empowerment and equity
Transparency

“We need to educate patients about the
Importance of participating in research and
give them the tools and support they need
to engage in research more effectively.
Most importantly, relationships between
researchers and the people who agree to
work with them must be ongoing and
mutually beneficial. ”

David White, patient (PCORI Ambassador)



James
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James Lind Alllance ‘3.,%..'}!,'.@9.%5

1. Set up — Steering group, protocol, identify partners

2. Collect uncertfainties - survey The James Lind Alliance Guidebook
3. Process data and verify uncertainties Version 8

4. Interim prioritisation — survey/ranking, shortlist Hicuombor 2216

5. Final priority setting - workshop

Engagement Summary
JLA [Insert PSP name] PSP

Gathering uncertainties

Methods used (gg survey, focus groups, interviews):

Number |%

¥ & ,cg",’ffi%f; B \ 3

Total respondents (across all methods) 100 : :
Total patients and carers www.jla.nihr.ac.uk
Total health and care professionals

Total number of original uncertainties submitted 100

Original uncertainties in scope

Original uncertainties out of scope

NHS |

National Institute for
Health Research



James
Lind
Alliance

Priority Setting Partnerships

The PSPs Current surveys

More information about each James Lind Alliance (JLA) Priority Setting Partnership (PSP) can be found by using the links
below. To find out more about how PSPs work generally, please visit the About PSPs section.

If you are a patient, carer or family member, or health professional with experience of any of the following areas, please get

Acne Intensive Care . i o . ’ . ;

involved with JLA Priority Setting Partnerships (PSPs) by completing their surveys.
Adult Social Work Kidney Cancer (Canada)
Advanced Heart Failure Kidney Transplant Initial surveys currently open - tell a PSP what comments or questions you have that you think more
Alcoholrelated Liver Disease Leaming Difficulties (Scotland) research might help to answer, in the following areas (please click on the link to go to the survey):
Anaesthesia (Canada) Lichen Sclerosus

Anaesthesia (Canada)

Anaesthesia and Perioperat

Asthma Storage Disease (International)
Foot Health
Autism and Beyond Cancer
Bipolar Nutritional Screening and Malnutrition

Bleeding Disorders

Hypertension in Pregnancy

Blood Transfusion and Blood D

Broken Bones in Older Peo

etastatic Breast Cancer (Canada) Revision Knee Rep]acement

Broken Bones of the Up in People over 50, Mild to Moderate Hearing Loss

Cavernoma Miscarriage
Cellulitis Huliple Gonltions In Later Life Interim prioritisation surveys currently open - tell a PSP which of the questions they have collected
Childhood Disability Multiple Sclerosis are most important tO you:
Cleft Lip and Palate Musculoskeletal Rare Di in Adulthood
Coeliac Disease Neurodevelopmental Disorders (Canada) Oral and Dental Health
Common Conditions Affecting the Hand and Wrist Neuro-oncology i
Safe Care for Adults with Complex Health Needs
Contraception Nutritional Screening and Malnutrition
Cystic Fibrosis Oral and Dental Health

Namentia Paardiatrie | nwer | imh Surnarv
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“Stakeholders”

* Patients aged 11 -18; parents (children O to 18 years), health
professionals, researchers, policy makers

* English-speaking, able to provide informed consent (assent for
children)

Engagement (recruitment)
* CHW departments ‘-
* 11 Consumer organisations
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Research priorities

* Maintaining a sense of normality

* Empowering self-management and partnership in care
* Strengthening ability to cope

* Broadening focus to family
* Improving quality of care



National priority sefting
workshop

« Aim: to generate and prioritise research
questions in chronic kidney disease

« 7™M February 2014
« N=58

« Purposive sampling — patients, clinicians,
Kidney Health Australia




83 research questions generated

Question Median IQR

1 How effective are lifestyle programs (diet, exerci essation) for preventing 5 2-10
deterioration in kidney function in patients w4

2 What strategies will improve donor fa pking different 6 3-13
cultural groups info accounte Prevention

3 What interventions can improve g tyle)? 7 2-11

Self-management

4 What are the effective intervent Iifes’ryle 7 4-14

S What can we do to improve a 8 4-12
management of side effects? QUCI"T)’ of life

6 What strategies help patients 8 4-13

7 What psychological interventio Access and quqll’ry of ition 9 5-16
between kidney stages? care

8 How do we improve health outco 10 5-15

9 What are the best interventions to img Long-’rerm impCiCT 2ople faced 10 6-16
with HD?2

10 Does provision of culturally appropriate inforn 11 6-15

acknowledgement, medication adherence, and hed
early CKD?¢

€ uptake in patients with




Reporting guidelines for health
research priority setting with
stakeholders (REPRISE)

ID
A.
1

2
3
4
5

6

ltem

Context and scope
Define geographical scope
Define health area or focus
Define end-users of research
Define the target audience
Identify the research focus

Identify the type of research question

Descriptor and/or examples

Global, regional, national, institutional, health service
Disease or condition specific, healthcare delivery

General population, patients

Policy makers, funders, researchers, industry

Public health, health services, clinical, basic science; primary
research, systematic reviews, guidelines

Etiology, diagnosis, prevention, treatment, prognosis, health

|

. Inclusion of stakeholders/participants

involved in the PSP

engaging stakeholders

organisations involved

Reimbursement for participation

Define the inclusion criteria for stakeholder groups
State the strategy or method for identifying and
Indicate the number of participants and/or

Describe the characteristics of stakeholders

19

20

21

hospitals

Stakeholder group

Partnerships, social media, recruitment through

Individuals, organisations

Name of stakeholder group e.g. clinicians,

patients, policy makers

Cash, vouchers, certificates, acknowledgement

topics or questions

Describe methods for refining research

questions /topics

Cross check to identify if research questions have
been answered

Describe number of research questions/topics

DT 70110 SISy LU U1 iU 1] I 11T 1T Uy U I 1Y Dy 11011195
of submissions
Reviewed by Steering Committee

Systematic reviews, consultation with experts

Report number of research questions at each stage of the process
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“Living well” — not dying with the disease

“Great to feel involved and imagine you are helping
to drive things in the right direction!”
— Patient

“I would like to personally thank the patients and
carers in our group for their contributions as | learnt a
lot from them. They raised issues | hadn’t considered
despite 30+ years of specialty practice. Probably
more of a reflection on me! So the day made a
difference!”

— Nephrologist

%)
THE UNIVERSITY OF
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Exploring research priorities in
chronic kidney disease

Summary report
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“l enjoyed the opportunity to discuss CKD with other patients,
carers, health professionals and being able to have input into
research from a patient’s perspective. | certainly felt involved, and |

was treated as an equal.”




Palliative and end of life care
Priority Setting Partnership

SUPPORTED AND GUIDED BY

N PARTMERSHIP W TH

CHIEF
SCENTIST  NationalInstitute for | | I"‘IC‘CI NISGHR
m ,._q “QFIFEEI Health Research ""__-"liln—-"""'
%#unpc WE ARt o S CANCER
i ﬂmw' MRC | counci Febmls UK

1. What are the best ways of providing palliative
care outside of working hours to avoid crises and
help patients to stay in their place of choice? This
includes symptom management, counselling and

advice, GP visits and 24-hour support, for patients,
carers and families,

2. How can access to palliative care services be
improved for everyone regardless of where they
are in the UK?

Marie Curie in partnership with the
Motor Neurone Disease Association
and Chief Scientist Office Scotland
made £1,425,000 available through
their Research Grants Scheme to
address the unanswered questions in
palliative and end of life
identified through the PeolcPSP.

care,



BMCHedith Sewices Research 2009, #:43

Research article

Priority setting: what constitutes success? A conceptual framework
for successful priority setting

Shannon L Sibbald *1-2, Peter A Singer?, Ross Upshur24 and

Douglas K Martin!-2

PROCESS

* Stakeholder engagement (multiple techniques)

* Partnership and empowerment

* Stakeholder satisfaction with level of
involvement in decision-making

OUTCOMES

* Improved stakeholder understanding (goals,
rationale for priority setting)

* Acceptance and satisfaction (willingness to
participate, and contentment with the process)

A checklist for health research priority setting:
nine common themes of good practice

Roderik F Viergever', Sylvie Olifson? Abdul Ghaffar’, Robert F Terry™

Table 1 Checklist for health research priority setting
Preparatory work

1. Context

Decide which contextual factors undemin the process: What resounces are available for the exercise? What is the focus of the exercise (ie. what is
the exercise about and who is it for)? What are the underlying values or principles? What i the health, research and political emvironment in which
the process will take place?

2. Use of a comprehensive approach

Decide if use of a comprehensive approach is appropriate, or if development of own methods is the prefered choice These approaches provide
structured, detailed, step-by-step guidance for health research priorty setting processes from beginning to end.

3. Inclusivene

pecide who s 3, Inclusiveness
gender and e

a.meomator Decide who should be involved and why. Is there

Choose what i 58 or

co flectvn appropriate “representation” of expertise and balanced o
other geogra

s.Panning e ge€Nder and regional participation?

tﬂabl':h plarl: L Ui aundnn O L RO LS W at llal reEssdicnn g PUnLisss anu ounan I".;I,' s o PILNILY al e Utﬁ;lllllllllg WL PROCssh. WYL Wil
implement the research priorities? And how?

Deciding on priorities

6. Criteria
Select relevant criteria to focus discussion around setting priofities.
7. Methods for deciding on priorities

Choose a method for deciding on prionties. Decide whether to use a consensus based approach or a metrics based approach (pooling individual
rankings), or a combination.

After priorities have been set

8. Evaluation

Define when and how evaluation of the established priorities and the priority setting process will take place. Health research priority setting should
not be a one-time exencisel

9. Transparency
‘Write a clear report that discusses the approach used: Who st the priorities? How exactly were the priorities set?




Summary

« Mismatch and lack of involvement
« Partnership

« Broadens the agenda = living well

« From priorities to projects
SONG-HD
a Intervention . .

2 Ability to travel

Q Outcomes (COMET) ------------ , Jum—
! Anemia Bone health
1 Blood pressure Calcium
1 Depression Cognition
1 2 g Cramps
S Dialysis adequacy
« Evaluate — process & impact "l 1 FATIoUE
,C.:OR,E OUTCOMES CARDIOVASCULAR Bio s Bieas biaative Food enjoyment
Critically important DISEASE Itching
to all stakeholder groups Hospitalization N '
i Nausealvomiting
Report in all trials VASCULAR ACCESS Impact on family/ friends Parathyroid hmn:m\t’
MORTALITY Infection/Immunity g o
2 MIDDLE TIER e
Critically important to . Y s syndrome
some stakeholder groups Pain Sexual functior
Report in some trials Potassium S

Target weight
3 OUTER TIER Washed out after dialysis
Important to some or
all stakeholder groups
Consider for trials



