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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

“You do bring in knowledge that health professionals don’t
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don’t have the experience of living with it.”
- Patient

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

US $240 billion ➔ 85% wasted
Research
decisions are not
based on
questions
relevant to users
of research.
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Research waste

Mismatch
Low priority questions addressed in research
on treatments for osteoarthritis of the knee
Tallon, Chard and Dieppe. Lancet, 2000.

Education and training
Service delivery
Psychological therapy
Physical therapy
Exercise
Complementary therapies
Social care
Diet

~14 000 trials
• Poor quality of life (0.6-0.8)
• Depression/anxiety
• High treatment burden
• Socio-economic impact

Figure 1: Trends in CKD deaths (underlying and/or associated cause), by sex, 1997–2015 Source: AIHW

80% of current clinical research is
not addressing top 10 priorities
identified by patients

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%)
parents/caregivers

Arch Dis Child 2018; 103:942-951

4/83 (5%)
children
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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 Lind Alliance
1. Set up – Steering group, protocol, identify partners
2. Collect uncertainties – survey
3. Process data and verify uncertainties
4. Interim prioritisation – survey/ranking, shortlist
5. Final priority setting - workshop

97

“Stakeholders”
• Patients aged 11 -18; parents (children 0 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
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 setting
workshop
• Aim: to generate and prioritise research
questions in chronic kidney disease
• 7th February 2014
• n=58
• Purposive sampling – patients, clinicians,
Kidney Health Australia

Nurses
8

Other
HCPs
4

Patients
23
Nephrologists/
Surgeon
16
Caregivers
7

83 research questions generated
Question

Median

IQR

1

How effective are lifestyle programs (diet, exercise and smoking cessation) for preventing
deterioration in kidney function in patients with early CKD?

5

2-10

2

What strategies will improve donor family consent to deceased donation taking different
cultural groups into account?

6

3-13

3

What interventions can improve long term post-transplant outcomes (drugs, lifestyle)?

7

2-11

7

4-14

What can we do to improve and individualise drug therapy in terms of better
management of side effects?

8

4-12

6

What strategies help patients maintain work while on HD?

8

4-13

7

What psychological interventions would improve the psychological health for transition
between kidney stages?

9

5-16

8

How do we improve health outcomes in young transplant recipients?

10

5-15

9

What are the best interventions to improve the decision making process of people faced
with HD?

10

6-16

10

Does provision of culturally appropriate information about early CKD modify
acknowledgement, medication adherence, and health service uptake in patients with
early CKD?
17

11

6-15

4
5

Prevention

Self-management
What are the effective interventions for post HD fatigue?
lifestyle

Quality of life

Access and quality of
care
Long-term impact

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

ID
Item
A. Context and scope
1
Define geographical scope
2
Define health area or focus
3
Define end-users of research
4
Define the target audience
5
Identify the research focus
6

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
services, psychosocial, education, QOL, economic evaluation
Short term or long term priorities

Define the time frame
C. Inclusion of stakeholders/participants 7B. Governance
and team
8
Describe
selectionStakeholder
of the project leader/s and
Steering Committee, working group, coordinators
11 Define the inclusion criteria for stakeholder groups
group
team
9
Describe the characteristics of the project
Stakeholder group, organisations represented, characteristics
involved in the PSP
leader/team members
10
Training or experience in research priority
Involvement of JLA advisor
12 State the strategy or method for identifying
and
Partnerships, social
media, recruitment through
setting
C. Inclusion of stakeholders/participants
engaging stakeholders
hospitals
11
Define the inclusion
criteria for stakeholder
Stakeholder group
groups involved in the PSP
12
State the strategyIndividuals,
or method for identifying
and Partnerships, social media, recruitment through hospitals
13 Indicate the number of participants and/or
organisations
engaging stakeholders
13
Indicate the number of participants and/or
Individuals, organisations
organisations involved
organisations involved
14
Describe the characteristics of stakeholders
Name of stakeholder group e.g. clinicians, patients, policy makers
14 Describe the characteristics of stakeholders
Name of stakeholder
group e.g. clinicians,
15
Reimbursement for participation
Cash, vouchers, certificates, acknowledgement
D. Identification and collection of research topics/questions
patients, policy makers
16
Describe methods for collecting all research
Technical data (burden of disease, incidence), systematic reviews,
topics or questions
reviews of guidelines/other documents, surveys, interviews, focus
15 Reimbursement for participation
Cash, vouchers, certificates,
acknowledgement
groups, meetings, workshops
17
18
19
20
21

Describe methods for collating and/or
categorising topics or questions
Describe methods or reason for initial removal or
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

Taxonomy, framework, used to organised and aggregate topics or
questions
Beyond scope, lack of clarity and ill-defined, duplicative, number
of submissions
Reviewed by Steering Committee
Systematic reviews, consultation with experts
Report number of research questions at each stage of the process

3 Evaluation and impact

“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 I learnt a
lot from them. They raised issues I hadn’t considered
despite 30+ years of specialty practice. Probably
more of a reflection on me! So the day made a
difference!”
– Nephrologist

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 care,
identified through the PeolcPSP.

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)

3. Inclusiveness
Decide who should be involved and why. Is there
appropriate “representation” of expertise and balanced
gender and regional participation?

Summary
• Mismatch and lack of involvement
• Partnership
• Broadens the agenda ➔ living well
• From priorities to projects
❑ Intervention
❑ Outcomes (COMET)
• Evaluate – process & impact
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