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p g Lnd  What s the James Lind Alliance?

Priority Setting Partnerships

A method that brings patients, carers and health and social care professionals
together in Priority Setting Partnerships (PSPs) to agree the Top 10 priorities
for research in a particular condition or setting
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(e Why involve patients and

@ Alliance  clinicians?

Priority Setting Partnerships

Who normally decides what gets researched?

Researchers
Pharmaceutical industry

The priorities of people with conditions and the people who treat and
care for them can be very different from those of researchers.




A mismatch

Interventions mentioned in commercial trials, non-commercial trials and research
priorities identified by JLA PSPs, 2003-2012.
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Crowe et al. (2015) ‘Patients’, clinicians’ and the research communities’ priorities for treatment research:
there is an important mismatch’, Research Involvement and Engagement, 1:2
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lames — \What is a Priority Setting
Alliance  Partnership (PSP)?

Priority Setting Partnerships

» Patients, carers and clinicians working as equals

* Focusing on a single condition or area of health and social
care

« |dentifying unanswered questions (evidence uncertainties)
* Prioritising the most important into a Top 10

* Promoting the Top 10 to researchers and funders
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Priority Setting Partnerships

* Transparency of the process, so that what the PSP has done is clear

 Balanced inclusion of patient, carer and clinician interests and perspectives -
equal voice

» Exclusion from voting of those professionals who don't treat patients

* Exclusion of groups or organisations that may have competing interests, e.g.
pharmaceutical companies

» Using the existing evidence base to make sure questions are not already
answered
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Work with a

JLA Adviser

e form a PSP
Steering Group

The PSP process

i)

Gather
Uncertainties

e Launch a
consultation

Analysis

e Analyse responses

e Check existing
evidence

e Form summary

Prioritise
questions questions

survey

12 - 18 month process

Agree the ‘Top
10’

e Final priority
setting workshop

e Longterm
dissemination of
the Top 10 to
funders &
researchers




final stage

Priority setting workshop
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Hegljch Health settings Locations Funders
conditions

Physical health Emergency medicine UK . Charities
+ Epilepsy (2022) . 2017,2022 e i el e
* Children’s cancer « Breast cancer surgery Royal Colleges
(2022) Intensive care (2022)
« T1 Diabetes (2020) - 2014 | : Universities
nternational
¢ Myeloma (Canada)
Mental health Primary care (2022), Grant applications
 Digital technology . Patient safetyin « Pancreatic cancer
for mental health primary care (2017) (Germany) (2020),
(2018) LMICs
 Bipolar (2016) « Diabetic eye disease
(ongoing),

* Global burns (ongoing)



Global Reach of JLA Priority Setting Exercises 1
22

Lead location for priority
setting exercise

Locations reached by priority
setting exercise

Number of priority setting
exercises in location




Top 10s

James Lind Alliance
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"TOP 10' RESEARCH PRIORITIES IN
FOOT AND ANKLE SURGERY

The Jamess Lind Alliance and the British Orthopsedic Foot and Ankle Societ
e worked together to idantify 'Top Ten' unanswered research themes ir
oot and ankle surgery by invohing patients, carers, snd sliniciane,
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[ Home | Avouttreap JLA Gudabook | News and Publications | Wakingadifernce | Curent sy | AALeD | |

You are in Home » The PSPs » Liver Glycogen Storage Disease (International) » Top 10 Priorities

Liver Glycogen Storage Disease Top 10

. What are the best options (for example gene therapy or enzyme replacement therapy) for achieving sufficient amount of
working enzyme in patients with liver GSD?

N

Can consensus guidelines (for management) be achieved for patients with liver GSD?

w

. How should optimal metabolic control both dlinically and biochemically (like lactate, ketones and/or lipids) be achieved
in liver GSD?

IS

. How should sickness and emergency situations be managed for patients with liver GSD?

o

. What is the best way to start dietary treatment, finding the optimal doses, and to administer the diet for patients with
liver GSD?

6. How can existing comstarch preparations be modified or altemative treatments be implemented that are easier to
administer and/or keep blood sugar levels more stable for patients with liver GSD?

55

. What is the role for new methods for monitoring metabolic control (like noninvasive continuous glucose and lactate
measurements, new biomarkers) for patients with liver GS

8. How to manage diet regimen in relation to "before, during and after" physical exercise (sport, playing) for patients with

liver GSD?

9. What are the long-term complications (liver, renal, gut) of a diet rich in uncooked comnstarch and/or high protein and
should the diet be adjusted to prevent complications in liver GSD?

S

. What are the risks and benefits of different options for overight treatment for patients with liver GSD and how can we
maximize safety?
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Mailing list

Sign up to our newsletter and stay up to date
JLA

on the latest news from the

JLA on Twitter

Tweets vy @Lindatiance ®

(& James Lind Allance Retweeted

7y Young at Heart
\%/ @varseH
Have YOUR say on the future of Congenital Heart
Disease researchi Tell us which questions are
mostimportant to you in UK #CHDpriorities
Child/Antenatal surveymonkey.co ukI/3XDEHZH
and Adult CHD surveymonkey co UKI73XQTTMD.
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CANADIAN DEMENTIA
PRIORITY SETTING PARTNERSHIP

Top 10 Priorities for Dementia Research

1m

THE TGP 10 PRIORETIES FOR ADULT
CARIMAC SURGERY RESEARCEL
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Promote priorities to researchers and funders

Ongoing dissemination of findings

o Launch event
Publications - Journals, plain language report
Detailed reports and explanation to funders
Conferences
Social media, blogs
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From Priorities to Research
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QF. What are the benefits of breathing .

Breathing exercises help asthma patients
with quality of life

exercises as a form of physieal therapy
for asthma?

Publishadt 14 Docare
A study led by the University of Southampton has

found that people who continue to get problems fr
their asthma, despite receiving standard treatment,
experience an improved quality of life when they ar
taught breathing exercises. The majority of asthma

National Institute for
Health Research patients have some degree of impaired quality of li
Evaluation, Trials and Studies
Researchers, funded by the National Institute for Hi
Yo e hiew: Home > Project s 08110479 Research (NIHR), also found that the benefits of the
breathing exercises were similar, whether they were
T o HTA - 09/104/19:; A controlled study of the Search taught in person by a physiotherapist in three face-to-face sessions, or delivered digitally for use in t
effectiveness of breathing trawning exercises taugm Q own home (in this study via DVD). Their findings are published in a paper in the journal The Lancet
Respiratory Medicine.

Funding ooporunites

by a physiotherapist by either instructional

Bramsa | Vist prens parlnie

The controlled trial recruited 655 UK adults who reported impaired asthma-related quality of life.

Fea— videos/DVDs/internet download or by face-to-face
Beowesa projects sessions in the management of asthma in adults NIHR Journals Participants were randomised to receive a breathing exercise intervention delivered via DVD (261 peopie)
or face to face with a physiotherapist (132 people). A third ‘control’ group received ‘usual care’ (262
Al with nn furthar
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“I then learned of the opportunity to participate in the
UK Epilepsy PSP Workshop and felt that | could add
huge value by not only representing other parents like
myself, but by giving my little girl a voice.”

Parent involved in the Epilepsy UK PSP



W James . .
py nd . Making a difference

Priority Setting Partnerships

|
| <A

“This has changed how I practice medicine. It has
changed my understanding of what it means to listen
to patients. It has changed the language | use when |
speak with them. Most importantly it has changed my

vision of how to deliver the care we give them. It has
made it our vision.”

Noémi Roy, Rare Inherited Anaemias Priority Setting Partnership
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Contact the coordinating
team:
jla@soton.ac.uk

www.jla.nihr.ac.uk

twitter¥
@LindAlliance



