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What is the JLA?

The JLA provides a method that brings patients, care givers

and health and social care professionals together in Priority
Setting Partnerships, (PSPs) to identify and agree the Top 10
priorities for research in a particular area of health.
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Why involve patients
and clinicians?

Who normally decides what gets researched?

e Researchers
e 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
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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



NIHR Adding Value in Research

Raising the probability of benefits to society from health-related
research for the tangible and intangible costs involved
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JLA established in UK in 2004

First PSP completed in 2007 in Asthma
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The JLA now
JLA Guidebook
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Why James Lind?
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JLA principles

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

Balanced inclusion of patient, carer and clinician
interests and perspectives

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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Completed PSPs in the UK
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Current PSPs in the UK
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International PSPs

Netherlands
— Eating Disorders
— Juvenile Idiopathic Arthritis

Germany
— Pancreatic Cancer
— Colorectal Cancer

International (multi-country)
— Hyperemesis Gravidarum
— Liver Glycogen Storage Disease
— Degenerative Cervical Myelopathy

Uganda
- Maternal Health

Ethiopia
- Pelvic Floor Disorders

Canada

Anaesthesia

Cardiac Arrest

Dementia

Epilepsy

Fibromyalgia

Frailty

Head and Neck Cancer
Hypertension

Kidney Cancer
Metastatic Breast Cancer
Myeloma
Neurodevelopmental Disorders

Post Mastectomy Breast
Reconstruction

Seniors’ Health (Alberta)
Sleep Apnoea (Saskatchewan)
Resuscitation

Venous Thromboembolic Disease
W James
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Method explained in detail in the JLA Guidebook
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3. Priority Seming Farnerships
4. How io establish o PSP

4. Selting up 8 PSP

& Gathesing uncertainties

1. Data processing & uncertainties
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™0, Taking priorities b research funders
12 Follow up

13. Toolbox of key PSP documents.

The JLA method 5 coninu
aned good praciice emerges

Wou ¢an downioad the JLA Gis

Prioritisation

O Interim uncertainty

prioritisation via paper and

Analysis online surveys

‘Raw’ questions
= counted, categorised
} . and refined,
) _.---Gathermg duplications
~ Gathering potential combined. Indicative
~ uncertainties via questions created
paper and online and checked against
surveys and existing evidence

literature search

Steering
Group Y 4 '

f
Establish a
steering group

Top 10
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Set up Steering Group

ePatient, caregiver and clinician representatives

*Collective responsibility

*Transparency — declare interests

*Resources and expertise
*Regular meetings
*Publicising the project
*Overseeing the process

eResponsible for dissemination
*Chaired by JLA Adviser — a neutral facilitator

*Agree protocol ' W Alliance
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Gather uncertainties
Mesothelioma PSP
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How many uncertainties?

JLA PSP Survey Submitted

respondents |uncertainties
Bipolar 3,285 14,398
Depression 3,000 10,000+
Sight loss 2,220 4,461
Dementia 1,563 4,116
Dementia (Canada) 1,217 8,203
Tinnitus 835 2,483
Fibromyalgia (Canada) |550 4,557
Hypertension 386 673
(Canada)
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Check the uncertainties

Prepare the dataset

Remove out-of-scope submissions, store and decide
how to deal with them

[
Categorise eligible submissions IS

Format submissions
Check the uncertainties against existing evidence
|dentify research recommendations

Prepare the long list
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Interim priority setting

e To move from a long to a short list of

guestions

* Ask patients, carers and professionals to
vote on the most important questions in

their experience

Classification - Can people with
autism be classified into sub-groups
such that interventions could be
targeted at specific groups?

Service delivery - How should se
delivery for people with autism be
improved and adapted in order to meet
needs in terms of co-ordination
location and severity?

Communication - Which interventions
are effective in the development of
communicationfianguage skilis?

Talking therapies - Do talking
therapies improve mental health and
outcomes for people with autism?

Early intervention
interventions are mosi

hich early
fective? And

do they lead to better outcomes?

Medications hich medications (if
any) improve the symptoms/co-

Medical tests - Can brain
imaging/other medical tests identify
differences and perform more accurate
diagnasis and/or identify appropriate
treatment?

Sex differences - In what systematic
ways do males and females differ in
their manifestations of autism and their
needs for diagnosis, support and

intervention?

Sensory processing - Which
interventions improve sensory
g disorders in people with

autism?

Insight - What is the experience of
living with autism? How can non-

autistic people better understand what
it's like to be autistic? How can autistic
people befter understand them: ?

Nutrition - Does diet have an impact
on the symptoms of autism?

Applied behaviour analysis - Does
Applied Behaviour Analysis improve
wellbeing

developmental progress in
people with autism?

Mental health problems hat other
mental health problems are common in
people with autism?

Reliable diagnosis - How can autism
diagnosis be made more reliable and
accurate?

Public understanding - How can
public understanding and tolerance of
autism be improved? And what s the
impact of any improvement in
awareness on the wellbeing of autistic
people?

Support in general - What are the most
effective ways to supporti provi

social care for people with autism?

Dietary deficiencies - Which
it tions helo neoole with sutism

o

“»

“»
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“»
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Communication - Which interventions are efective in the development of communication/language skills?

Medical tests - Can brain imaging/other medical tests identify diferences and perform more accurate diagnosis and/or

iden

'y appropriate treatment?

Sex differences - In what systematic ways do males and females differ in their manifestations of autism and their needs for

diagnosis, support and intervention?

Sensory processing hich interventions improve sensory processing disorders in people with autism?

Talking therapies - Do talking therapies improve mental health and outcomes for people with autism?

ctive? And do they lead to better outcom

ich early interventions are most ef

Early intervention -

 for people with autism be improved and adapted in order to meet needs in

Service delivery - How should service del|

terms of co-ordination, location and seve

accuring if qn: ’\f'ulhel"\lv\’l

1s - Which medications (if any) improve the symptoms/co-oceurring conditions of autism and what are their long-
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Priority Setting Workshop

For patients, carers and professionals,
facilitated by JLA Advisers

A day of democratic discussion to
prioritise the 25 — 30 most important
guestions and jointly agree the Top 10

Recognition that all of the questions
are important and are published on
the JLA website www.jla.nihr.ac.uk
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http://www.jla.nihr.ac.uk/

Next steps

* Promote priorities to researchers and funders

* Ongoing dissemination of findings

O

O O O O

Launch event
Publications —Journals, plain language report
Detailed reports and explanation to funders

C O n fe re n C e S S PRIO IES FOR ADULTFI

L CARDIAC S ERY RESEARCH

Social media, blogs

]
_’:;4
L X
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The Top 10

UNIVERSITY OF LEICESTER

THE TOP 10 PRIORITIES FOR ADULT
CARDIAC SURGERY RESEARCH

1

QUALITY OF LIFE

How does a patient's quality of Iife
{QOL} change (e.g. disability-free
survival) following heart surgery
and what factors are associated
with this?

D

SURGICAL METHODS

How does minimally nvasive heart
surgery compare to traditional
open surgery?

@

FRAILTY

How can we address frailty and
improve the management of frail
patients in heart surgery?

&

ORGAN DAMAGE

How do we minimise damage to
organs from the heart-lung machine/
heart surgery (heart, kidney, lung,
bran and gut}?

3

@D
[an]

&

CHRONIC CONDITIONS

860

How can we improve the outcomes
of heart surgery patients with
chronic conditions {cbesity,
diabetes, hypertension, renal failure,
autoimmune diseases etc.)?

3D BIO-PRINTING

Can we use 30 bio-printing or stem
cell technology to create iving tissues
(heart valves/heart) and repair failing
hearts (myocardial regeneration)?

PREHABILITATION

Does prehabilitation (a programme
of nutritional, exercise and
psychological interventions before
surgery) benefit heart surgery
patients?

ATRIAL FIBRILLATION

What are the most effectve ways
of preventing and treating post-
operative atrial fibrillation?

®

HEART VALVE INTERVENTION

When should heart valve intervention
occur for patients without symptoms?

10 4 o
N

INFECTION

How do we reduce and manage
infections after heart surgery
including surgical site/stemal wound
infection and prneumonia?




Outcomes

Q10. What interventions could reduce weight
gain in schizophrenia?
INHS |

E National Institute for
Journals Library Health Research i

Select v Please enter the search term Q

Home == Research Projects == Health Technology Assessment == 12/728/05

HTA - 12/28/05
Efficacy and N - 14
Mechanism Evaluation STEPWISE: STructured lifestyle Education for People With

Schizophrenia
Project title: STEPWISE: STructured lifestyle Education for People With Schizophrenia

& Print
& Alerts & updates

e Call to action: 12/28 12/28 Non-pharmacological interventions to reduce weight gain in people with
eal nology chizophres ribe insvchotic icati
p—— schizophrenia prescribed antipsychotic medication PROJECT PUBLISHED ¢

Research type: Primary Research
Public Health Research Chief investigator: Professor Richard Holt (B orcid org/0000-0001-8911-6744

Lead Author: Professor Richard Halt
Systematic Reviews

Latest ject
programme Contractor: Sheffield Health & Social Care NHS Foundation Trust nformation

Cost: £2.010 679.64

Health Services and
Delivery Research

Protocol (08 Mar 2017)
Applied Research Co-investigators: Dr Alex Mitchell, Dr Daniel Hind, Dr David Shiers, Dr Fiona Gaughran, Dr Helen Protocol (14 Jul 2016)

Programme Grants for

y. Dr Richard La
s, Mr John Pendlebury
sor Kamlesh Khunti, Profe:
Paul McCrone, P

ghame, Dr Shanaya Rathod, Dr

flike Bradburn, Ms Angela Etherington,
r Katharine Bamard, Professor Melanie
dall.

Commissioning Brief (30 Apr
2012)

NIHR Clinical Trials Unit
Suppert Funding

Started: October 2013 | Status: Published November 2018

ISRCTN: 19447796
(wl £linlc
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Q7. What are the benefits of breathing
exercises as a form of physical therapy for
asthma?

Home Journals  Speciallies  The Lancel Clinic  Global Health — Multimedia  Campaigns  More  Informationfor  Submil a Paper

THE LANCET @oamoe

Respiratory Medicine s e B re Q f h In F

line First  Currentssua s Multimedia ~ About the Journal Advisory Board ) Your guide 10 by ree
reath; "
Al ontent v | | semch | Advanced Search "9 "elraining fo asthy
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< Previous Article Volume &, No. 1, p13-28, January 2018 Noxt Aticlo> | accoesthc amacioon Sciencabiract
. Articles

Article Options
Physiotherapy breathing retraining for asthma: a randomised ) EeTE
controlled trial # Download Images(.pt)

Prof Anine Bruton, PO, Prof Amanda Les, PhD, Prof Lucy Yardicy, PRD, Prof James Raftery, PhD, Emily Arden Close,
FhD, Sarah Kirby, PR, Shihua 2hu, Pho, Manimekalai Thiruvothiyur, MSe, Frances Webley, Lyn Taylor, Denise Gibson,

(5§ Emaitarticte

MSc, Guiqing Yoo, PHD, Mark Stafford Wat: Versncl, PhD, FRCGP, Stewe George, FROGP, i t
Prof Paul Little, FMedsc, warua(kmum.mucﬁmu, Prof David Price, FRCGP, Prof lan D Paverd, FMedscl, Prof Stephen = Export Citation Sing th ry Br‘-‘ﬂthing F

. . i i
T Holgate, FMedScl, Prof Mike Thomas, Bhi T a—— t reely

-its
Completely frq,

£3 cited by in scopus (0] e,

¥ PhumX Metmes @
0 Request Permissions

" /10.] /S2213-2600117). Crossh £ + Order Reprints "
Eoiotemermmtie i e e ot B Tl Click this buge
5 acle o Completefy free am;'ﬂu want to sign
Summary | Full Text | Tables and Figures | References | Supplementary Matertal Linked Articles YOU can do it af 5 time ‘i, €athing Freely p,
at's onven; I’Ogram,ne - i
Summary Jorpto Sacion Vlse]  coMEnT E&Lﬁgm To get the mogy 5 . enient for ye,, it's
Remote or in-person breathing fulf versj, enefit of Bre, g

Background retraining for uncontrolled

on, whi athin,
asthma symptoms. ich has 2 Freety,

advi, ) e )
€ and vie i sUpport, gy i *€ F€Commen,

1
©s availapje f you d signin
5 people With asthm, el logging in, € of the
e,

2 recently tooy P

Aabbn,, art in
PR AN tha toks o .. 2 Study of the

Breathing exercises help asthma patients
with quality of life

Despite effective pharmacotherapy, asthma continues to Impalr quality of life for most patients. Non.

= el

B

S8 whst thay, g,

YR
cathing Freely

Published: 14 December 2017

A study led by the University of Southampton has
found that people who continue to get problems from
their asthma, despite receiving standard treatment,
experience an improved quality of life when they are
taught breathing exercises. The majority of asthma
patients have some degree of impaired quality of life.

Researchers, funded by the National Institute for Health
Research (NIHR), also found that the benefits of the
breathing exercises were similar, whether they were
taught in person by a physiotherapist in three face-to-face sessions, or delivered digitally for use in their
own home (in this study via DVD). Their findings are published in a paper in the journal The Lancet
Respiratory Medicine
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The controlled trial recruited 655 UK adults who reported impaired asthma-related quality of life.
Participants were randomised to receive a breathing exercise intervention delivered via DVD (261 people),
or face to face with a physiotherapist (132 people). A third 'control’ group received 'usual care’ (262

nannlal cantiniing ta taka narmal acthrma madication with na firthar intanzantion




Its not just the NIHR that funds PSP
Priorities ... - .

O Gl

2017 Canadian Frailty Network announced a Catalyst
Grant Competition for proposals to address one or
more of the Top 10 priorities from the Frailty PSP

4 FUNDING
“ OPPORTUNITIES

wr—
wad Lifestyle Tnve
-
ea
e—
[y

os Funding opportunitie:

et
olvedd
5

Parkinson’s UK, 2015-16 funded 8 research projects
worth more than £6 million

Fight for Sight, over £6.5 million to projects addressing
priorities from the Sight Loss and Vision PSP

Marie Curie, Chief Scientist Office, MND Association, 9
projects worth £1,425,000

British Tinnitus Association, Sands, MS Society, Diabetes
UK, Intensive Care Foundation
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Impact

“It was an incredible process and we know from
surveys that every participant felt it was a
valuable use of their time. There is value in the
process beyond developing the top 10. It helps
build community, raise awareness, strengthen
relationships with partners.”

Neurodevelopmental Disorders (Canada) PSP

W James
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What people say

“This has changed how | 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 PSHE- 1

W Alliance
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Challenges?

Engaging with patients
Engaging with clinicians
Unpredictability
Difficult data
Measuring impact

F~ W James
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What do PSPs need to get rlght

A committed Steering Group “é%i;'_é’&;sm '
. . | ater Life
Administrative support @
Resources -
A well-defined scope &

A vision beyond the top 10 and working with
funders to define research questions




How you can get involved?

www.jla.nihr.ac.uk
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m About the JLA m Top 10s JLA Guidebook News and Publications Making a difference m-

You are in: Home » Current surveys translate page ¥

SEE‘IVCFI ‘ m

Current surveys

Mailing list

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

involved with JLA Priority Setting Partnerships (PSPs) by completing their surveys. Sign up to our newsletter and stay up to date

. . . the latest fi the JLA
Initial surveys currently open - tell a PSP what comments or questions you have that you think more on e lalest news irom the

research might help to answer, in the following areas (please click on the link to go to the survey): m

Anaesthesia (Canada)
JLA on Twitter

Foot Health
Heart Surgery Tweets vy @Lindaliance e
Hyperemesis Gravidarum & James Lind Alliance Retweeted

Mutritional Screening and Malnutrition . Psoriasis Association

asisUK
Hypertension in Pregnancy The #PsoriasisTop10 research priorities have now
. been published! Take a look at the list and let us
Revision Knee Replacement know what you think. We'll be looking at each of

the priorities in more detail over the next couple of
weelks so keep an eye out. ow ly/3cMI30mgPo7
. o A i ) #psoriasis
Interim prioritisation surveys currently open - tell a PSP which of the questions they have collected
are most important to you: Psoriasis PSP Top Ten:

. dhesa

Broken Bones of the Upper Limb in Pecple over 50
Healthcare Associated Infections

Oral and Dental Health
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Safe Care for Adults with Complex Health Needs



http://www.jla.nihr.ac.uk/

Looking for research topics?

James
"8 Lind
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Search E

m About the JLA The PSPs Top 10s JLA Guidebook News and Publications Making a difference -

You are in: Home » Top 10s

Top 10s of priorities for research

The final warkshop of a Priority Setting Partnership (PSP) enables patients, carers and clinicians to agree the Top 10 priorities
for future research. We have listed all of the Top 10s below. The dates in brackets are the year in which the Top 10 was
published.

Whilst the JLA refers to each list as a Top 10, a few of the PSPs have not limited their list to exactly 10 priorities. To find
out more about how each PSP arrived at their Top 10, please visit the The PSPs section of the website.

Regardless of their position, all of the unanswered questions for each PSP are important. Where provided by the PSP, further
details of the 20-30 unanswered questions discussed at the final workshop are shown, including their ranking, an explanation
of the uncertainty, and details of any existing research reviewed.

The agreement of a Top 10 marks the beginning of the next stage of work for a PSP. The research priorities need fo be
promoted to key groups such as research funders, researchers, patients and carers and the wider research community, and
research questions need to be developed from the priorities. The Guidebook contains more advice on how PSPs can
formulate research questions and work with researchers and research funders.

You can also find identified priorities for research alongside the key evidence around each health area at NICE Evidence search. Just enter
your search term and filter by 'Evidence Uncertainties' to see the JLA priorities.

franslate page ¥

Mailing list

Sign up to our newsletter and stay up to date

on the latest news from the JLA

JLA on Twitter

Tweets vy @lindaliance @

James Lind Alliance Retweeted
§ Bridon

<. (@br13roch

Important for those of us living with

#ChronicPain #psoriasis and
#psa @PsorniasisUK @PsoriaticPstand https://ftwitt




For more information...

www.jla.nihr.ac.uk
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Priority Setting Partnerships

I T e e e e e

You are in: Home translate page ¥

The James Lind Alliance

The James Lind Alliance (JLA) is a non-profit making iniliative established in 20041t brings patients, carers and clinicians What's new.
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