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The case for patient participation in
prioritization of research....

» It’s democratic - who
pays for research
anyway?

» It’s consumerist - more
likely to fund relevant,
useful research

» It’s advantageous - in
the UK funding agencies
now looking for evidence
of patient/public

participation in research Members of Pressure Ulcer
proposals Priority Setting Partnership
March 2011

» There are mismatches....




Mismatches in research priorities -

osteoarthritis of the knee
Tallon et al Lancet 2000

Knee replacement
Education and advice
Drugs

Complementary therapy
Physical therapies

Miscellaneous others
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1.

Gather treatment uncertainties

Refine them, and check for uncertainty

Publish them on www.library.nhs.uk/DUETSs/

Prioritise them

Publish results

. Apply for funding for priority research areas




?R_ 1. Gather treatment uncertainties
DUETs

Uncertainties about the effects of treatment
which cannot currently be answered by a
relevant, reliable up-to-date systematic
review of existing research evidence.

Published in UK Database of Uncertainties
about the Effects of Treatments
www.library.nhs.uk/DUETSs/




2.

Refine treatment uncertainties and

check them for uncertainty

>

How safe is it for my baby if | am breastfeeding and taking
antidepressant medication? (patient)

In a critically ill |3atient is dopexamine effective at
preventing renal failure? (c/inician)

Pharmacological interventions for epilepsy in people with
intellectual disabilities (Cochrane Epilepsy Group)

How effective are herbal remedies in treating vitiligo?
(patient)

What are the potential harms as well as benefits of different
interventions for weight reduction? (research
recommendations)



3. Publish treatment uncertainties

NHS Evidence - UK Database of Uncertainties about the Effects of Treatments (DUETS) m
NH3 Evidence Home = Specialist Collections = EVidenCe

UK Database of Uncertainties about the Effects of Treatments (DUETs) Home = Search Results

Search |a* |UKDatabase of Uncertainties about the Effects of Treatments (DUETS) j | Search Help Aboutus Contactus Sitemap

ABOUT UNCERTAINTIES ~ SUBMIT AN UNCERTAINTY  BIBLIOGRAPHIES

. Search results options
[#| Cancer You searched for: "a™ Total records: 1520

. Search within results:
* Cardiovascular
diseases From From From Research Ongoing |
' 67) professionals {116 recommendations (818) research (132)
=R o GO Patents (387) sl Sirtbr -
disorders y. IWE :I
# Eyes and vision page 1 2 34 5/8/7/8/ 810 » of 38 “Frevous [Ned  how summaries: 7
Gastroenteralogical and :
liver diseases " Acupuncture for depression Per page: W
Haematological Publication Type: Known Uncertainty Publication Date; 20 Aug 2007
disorders
View detall @
Infaction
#| Mental health " Acupuncture for schizophrenia
Wusculoskeletal Publication Type: Known Uncertainty Publication Date: 11 Sep 2007
diseases
View datail

MNeonatal diseases



4. Prioritise treatment uncertainties:
Priority Setting Partnerships (PSPs)

Profe55i0na|
Patient /Cype, \
\ DUETSs

BER p~niss
‘l‘"ﬂ

\ :;%: ,.k_{]z{m Lc}z/ A[%@zcc /

§
Re\llew GrOUp ||n|ca|
Research
R




4. Priority Setting Partnerships

Inclusive
» Balance of perspectives
» Accessible to all

Transparent and
democratic

» Data sharing
» Agreed protocol
» Declaration of interests

Evidence based
» Working with ‘known  EEaE¥ |
unknowns’ Schizophrenia Priority Setting Partnership

» Patient/carer experience, Jan 2011
and clinical behaviour




Important to talk.......

» Professional, » Patient (young man
(doctor): with schizophrenia)
“why is there non “| take a break from
compliance of my drugs because
antipsychotic drugs they make me
in young men with impotent and
schizophrenia” sometimes | want a
sex lifel”

5. Publish the results
T “Democratizing Clinical Research”
Nature , Lloyd K, White J 2011




- Online/paper survey = 583 respondents

- 1,141 uncertainties expressed

- 118 uncertainties were added from UK DUETs =
1,259

Collation
- 251 not related to treatment, removed = 1,008

analysis

- 222 of these were unique - removed = 786

« The rest were similar enough to combine, into
Combining 88 indicative questions

Diabetes Research Network

( DRN ‘JDRF
Ewdence D‘abﬂ > m, SDRN e

Type 1 diabetes




- Steering Group agreed a ‘long list’ of 47 from the 88

« Long list sent out for voting - people chose their top
ten

- Shortlist of 24 established

e +Workshop to discuss the 24, and agree a top ten

and voting

- Steering group seek feedback on top ten, and

_ _ reformulate
Discussion

Diabetes Research Network

NHS ST JDRF::
EV’dence [ FEEEEX NN N N D]abEt f> m, S D R N dedicared to finding a cure

Type 1 diabetes







Some observations.............

1. Importance of treatment uncertainty v
research ‘friendly’ questions

2. Research priorities for the ‘greater good’ v
research issues that affect smaller
populations

3. Single issue participants

4. Managing hierarchies in clinical and patient
communities

5. The importance of ‘neutral’ facilitators and
chair ‘people’




Priority Setting Partnerships

» Completed » Ongoing
- Asthma o Life after Stroke
o Pressure Ulcers

o Urinary Incontinence
> Schizophrenia

> Prostate Cancer

> Vitiligo

- Type 1 diabetes

o Ear Nose and Throat -
aspects of bg#hnce

Eczema

Head and Neck Cancer
Pre Term Birth

Lyme disease
Intensive Care
Tinnitus

Cleft Lip and Palette

(e]

o

(¢]

(0]

o

(e]

o



Are there themes across priorities?

» Long term effects of treatments
» Safety and adverse effects of treatments
» Using non prescribed treatments
4

Professional training and education (for early
diagnosis and treatment and to harmonise
clinical behaviour)

Self care - effectiveness and safety

v

Is this the difference that patient participation makes?




6. Apply for funding for priority research

“‘Without this coming together of patients with the
research community catalysed by the JLA, the
subject of breathing exercises would never have
been identified as one that received so much
enthusiastic support.”

Professor Stephen Holgate, Chair of the UK
Respiratory Research Collaborative




Models for participation

» Patient Panel (Centre for Evidence Based
Dermatology) and Cochrane Skin Group




Models for participation

» Working with Asthma UK and Cochrane
Airways Group

CAG and JLA now working with Asthma UK
on prioritisation for their research strategy




Possible new Cochrane agenda setting and
priority setting methods group

» Co-convenors: Mona Nasser, Vivian Welch, Sally Crowe,
Sandy Oliver, Alessandro Liberati, Prathap Tharyan

» Aim Iinform the Cochrane entities on the empirical
evidence available for methods to set research agendas
or priorities, in particular (but not limited) for methods
to set a research agenda for systematic reviews

» Serve as a discussion forum, connecting interested
people from outside the Cochrane Collaboration
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The James Lind Alliance _ _
Guidebook http://lindalliance.org

(Choose textsize A A A) Home | Contact Us | Sitemap

Open All | Close All

* Introduction Home page

Welcome to the James Lind Alliance Guidebook.

*How To

" Background The Guidebook provides step-by-step guidance to establishing Priority
*JLA Protocol Setting Partnerships. These bring patients, their carers and clinicians
together to identify and prioritise treatment uncertainties for research,
using James Lind Alliance (JLA) methods.

You can access the Guidebook and the JLA Protocol using the menu bar

on the left. Fati&nl :
and Public
Involvement

Wy Ak Lot gt Ly L

Guide to involving patients
and the public, available at the
BMJ Books Blackwell Wiley Stand
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