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Welcome & introductions

Nursing, Midwifery and Allied Health Professions || Research Unit

1. Who are you?

« Consumer
e Author
e Researcher

« Other (please tell us)

2. Why are you here?

| want to involve consumers in my review
* | want to get involved in a review

 |I'm curious about what you are doing

« | want to share my experience

e Other (please tell us)
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Example of involvement:
Update of a Cochrane review ...

nnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnn

Pollock et al 2014. Physical
rehabilitation approaches for the
recovery of function and mobility
following stroke. Cochrane Database
of Systematic Reviews 2014, Issue 4.
Art. No.: CD001920.

Pollock et al 2015. User-involvement
in a Cochrane systematic review:
using structured methods to enhance
the clinical relevance, usefulness and
usability of a systematic review
update. Systematic Reviews 2015;
4(55); published online 20t April 2015.

Conference posters from SRR 2013
and INVOLVE 2014




Example of involvement:

Why have involvement? MONO-I U

Cochrane review AIM: to engage key
update stakeholders in an update of a
Cochrane systematic review of
physiotherapy treatment
approaches for patients with
stroke, in order to ensure
clinical relevance of the
completed review.



Example of involvement:
What did we do?

. » 2 g 3
Planning & Form the Group
Preparation user-group meetings

|dentify Specific
Protocol potential focussed
participants aim

: Recruit — Nominal
Slliles purposeful Group
sampling Technique

approval




Example of involvement:
How did we get people invoIveo!:[?mm;ru%

2.

Form the
user-group
2-page
information Interested
Networks of leaflet Circulated people

relevant :
people (including by email contact
meeting researchers

dates)

|dentify
potential
participants

Representative

Details of Purposefully
interested sample group
people (12-14 (50% stroke

Recruit —

purposeful
sampling survivors/carers
950% physios)

(Fill out a form) participants)




Example of involvement:
What did we do at meetings? ..

3.

Group
meetings

e Parameters . _ Meeting 2: Meeting 3:
Specific which can / g.l :g;'sr;gk;' Agree Agree key
focussed cannot be y review messages

aim changed SSEES methods from results

Discussion
around Voting (in Vote

Nominal

Group issue / silence) counting
Technique statement




Example of involvement:
How did the voting work? AMoho-rUe

cHiE
sssssssss
oFFice

Statement 1. The current categories are appropriate

and clinically relevant.
Strongly Agree | Neither agrze Disagree vtrongly
Total no. agree or disagrec disagree
responses 1 2 3 5
 n=13 BN 1
0 8

1 9 2
%100

38 69 15




Example of involvement:
What else did we do? AMAhO-rUe-

sssssssss
ooooo

1. » 2. » 3. » 4 1 -

Planning & Form the Group Other group  Evaluation
Preparation user-group meetings communication

Group
discussion
— audio-
recorded

|dentify Specific
Protocol potential focussed
participants aim

=l

Tele-
conference

: Recruit — Nominal
Sulies purposeful Group
sampling Technique

Question-
naire

approval Doodle poll




Example of involvement:
How did it 90? MAahE-rUs:-

Nursing, Midwifery and Allied Health Professions

“...I have taken part in quite a number of things of this nature over the past
20 years and this is the first time that | have really felt that it has been

successful and that | have been listened to..”

(carer of stroke survivor)

“Other Cochrane groups please copy”

(carer of stroke survivor)

“....links clinicians with researchers, allowing research to be more

clinically relevant

(physiotherapist)



Example of involvement:
What do you think? o

- cuer
i
5. Midwitery and Alled Heath Professions || Research Uit

There is a need for review authors to know
more about how to involve people in a
meaningful way.

« Strongly agree

 Agree

* Neither agree or disagree
 Disagree

« Strongly disagree
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ACTIVE |

Authors & Consumers Together Impacting on eVidencE D= Ug:

Involving patients, carers, Ccr)_tnsfucr:nerﬁ have_beer_][
health professionals and part ot Lochrane since| There is still not much
other key stakeholders in invo?\tgrr:\eedn’ tei]sr.]?h?uegh tto known about the best
resggrggr:seﬁgglsgget;eed to make systematic reviews ways tto mvglve p_eople in
research of healthcare topics more SYSIemalic reviews.
' useful and relevant.

ACTIVE aims to help review authors have
meaningful involvement in their systematic reviews.

() Cochrane () Cochrane é) Cochrane m -ru

Consumer Network '
Improving health through researc h 0;‘,‘.‘5{‘”




ACTIVE

Authors & Consumers Together Impacting on eVidencE mth ...... MUgs-

‘ ® 9 .
‘ .0 ® Bring together:

* Information
Find out dlfferent | Make
methods of * Materials this

einvolvement that * | - available
nterviews :
have been used online

' O ‘ ® about HOW to
‘. o ® involve people
O

Find out more: http://training.cochrane.org/ACTIVE




ACTIVE

Authors & Consumers Together Impacting on eVidencE mth‘rUu

Who is involved?:

Dr Alex Pollock NMAHP Research Unit, Glasgow Caledonian University, Glasgow, UK
Dr Pauline Campbell NMAHP Research Unit, Glasgow Caledonian University, Glasgow, UK
Caroline Struthers EQUATOR Network, University of Oxford / Consumers’ Executive

Anneliese Synnot Centre for Health Communication & Participation, La Trobe University, Melbourne, Australia
Dr Sophie Hill Centre for Health Communication & Participation, La Trobe University, Melbourne, Australia
Jack Nunn Centre for Health Communication & Participation, La Trobe University, Melbourne, Australia
Heather Goodare Lay member, Chair, Edinburgh Health Forum; contributor to Breast Cancer & Stroke

Cochrane groups.
Dr Jacqui Morris NMAHP Research Unit, Glasgow Caledonian University, Glasgow, UK
Richard Morley Coordinator, Cochrane Consumer Group
Chris Watts Cochrane Learning and Support Department

Find out more: http://training.cochrane.org/ACTIVE

Improving health through research 02%35; o

+ 3 Cochrane = § Cochrane 1§ Cochrane mohp-ru
€ Training Consumers and - Consumer Network —————— """ 77~



ACTIVE

Authors & Consumers Together Impacting on eVidencE mth‘rUu

Tell us:

» About examples of user-involvement

* |If you want to contribute to ACTIVE

Email:

ACTIVE@gcu.ac.uk



ACTIVE

Authors & Consumers Together Impacting on eVidencE mth‘rUu

What kind of resources would you like?

« Real-life examples of involvement in reviews
* Personal stories about involvement
* Practical templates for planning involvement (e.qg.
meeting agenda, ethics application)
« Guidance on reporting
* Tool to measure impact
« Other
(tick all that apply)
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4. How to describe involvement

WHEN does
Involvement
occur?

HOW much
involvement?




WHO is involved?

Cochrane “Consumer’’:

 Difficulty finding a shared definition

* “Ahealthcare consumer is any actual or
potential recipient of health care.
Healthcare consumers who use Cochrane
evidence are generally patients, carers
and family members, or people interested
in remaining healthy who are seeking
information about a health condition or
treatment for personal use.”
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Ip?PI(

Pu\)\\c‘zn:\' Pa tlent
‘.‘A" o Oll?sumerppl
“(F:Itlzten PUin Conztllllfzer caen
Pp, Stakehojge, Patl en £ g%ic ™ Patient
er
[—i""“ Im,g?‘"
51&\;\\0 o st citizen

patient Cons
Citizen sxakeho\d

Pa\le\“ .,,.,.-n

co nsume!

Ciizens
e r pai\eﬂ\ cmle“ P “\e

,,,,, szen PP\

\ e “"_ P P\ i
P Pat %\de\'w\ \PDP\ Lo

vvvvvvvv

PPI take ConS\““e‘ Stakeh0lder  iizen u I I o

pub\\C
S\akeho‘de‘ .

C\\\zeﬂ”’f

nt

\t\zeﬂ PP

patient

Uﬁ”hcm

\(Cho 9.‘

Patwy, \
Pé\\en\ Pub\\c P P I olc ciuzen public pP\

b = ak ehol
vvvvvvv Pm a tl Patient ™7 t %?x\b\\?c ngi‘:’éﬁ‘B(\jc)PgPt’\‘:;\P I(Z Z(C
Public “atigyy "% CO”SUmer i

consume( P P
P PPl o

Eg)‘nsu\“e‘ CI t’zen

P P I Const\me‘

Slakeho’d Pub\\c
pub\\c PUb/IC

\—\kcho\de otal kehul"e'
pub\\C
ConS\\“‘e‘ P P \

PP\ CO"SU nor
saeha  Citjzan
Citizen Pubhc

consume

patient

PPI B'atl{ent

,,,,,,,,,
P Ubl/c szen

P ublic citizen
Patient  Consuner

nnnnnnnn

P b/'r
P\ Public
pPauen\ PPI
C,mLE“ :
P CItaan
Pu,?hc; Citizen
P\ Citizen
Ppl:'.’n'.(- PP\
PP| &
PPI pp\

Palom

PP



S\a\(eho\de‘ h

WHO is involved? PP

s atient.
P Cpat:g‘\)}cponsum r
u [ u “'Nlt él’C 0'7555({,
blic involvement: Ayt pS{Q/ C,f;;;;";.
IC
« INVOLVE definition: "“i;\c k hlme ppl
PUDIC pp
5 = Corima CI- Saen

patient Cons
citizen

P
~e

ciuzen g‘akeh()\d

PPIZP a\\en’t

Pa\le‘“

: Eatients, potential patients, carers
eople who use health and social care

services
 People from organisati Pl 00“5“‘““ srakehder i P n
repre atons th at ga\\eﬂ\ P \\C PPI (;mze‘n P“b\‘\fo ep‘p\ Ubll patient
present people that use services A e =D P\ Stek
P P"’a tl I‘i’t o public PP\(\’\\‘“P B,\ me‘ eBIder
o & . . U PP\ bl Cons} public
there is an important distinction to b consenlﬁp Patient £ COnSUm IPP"‘I
made bet © PP Qrt
eween the 1 PPl PP Stakefoige,
ubl' perspeCtlveS Of the ‘‘‘‘ 0 su\“e‘ CIt’ZPPI 'S"ik"”‘ﬂl‘ﬂ! F:j:!en?
public and the perspectiv D & Public. Gizen
haVe a f . €S Of people Who PPI ConS\\me‘ Pubhc C\\zén
. pro essional role in health and Slakeholder P\,\bu}‘\uc fﬁfiem cct,:,,,;;;‘r‘
social care services” public PUblic PPl ';3%7
' Acholdet e o a
I N VO L V SP i:ub\\:: %.l,bhc il‘tazee:
svet E (2012) Public involvement in CPP PPl PP
y ematlc reVIeWS,. Supplem t . . grakeholdel Clt’ll:;r PPI (P\‘\::“:l
ent to the briefing Citeen  pug PPl PP\
pLQQ\em e
L i

notes for researchers. INVOLVE, Eastleigh

Pub\\C
S\akehp\der P

Jr \kh

C\t\Ze

,,,,,

C\\\zen

P\ szeﬂ

BB 2
ol\de i PP\ . p‘;em

vvvvvvvvvv

prpllcpm

lllllllll

atien \
PP

Pauen\



- onsumet

W .
HO is involved? PP.

P tpub\fi‘emg?‘)tlent P b\
atient 2 201S ublic
mcflt Péb[l'l,CP u bLI m Onr Pp; S\a\(e\'\’(?\?g( Pl
GeeiPubics:  ~CRZEN |
i ™ Paigy
c pa\\em CC'It, e

Stakeholders:
Public m umer
k h Olde e‘ el CitizeN:

° “PeOpl
res ”, prlmar i 1 we“
e?)rch : y job is not directly in PUBIC - Congy
¢ I patient Cons Cit en
. In?j’t_lents, their families cn‘\;e“ el er &éa\\\em o P “cé\s\m i X
. sl x Y BN\ PF itizen
. |.V|d Ua|S repre ) and CaregiVerS Pmm Pa‘\e““, P/ PP\ ,,‘?_P\ mzen PP\
Polic senting pati “gtakenolde et Rl » A T
° C - y make rs Ient grou pS ok A Puy t, e Consume‘ PP\ Pa\ jent ('1 prl a“e“
linicians piet P" blic P R o el / Cpp\
_Ii{m P PP\ P I CC"\‘:\:‘%\S‘“ P\Jb\\C PP u I a\\c nt
Pma t I Patiens ** 2‘ Pa\‘:\e \ P\@\ﬁt k l
Camden 20 P Ubllc Pati tp"‘ © pP: k‘h AT "Z‘mfe‘i‘ EBIIdef
1 5 E . Consume( €n - hc O L i public
e e ONSUma.
Straatblll.ta thn reSeangh .ga Stakeholders In ! ConsPu\‘\e( CP;QIZPPP/I PPl;rZS)z»ue,Ffpl
ategies used in @ scoping revie PP e e
of ImpaCtS Di Pal’tnerships and w of Stakeh, ,I ‘C)osg{‘\xg‘ PUbZ‘E citizen
7 S e . older Par: oeh
3715’ 1390-1 ablllty and Rehabili eVa/uatlon Pub\\c pub’;‘f‘” o lient i"‘“\'iin
. - 400 Ilitation grakeholder h:;oldlef: PP\ ublic
DOI 10 ’ J Stake patient P
:10.3109/09638288 "“""‘*’ i, ‘c',fl
.2014.963705 casme - PP e S
Eﬁ} Conggne: mer PPP\ citizen
citizen %EL I;(Z PPI (&?P\
PP PP

consume
Patian

patient
Pp |



; \der
StakehOr

PPy
u u Itizar™ 4 ?,-\,«en::'fi:‘* .
WHO is involved? Pttt _public

““““

tzeiPUblics:  ~CHIZEN”

Fchoider Pationt - ro?Public o Patien S50y Ot e
O F &tient=copeublic = "gugient Cltizepy

I 18- ISUMar

ACTIVE definitions:

Stakeholder: any potential knowledge user whose primary

Jjob is not directly in research.
This includes people who are:
« patients, potential patients, family and carers
« people who use health and social care services
» people from organisations that represent people who use services
» people with a professional role in health and social care
« policy makers and managers

Stakeholdel  gienolder OU Glgen

public Patien; citizen

Pp R P\ citizen
mer P

consy PP\ Publc pP‘\

PP o, PDi 7

Consumer: any actual or potential recipient of health or
social care, their carers and family members
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HOW much
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WHEN does involvement occur’?

MAahE-rUs:-
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WHEN does involvement
occur?

People are involved at all stages of a
review

e.g. as an author, or on an advisory group

Continuous
Involvement

People are involved at one specific stage

One-time e.g. developing a question, writing a la
involvement [Nk | y

\UIEIETel SR 1190 [S8 « People are involved at two or more
Involvement specific stages of the review

@lelpglelial=iel « A combination of continuous plus
Involvement one- or multiple-time involvement




4. How to describe involvement
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HOW much involvement?
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HOW involved are they?

NMANE-IUss=

Type of involvement Example methods
CONTROL User-led User-researchers

User-control Review team members
COLLABORATION Devolved user-control Consensus methods
Explicit involvement in decision making Data extraction & analysis
Involvement in decision making implied Advisory group members
CONSULTATION Workshops
Interviews. Focus groups

Written

MINIMAL Participant Qualitative research

4



4. How to describe involvement
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4. How to describe involvement

SCifkms
“c--:.
Nursing, Midwifery and Allied Heaith Professions || Resesrch Unit

Can you fill a gap / give an example for any of
these stages:

 Develop question, plan methods, write & publish protocol
« Develop search, run search, select studies

 Collect data, analyse data

« Assess risk of bias

* Interpret findings, write & publish review

(tick all that apply)
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Training Consumer Network

Involving consumers in Cochrane reviews:
learning from the ACTIVE project

YOUR COMMENTS & THOUGHTS?
ANY QUESTIONS?

ACTIVE

Authors & Consumers Together Impacting on eVidencE




