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/ldencepased mediclr

vidence based medicine is the conscientious, @kphnd judcious use of cur
vidence in making decisions about the care ofviddal patieits. The practice of
ased medicine means integrating individual clinegertise \ith the best available

linical evidence from systematic reseal

.thoughtful identification and compassionate usendividual pdients' predicamen
nd preferences in making clinical decisions alboeir care. ly best available extern
vidence we mean clinically relevant research,noftem the bsic sciences of med
specially from patiercentredclinical research into the accuracy and precisibdia
2sts (including the clinical examination), the mowf prognotic markers, and the eff

afety of therapeutic, rehabilitative, and prewantiegimens

ource:'Evidence based medicine: what it is and whatttis- Sackettet al. 312 (70
MJ



vidence nierarcn(Source: SCIRE)

Resear ch Design

Description

Randomized controlled trial
(RCT)

Randomized controlled trial, PEDro scoré>Includes within subjects ¢
with randomized conditions and crossover designs.

N

RCT

Randomized controlled trial, PEDro score < 6.

Prospective controlled trial

Prospective controlieal (not randomized).

Cohort

Prospective longitudinal study using at least Zlaingroups vith one exp«
particular condition.

3

Case control

A retrospective study comparing cooadd] including historicatontre

A prospective trial with a baseline measure, irgation, and a pogest usir

Pre-post group of subjects.
A prospective post-test with two or more groupstemvention, then poges
Post-test : ) : :
test or baseline measurement) using a single grbspbjects.
Case series A retrospective study usually collectarmgpbles from a chareview

Observational

Study using cross-sectional analgsistérpret relations.

Clinical Consensus

Expert opinion without explicit critical appraisal; based ophysiology, bio

Ar “firet nrim~ainnald?



“by Iits own criteria experimentalism only wo
when the world Is linear and when causes
simple and single” (Byrne, 1998, p. 65)
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Kclusion at two leve

s essential agents: Agenda setting, project pia)
elivery, interpretation and dissemina

s essential beneficiaries: Study designs, sett
1ethodologies dc't allow for participation

robably a false dichotom



ho IS excluded from researt
ople with Disabillitie

\ysical (Mobllity Impairment): Exampl®Cannot write al
thout accommodatio|

nsory (Vision, Hearing, Speech): Exam“Cannot read
astior” (without accommodation)

gnitive (Attention, Memory, Concentration, Lea): E;
annot remember quest”; “Cannot understand questiol
ommodatior

ychiatric (Depression, Psychosis): Exam”Does not tr



ho Is excluded (continuec

ple from / wit

1ally marginalized groups (e.g. income, educatizing
ditions) Example*Homeless adult with diabetes-relate
\bility and limited formal education lives inester 2 out f
1e”

nic and linguistic minorities (e.g. Spanish $negq adults
| cognitive or speech impairmer



S0¢ Disability advo}
Disability engaged
Disability aware

Invisible Multiple Simple modifications to

modifications to standard’data 3
“standard” data. collection practices Modific:
PN | PR R - neede

NC
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signs, data collection not flexible enough tabstomize
specific respondent nee

2ople do not conform witinclusion’

ople cannot be found or researcher<t look
2searchers/interviewers not sufficiently tra
ne/funding constrain

ck of funds for alternative form:



Patients werexcluded If they: (1) were not returning
their GPs for management, (2) were dischargedtarsi
home, (3) had serious comorbidities, (4) were rkemglis

speaking, (5) died while in hospital, (6) were toc
cognitively impaired, (7) were notably aphasic ®yl(ve
more than 2 h away by car or (9) suffered from
subarachnoid haemorrhage or subdural haematQiina
reasons for nomarticipation included the family declit
to take part, involvement in another resegmargramm
and not being assessed prior to discharge. p 2¢

Integrated care improves rnisk-factor modification
after stroke; initial results of the Integrated Care for
the Reduction of Secandary Stroke model



vo principal consequences of exclus

ersonalhealth and safety risks (research findings,
iterventions based on biased assumpt

ocletal level: flawed statistical basis for demn-making &
osour ce allocation



2.g. Englanc
e UK policy of actively encouragir
nsumers to engage with researcl
S Its basis In prevailing notions
countability rather than evidel-
sed practice. User involvement |
come established in serv
velopment and audit in order
ilitate a more democratic and o
yvision of service delive...The
ncept has been extended into the
health research, and Is beginning

‘accepted by NHS (National Hee

rvice) trust...(Boote, Telford &
oper, 2002, p. 21°

The Evidence for P
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fhe
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ecent Evidence Report (AHRQ): Commu-based
articipatory Research: Assessing the Evide
ViIswanatha et al., 2004)

_ommunity based) participatory research
ollaborative research approach that is designeasa
nd establish structures for participation by comines
ffected by the Issue being studied, representtf
rganisation, and researchers in all aspects of the ri
rocess to Iimprove health and well being througnts
ction including social change (p



entific literature between 19-1996

1creasing number of publication since 1996 radesdrvic
ser participation in research with people withabiBties



R publication trends related to disab

PR Publications 1996-2005

1 005 1897 1008 A1 G050 000 0 003 20003 01 00



arching for P(A)R eviden

ecent Evidence Report (AHRQ): Commu-based
articipatory Research: Assessing the EvideViswanatl
t al., 2004

=185 papers (5— definitions; 123 -guality; effectivene:
rant proposal review criter



1dings: Study desig

0/60 studies were intervention studiorganised and
lanned effort to change individual behavior, comrtu
orms, practices or policie

2/30 evaluated intervention (18 not completedrusetior
valuated fully

/12randomised controlled trials (RCT), 5/12 quasi-
xperimental 3/12 n-experimental
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/60 documented community involverr
(60) involved community to set priorit

mmunity involvement mainly in the role of adviggranels (tre PAR?), researchers
\d role

/60 shared fundir

/60 active participation in study design and enpentatio
50 demonstrated policy changes in civic bc

50 change in private institutions or at localdis

/60 reported sustainabil



ndings: Outcome

7/60 reported increased community research cypasid
2sult of the stuc

2/60 reported completed interventions (heterogame:
utcomes— not sufficient evidence

2/60 studies rated -3 scale) for research quality (M=2
1IN=1.5; max=2.8) and for community participatiamnafty
VI=2.2; min=1.6; max=3.(



closer ook at PR and Disabil

) MEDLINE and CINAHL search on variot Number
ymbinations of gener‘disability’ and participatory

search produced 30 publications (22 remained

moval of duplicates and criteria eligibility) beten Jai

)9€-Oct 2006

15.00

11.25

7.50

3.75




kenism? Ethos and evidel
/here Is the eviden-base for how PR works?

/hich PR processes and strategies work more efédgtit
thers in producing research outcon

/hat outcomes can be achieved through various a2k g
1at meet scientific rigor arparticpatory involvement
riteria’



arriers to Participatory Research (

mited understanding of PR In the research comiyg

raditional positivist research orientation domesénd cemes
titudes that prevent adoption of a broader sobpgeidenc-
Uilding designs and methodoloc

tatus, knowledge and competence differences brttheaesea
ractitioner and service user commun

sufficient (‘non-tokenistic”) consultation of service users in
efining research priorities (policy level) andaasch questns
esearch leve



lutual agreement among researchers, practitioaatt
ervice users about relevance and definition afaesh
uestions, methodologies and outco

Ise of setting sensitive mix-method designs

wvolvement of service users at all stages of ésearcl
nd evaluation proce

raining of researchers in participatory methoas
NnNnlicatinne 1inder claoce invtvolviement of nennla



searc’

-vidence based participatory disablility research
onscientious, explicit, and judicious use of cotré
vidence that Is «produced, environment-, situatiok
ontex-sensitive and that integrates individual stak
xpertise, experience, and systematically derivesk:
INdings

‘he process of identifying best strategies of en
yarticipation In research 1S ongoing, requires Hect
tance on those engaged In research, identificatfor
ractices In moving from participation to activevaiverr
f people with disabilities at all stages of theide
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