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About this document

This documentvas created by Jack Nufor Science for Abn 17 September 202Go accompanya
presentation gren forThe Ludwig Boltzmann Gesells¢thaBG)This document is intended to
provide additimal information and resourcaglevantto the presentatiordhvolving People In DNA
ResearchThsdocumentis licensed undeCreative Commus AttributionrNonCommercial 4.0
International (CC BMC 4.0)
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Aims

The aim of thepresentationand this accomanying resources to explore the concept of
participatoryaction researchwith realexamplesand to explain ways of planningporting and
evaluating tke process.

QOutcomes

After attending the presentatiorparticipantswill be able to

1 Explainthe conceptof participatory adion research

1 Explain the importance of evidee-informed methods of participatory action research

1 Summarisénow participatory actiorresearch has been used in DNAgarch

1 Explain howparticipatory actiorresearchcan be planned, reporttand evaluted usingor
Standardisd Data on Initiative$STARDIT)

1 Summarise how anyone can get involved irdeveloping STARDIT


https://scienceforall.world/
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About the speaker - Jack Nunn

Jackb dzy yeskearch area is in creating and evaluating equitable and ethical ways fplepgeayet
involved in all aspects of research and science, including public health and environmental research.

§ Jack is the founder and Director of treharity W { OA Sy Q®orkih@tdlihvbie people in
doing research by building partnerships betwebae public and researchers
(ScienceforAll.world). This work includes creating standardised ways of reporting data about
initiatives (STARDIT)
9 Jack is a PhD researcher in the department of Public Health at La Trobe University
(Australia) wherehe is currently exploring genomic research #adv people can be
involved in shaping the future of this reseatch
1 Jackhas workedor over ten years to involve patients and the public in health and social
OF NB NBASI NOK® tBRIiBgREskaich Rarti@Shiahycidi§ alfieeScBurse
to train the public and researchers in how to wodgéther at every stage of the research
cycle*.
1 He hagecently worked on projects with Cochrane Austrglthe World Health
Organisation, the Australian Department of Health, the Poche Centre for Indigenous Health
and the UK's Natinal Institute of Health Research.
1 Jack is a member of the Australian Federal Departments dftieMedical Services
Advisory Committee Evaluation Sobmmittee, 2y G KS SRAG2NAIf 062F NR F2
Ly@2t @dSYSy i | yRVZANAVERIMIVEQR Fi KOASYO0SQ FyR
| dzY | y AHgid tBedS@ategy Liaison for the WikiJourratsl a menber of theCochrane
Advocacy Advisory Group

About Science for All

BcienceF 2 NJ | £t £ Q Aa | OKI NRGe didkgetinvolvalridisiapidg the fEU@eS NB 2 v S
of human knowledge.

We enable people to share knowledge and ideas, use the sciantfitod to create new knowledge
and support more people tget involved in shaping the future of human knowledge.

What we do

We recognise that many of the challenges facing the planet today do not have solutions which fall

Ayi2 OFidS3I2NASKHf AZOK WEYy @ANB YWSER/AKD I (i AAlydRp San NB/O
knowledge takes many formshis includes people who are subject area experts, people with

traditional, indigenous or local knowledgeand those with big dreams and big ideas.

Our aim igo bring together experts from these diverse areas to work in partnership with as many
people as possible by using a combination of free-taeéace events in metropolitan and rural
areas, as well as online tools.

Learn more
Here is ashortvideosummarisinghe work of the charity and why it exists.

Learnmore at:Scienc&orAllWorld



https://youtu.be/bMFj7WwjyGg
https://scienceforall.world/
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Introduction

Defining participatory research

T

Today wed NB & 2 NJ A ghd wingythe @oyd3participafory action researdl; which is
defined on WikiData a®’ ' YLILINR | OK (G2 NBaSI NOK gKSNBE NB&SIE N
LIS2 LX S NI ( K S KIThaéfipftiordishgagted frdnINVOLVE
If we were working in German, we might s&grfizipativeaktionsforschun@ Ther€®2a y 2
German trankation of this concept on Wikiata,yet.
I am always vergware of he importanceof attempting towork acrosdanguagesnd
culturesc collectivelyagreeingdefinitions- this will be a theme troughout this
presentation
The Wikipedia entrjor participatory action research saffse conceptiesists definitim®@¢
sohow arewe supposed to agree when @NB R 2 A Y @what th& besniethods ak 2 v
for doing it?
Participatory research is an umbrella term which describes a number of related appsyach
including®2)
0 communitybased participatory research
participatory action researctincluding criticaparticipatory action research)
participatory health research
community-partnered participatory research
cooperative inquiry
other forms of aton research embracing a participatory philosophy which may
includeW@RRS aA Iy Q 2F NB &SI N&Earch whighRmightin&uBieNd | A y Ra
F2NYaA 2F WLzt A0 Ay@2t dSYSYGQ 02NJ a2YSOAY
¢KS GSN)Y WLI NI AOA LI (2 N alN&iatibnis dfIDign&hod énfe§s 6 S  dza
explicitly stated.
At the core of participatry research is critical rieixivity, a process which asks people
involved to reflect on the causes of problems, any solutions and the actions that people can
take to impove the current situatior*®*) It is a form of collective set&flective enquiry
undertaken by participants order to understad their situation from a number of
perspective&P153)
In a health contetx participatory researckattempts to reduce health inequalities by
supporting people to be involved in data collection, reflection and ultiyaactions to
improve their own healti3. It is an interactiveprocess, seking to understand and improve
things through chang¥.
Participatory research integrates knowledge translation into the research process, by
involving those who aainform future actions as partners in the reseh.

O O O O O

Definitionsfrom Wikipedia
Thesedefinitionsare fromthe EnglishVikipediaentry onparticipatoryaction regarch

il
il

It is an approach to research in communities that emphasises gpgiion and action.

It seeks to understand the world by trying to change it, collaboratively and following
reflection.

Emphasizes collective inquiry aedperimentation grounded in expenee and social
history.


https://web.archive.org/web/20200920063254/https:/en.wikipedia.org/wiki/Participatory_action_research

117 1 “"communities of inquiry and action evolve and address questions and issues that are
118 significant for those who participate as®65 & S NOK S N& £

110 Origins and parallels of participatory
120 research

121 AttheO2NB 2F LI NIAOALI G2NB NBaSINOK Aa tldZ 2 CNASN
122  requires action in order to transform it.

123 a2 aSS GKS gABIRAVRE bazil Fadk i NBF %% Ay LN

124  This perspective requires viewing the world as something changing and changeable. This was

125 articulated in a 1993 World Health Organisation report which articulates alternative futures, dividing
126 them into possibleplausible, probable and preferabfé®®. Participatoy research offers an

127  opportunity forpeople affected by certain health inequalities to take part in shaping this figure

128 collectively attempting to articulate and then achieve what is preferable.

129 The origins of action research have roots in methodolgigtiques of conventional researctigh
130 did not acknowledge power structures inherent in research, in particular, the position of relative
131  power of the researcher in comparison to the research particip&pie)

132 Involving people in health and research regisgs that some improvements in health can only be
133  achieved by actively involving peoplé*. Effective public health requéis a range of methods

134  beyondepidemiologicamethods in order to reflect the diversity of the issues it is trying to solve

135 18174 The question of which or vase values should direct decisionsalth and research, while

136 complex, can be navigated by participatory methods, as long as they are transparent, accountable
137 and with clear boundaries for decision making agreed in advance.

138 Participatory approaches irsearch share a number of significaohnections to existing

139 gualitative methodologies and methods yet the constructivism at the coreadfgipatory research

140 Sy adaNBa GKFG GKA&a NBaSFNODK YSiK2R NBFtQ@iia dGKIG
141 there are multiple ways to askquestion and try to improve health inequaliti&$?).

12 Evidence-informed participatory research?

143 f 14 GKS Y2YS yandardide 8aytd Gescringé Aowdpeople have been involved, or
144 to report the impacts of involving people.

145 1 Ina 2019 scoping revieabout publianvolvement in gaomics researchye concluded

146 0 The limitednumber of intiatives reporting public involvement and its impact in this
147 study suggests there would be significant value in developing a more systematic
148 method of both reporting ad evaluating how people are involved in human

149 genomics research. Data frosnch reportng could provide the evidence required to
150 inform future policy around involvement of the public, as human genomics research
151 continues to grow.

152 I Thsissues and ways of excoming it arevhat Iwill explore for the resof this presentation.
153 1 STARDIT an attempt to-coeate a way to do this



154
155
156
157
158
159
160
161
162
163
164
165
166
167

168

STARDIT stands for Standardised Data on Initiatives, a working platform for a standardised
way to describe the who, how, what and anypacts of initiéives such as research, policy,
educational interventios, international development programs and more.

Too often, information about initiatives and their impacts is not consistently reported across
disciplines, or even across departmer83.ARDIT is beirg-designed by people from

multiple disciplines and oggisations around the world, to create a standardised way to
share information about initiatives.

STARDIT creates a standardised way to share information about which tasks weralimne,
completed he tasks, which people or organisations were involved amy impacts made. It
also offers a way to add updates throughout the lifetime of an initiative, from planning to
evaluation. STARDIT can be used across sectors including healtbnerarit, educaton,
manufacturing, food production and international gdepment.

It is kuilt in WikiDatag which willhelpensure data can be shared easily, wigports

translated into multiple languages



160 Research projects which have informed this
170 presentation

171 Genomics research and involving people

1.5chool of Psychology and Public Health, La Trobe University, Australia 2.Poche Centre for Indigenous Health, School of Public Health, University of Sydney 3.Honarary Fellow,
Social Policy and Social Work, University of York, UK 4.Public Health Genomics, School of Public Health and Preventive Medicine, Monash University, Australia

Involvement in research is when researchers share power with patients,
research participants or the public so they actively contribute to research

1.

A third of initiatives reported Involvement improves public

involving people, with variation ‘&‘ trust? ensuring research reflects

in quality of reporting?! diverse priorities of populations?

i
el
R

2‘
W We co-designed genomics research & online discussion forums a a
[\ ()

L
a) Australia’s largest trial b) Half-siblings who share

éﬁ% the same donor father, from WG
an international group 3

Planning multi-generational study of 20+ <
c) Aboriginal personalised d) People affected by arare
medicine project* disease, working with *

. AN

charity auskEE
3. Standardised reporting of involvement in

*Who was involved in which tasks?
*Who is funding it and why?
*What is the outcome or output?

WL?IT 1110 *How will data be shared? Is it FAIR5?
e

Reporting and analysis of
involvement was standardised

STARDIT is used by the Wikimedia Foundation’s open-access journals @
The ongoing co-design process is being hosted by ‘Science for Al wikmeoia

References
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UNIVERSITY MONASH University SYDN

D<) sack.Nunn@latrobe.edu.au D @lackNunn () ScienceForAll.World/STARDE
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173  Adapted from ‘Involving people in genomics research’?,
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Campfires and Science and ‘Wild DNA’

Thew2 A f R FINR 2SO
critically endangered speciés

A ifiZ8rR stighsRo useddvifogifeyfaEDNDto identify
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Learnings from doing participatory research

Who is involving who?
Words like\garticipationandWA y @2 fQO Y §y v STy RA F TS NRewiiffetestA y3a |y
power relationships.

While t is important to asiho is involing whadQa more helpful quésn can be¥ho is working
with who, and how®

Defining the community involved in participatory research can be difficult. Using a definition
whereby anyone who is not a professional researcher is a member of the community can blur lines
which are alredly ill-defined 19°)

Cther traditional labels can be unhelpful in the participatory model as the labels project power

a0 NHZOGdzNBa 2yii2 LIS2LX S C2NJ SEFYLE S WaASNWDAOS dz
b8 I ASNIPAOSI WwWO2yadzYSNR dzaSa fliyK SOR2R/ 2NRECS | YNJONK] 5S
LX  OSa Al SAGKAY | YSRAOFIfT Y2RStf |yR WadzZNDAZ2ND
W FFEBGSRQ

While cocreation of a term that people would like to use to describe themselves would be best

practice, practically a definition must be arrivetfiam the outset of the research. Terms such as

WLIS2LJX SQ 2N WiKS Llzo t A gsemdtid@ievazars Bxcllida fevazypedg® £ £ | { S
than the other terms?, but also lose some meaning in the process of generalising.

Participdory research can be carried out by various stakeholders including members of the public,
health professionals and academic researchers, alitmembers of the group having equal
AYyTE dzSy OS 232 @SNIAA i A EIE ¢ ORE ¢

The purpose of participatory research is to help assess what needs to be done and then evaluate any
actions that take placdt aims to help participants to improve undganding problems and to help
elucidate any potentiahctions they can tak&®13) Participatory research is an appropriate method
when an issue or problem is complex or may inega@wnumber of ethical issues which require

resolution. If conducted correctly, it should help participants understamd twn circumstance and

be able to make an informed choice about any future acti§fs®)

Example

1 Shared Ancestry In the sudy working with people from a shared ancestmpup¢ we
involved people in cadefiningtheir own lalkels, to agredhow they would like to refera
themselves and other people involv&d

1 Inaprojectwhere theaim was to improvePrecision Medicine for Aboriginal Australians
we cadesigned a study protocol, whidutlined how we plamedto work in partnership
with the local communityWe cedesigned how wevere going to involve people in the
study at every stagé

1 In ASPRE projeciwe involved members of the resezdn team who carried out assessments,
they haddifferent insights itio the study @sign than®eriorQxesearch stafnd participants,
which added greatly to the valugf involving thend®.



242

243
244
245
246
247
248
249
250
251
252
253

254
255
256

257

258
259
260
261
262
263
264
265
266

267

268
269

270
271
272

273
274
275
276
277
278

279

280
281

Motivation and values

T

WCANRGZ OKSO]l @2dzNJ S32 |yR @2dz2NJ Y2(UA@BSaod 2
be an expert to understandhe knowledge processes of people from other cultures and

enter into dialogues with them. More importantly, makinguy self an expert in another

culture is not always appreciated by members of that culture. Understanding your own

culture and the way it irgracts with others, particularly the power dynamics of it, is far

Y2 NB | LILINB Gand TiafkRHOwW IGuN@dOsKWA Yy 1 Ay 3 [/ | Y, by Tysds (G KS
Yunkaport&®

How are your personal va¢s and beliefs mapped and shared? Are there any motives that
might be overt or hidden?

Does this mapping also need to be done by any organisations involved? Do other
stakeholders need to be part of this mapping?

Valuing people

T
1

How are people being valued?ow is their time or exgrtise valued?
Are some peole involved paid and others not?itslear how these decisions are made?

Examples

T

Wild DNA

o Scencefor All made it explicithat the purpose of theroject was to increase public
understanding abouendangeredspeciesandimproveevidenceinformed decision
making. A knowledge would be shared opeatcess and undeZreative Commons.

o0 We made itclearwhere moneywas comingrom (grants anl public donations),
what our hourly rate was, what the decisioropess was for paying people.

o People were more willing to get involved when the purpose of theaegeproject
wasclear, and more willing to givtheir time as itwasrR$¥brCany one persorr
organisation, but for everyorté

Boundaries

Making surehat boundariesare cocreated ismportant. The additional resource Planning and
reportingthe co-designecycleusing STAROIProvides some tools for helping do this.

Agreeing the following can help ensure everyone knows who is doing what, feels safe and is
supported.

= =4 =4 4

1

Who isdoing which task3

Why? (@re certain skills, knowledge or valuesrequired?)

What isn@being done? (define what is 8ut of scope}

What support is ther@ What isn't supported?is ther money to pay for people@time, is
there practical oremotionalsupport?

How much timewhat are the time scales, what isthe expected commitment?)

For more information on thisseeWhe 6R&N the additional resources.

If you can be clear on dlthese you createthe enablingconditions for selfsupporting comnunities
to emerge and it will help peoplemake informed decisions about whether to get involved.

10

Ke



282 Communication
283

284  There's no magic tool or tricto communication It's hard work, triabnd error.

285 But, follow above boundariesnd itwill be safe and inclusive and supportive and everything else will
286  follow.

287 Havingopen andsafe online spaces is vamgportant, and also creating spaces for support and
288 confidential discussiois also impaiant. Sometimes those who are leadipmpjectsneed to support
289 each other and need a space to share thoughts, concerns and ideasiifidgentialspace.

290 Example
291 We set up onlinaliscusion tools for planning the research and deciding ideas.

292  Afterdiscusoonsaround thecampfire we planned a rathod online to try to catcimosquitoesWe
293 went out and did itg andlearned iQ easier to be bign by mequitoes than to traptiem.While the
294  method has potentl, we learned also involvingepple in collectivelgleciding to try a method,
295 evaluate it and then try otrsworks wel.

296 Making theonlinespacessothat anyone can joirand disuss alseneant people from many
297  disciplinescould get involved.

298 Aswellasonline spaces walso createdsde lab space, workirg in partnerstp with community
299 organisations and community lab spaces.

300 Transparent power structures
301

302 Who is accountable®/ho isr®

303 If there is power in decision making, label it. It saves time aaddsuntable. If it's opaque, it can't
304 be challenged.

305 Distributingdecision makingan work, however often only certapeople can be accountahlé€or
306 example, volunteers might come and go, but people named on grants and epiplisations are
307 responsiblefor keeping thing®n track

308 If youle starting a new mject, try toinvolve everyone in trying to label power structuyes
309 stakeholders and ¢ter peoplewho mightneed b be involved.

310 Who decides wh deciles what $ ethi@al? This is a enormouslyimportant question d power.

311 Initial questions in the groupisicussion of the communities of interest needs to involve an
312 acknowledgement of power structures and attempt to map who currently has the power, why
313 and howpeople feel about that and how it might impact on research.

314  Usingtasks, not¥bles2o descrbe what needs to be done can hedpep things focussed.
315

316 Example
317 Many people involveavith Science for Altave said that the transparent values and power
318  structures ofthe charityhavemade them want to be involved.

11
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Having transparent values are very ion@ant, many people have reported getting involved as the
values align with their own.

Volunteers and experts from universitieslunteeringtheir time and skilldelped the projecs
progressin new ways, helping achieve woffigsts in the project, but @ore ttam who are
accountable and supportive wastremelyimportant.

Knowing who is accountable for safetyin a community lab spaceis very important!

Applying the participatory action research
method

There are lots of ways of applying thalues principles and philosdpy of participatory action
reseach, and the main poins thatthe methodsmust be cecreated with thepeople you are
working with.

Importance of safe online spaces is important. More so than gvéite time ofpandemic

Example
With the ASPREE slys people preferred noto usesocial media companies.

Scence forAll uses loomioon our our servers as@flexible.

Learning froncienceFor All projectsinformedhow projects wereset up and in turn informed he
the charity ran collaborative researchrpjects.

Learning from this is relevant to the work with vutable communiies, includng thesiblings and
other vulnerable groups could actually achieve this

Tobe able toreport onthe methodsin a standard ways crudal to helpevaluatehow things went,
and helpto inform future participatory methods

The Idea Vortex - Participatory methods simplified

The stages of the idea vort&x

1. Invite people to share mblems needs or wants
2. Invite people to analysthe problem or need ask

o What is the root cause (where does this problem or need sit in a causalgtaas
it cause other problems or nelg?)

o Ask which level it is most helpful or realistic to look at (for example, crops failing
because of droughia group may chose to look at local irrigation rather than climate
patterns). Once a level of focus (causal factors) has been identified then

o Invite people to consider do they feel they should support or inhibit the causal
factor(s)?

3. Invite people to tryand group or organise any factors into a casual chain or groups
(action/reaction) with an emphasis on imagining outcomes if certain factors weregekan
4. Invite people to offer solutions or share ideas about how to support or inhibit certain causal

factorsc a1 WéKI G OFy 0SS R2ySQ oFd GKA& &adGr3asS Al

immediately thrown out or appraised by SMART criteria etc)
5. A people to look at all the solutions or ideas offered and see immediately if they could
help with any of hese solutions (time/expertise/skills) or know anyone who could help.

12
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6. Ask if anyone is prepared to commit to any actiq8 @Sy A F
LI | yQO

0 Kite@dnattiG A 2y A &

Standardised preference mapping, reporting

and evaluation

What is Standardised Data on Initiatives?

STARDIT stands for Standardisedal@at Initiatives, avorking platformfor a standardised way to
describe the who, hoywwhat and any impactsf initiatives such as research, policy, educational
interventions, international developmemrogramsand more. Thigirticle outlineshow STARDIT
works,and howdevelopmentmight continueacrosscountries,disciplines and by multiple

organisations.

Too often, information about initiatives and their impacts is not consistently reported across
disciplnes, or even across departments. STARDbEINg cedesignedoy people frommultiple
disciplines and organisations around the wottricreate a standardedway to share information

about initiatives.

By standardising how data is reported, comparisofithe effectiveness of different methoasn be
made. For example, comparing education initiatives for the most measurable impact on public

health.

STARDIT creates a standsedlway to share information about which tasks were done, who
completed the asks, which people or organisations wémeolved and any impacts madealso
offers a way taaddupdates throughout the lifetime of an initiative, from planning to evaluation.
STARDIGanbe used across sectors including health, environment, educatianufacturing food

productionand interrational development.

STARDIT reports will be available open access in the public domain, with options foevieerand
verification of authorship. The data is presented in a way that is accessible to aDeataésin
STARDIT reporstructured to allav for translation into multiple languages, and increase reach

across countries and communities.

All information about the project is available free of charge under a Creative Commons licence. The
project is currenty hosted by the WikiJournals on Wikimadioundation servers. The-coeation

process is being supported pid2y 2 o6& (KS OKF NRAGe@

W{ OASYyOS F2NJ ! f§

from the EPRCentre.STARDIT is a truly collaborative progeatl in the Bta phase of development

the co-creatorsinvite anyone in the worldo get involved

13
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Additional material

Across disciplines there are distinct stages of any initiaiha@uding® LJX I y Q XV SWR 7 Ta" 11 \5R
importanceof involving people in initiatives is cleand there are many ways to involve people at

each stagebut evidenceinformed methods of doing so are lackiig>: This setion describeshow
STARDIT can be used to both plan and report an initiaiigurel: Planning and reporting initiatives
dza Ay 3 {includirgX ¢ QWA v 3 LIS 2 LI @-DesignindNIBWF pfedpls wildh® @mdlved

and reporting the whole procegsigure2 Wt f | y y Bpériing the/dadedigh cycle using

{¢! whL¢CQO

Figurel: Planning and reporting initiatives using STARDIT

Planning and reporting eesign using STARDIT

How to answer questiossuchasl g K2 RS OA RS & invoReiPQ Ly LHoXK 2 B Ay @2 f ¢
¢ K 2 dartbe difficultand is @ active area ofesearch For example, planning a healthcare initiative

requires inputfrom both experts and also the people the initiative is trying to help. A suggested

model for cedesigning and reporting how people will be invely in initiatives isummarised in

Figure2 Planning and reporting the etesign cycle using STARBITIW ¢ | 16 $u@mary of

planning and reportingc® S& A 3y dzAAy 3 { ¢! w5L¢C QD
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