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This document was created by Jack Nunn for Science for All on 17 September 2020, to accompany a 4 

presentation given for The Ludwig Boltzmann Gesellschaft (LBG). This document is intended to 5 

provide additional information and resources relevant to the presentation ΨInvolving People In DNA 6 

Research. This document is licensed under Creative Commons Attribution-NonCommercial 4.0 7 

International (CC BY-NC 4.0). 8 
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24 

The aim of the presentation and this accompanying resource is to explore the concept of 25 

participatory action research with real examples, and to explain ways of planning, reporting and 26 

evaluating the process.  27 

28 

After attending the presentation, participants will be able to: 29 

¶ Explain the concept of participatory action research 30 

¶ Explain the importance of evidence-informed methods of participatory action research 31 

¶ Summarise how participatory action research has been used in DNA research 32 

¶ Explain how participatory action research can be planned, reported and evaluated using for 33 

Standardised Data on Initiatives (STARDIT) 34 

¶ Summarise how anyone can get involved in co-developing STARDIT  35 

https://scienceforall.world/
https://creativecommons.org/licenses/by-nc/4.0/
https://creativecommons.org/licenses/by-nc/4.0/
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36 

Jack bǳƴƴΩǎ research area is in creating and evaluating equitable and ethical ways for people to get 37 

involved in all aspects of research and science, including public health and environmental research.  38 

¶ Jack is the founder and Director of the charity Ψ{ŎƛŜƴŎŜ ŦƻǊ !ƭƭΩ, working to involve people in 39 

doing research by building partnerships between the public and researchers 40 

(ScienceforAll.world). This work includes creating standardised ways of reporting data about 41 

initiatives (STARDIT)1.  42 

¶ Jack is a PhD researcher in the department of Public Health at La Trobe University 43 

(Australia), where he is currently exploring genomic research and how people can be 44 

involved in shaping the future of this research2.  45 

¶ Jack has worked for over ten years to involve patients and the public in health and social 46 

ŎŀǊŜ ǊŜǎŜŀǊŎƘΦ tǊƻƧŜŎǘǎ ƘŀǾŜ ƛƴŎƭǳŘŜŘ ΨBuilding Research PartnershiǇǎΩ which is a free course 47 

to train the public and researchers in how to work together at every stage of the research 48 

cycle34.  49 

¶ He has recently worked on projects with Cochrane Australia5, the World Health 50 

Organisation, the Australian Department of Health, the Poche Centre for Indigenous Health 51 

and the UK's National Institute of Health Research.  52 

¶ Jack is a member of the Australian Federal Departments of Health's Medical Services 53 

Advisory Committee Evaluation Sub-committee, ƻƴ ǘƘŜ ŜŘƛǘƻǊƛŀƭ ōƻŀǊŘ ŦƻǊ ΨwŜǎŜŀǊŎƘ 54 

LƴǾƻƭǾŜƳŜƴǘ ŀƴŘ 9ƴƎŀƎŜƳŜƴǘΩΣ ǘƘŜ Ψ²ƛƪƛWƻǳǊƴŀƭ ƻŦ {ŎƛŜƴŎŜΩ ŀƴŘ ǘƘŜ Ψ²ƛƪƛWƻǳǊƴŀƭ ƻŦ 55 

IǳƳŀƴƛǘƛŜǎΩ. He is the Strategy Liaison for the WikiJournals and a member of the Cochrane 56 

Advocacy Advisory Group. 57 

58 

ΨScience ŦƻǊ !ƭƭΩ ƛǎ ŀ ŎƘŀǊƛǘȅ ǘƘŀǘ ǎǳǇǇƻǊǘǎ ŜǾŜǊȅƻƴŜ ƛƴ ǘƘŜ ǿƻǊƭd to get involved in shaping the future 59 

of human knowledge. 60 

We enable people to share knowledge and ideas, use the scientific method to create new knowledge 61 

and support more people to get involved in shaping the future of human knowledge. 62 

What we do 63 

We recognise that many of the challenges facing the planet today do not have solutions which fall 64 

ƛƴǘƻ ŎŀǘŜƎƻǊƛŜǎ ǎǳŎƘ ŀǎ ΨǇǳōƭƛŎ ƘŜŀƭǘƘΩΣ ΨŜƴǾƛǊƻƴƳŜƴǘŀƭ ǎǘǳŘƛŜǎΩ ŀƴŘ ΨŜŘǳŎŀǘƛƻƴΩΦ ²Ŝ ǊŜŎƻƎƴƛǎŜ ǘƘŀǘ 65 

knowledge takes many forms - this includes people who are subject area experts, people with 66 

traditional, indigenous or local knowledge ς and those with big dreams and big ideas. 67 

Our aim is to bring together experts from these diverse areas to work in partnership with as many 68 

people as possible by using a combination of free face-to- face events in metropolitan and rural 69 

areas, as well as online tools. 70 

Learn more 71 

Here is a short video summarising the work of the charity and why it exists. 72 

Learn more at: ScienceForAll.World 73 

https://youtu.be/bMFj7WwjyGg
https://scienceforall.world/
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74 

75 

¶ Today weΩǊŜ ǿƻǊƪƛƴƎ ƛƴ 9ƴƎƭƛǎƘ and using the words Ψparticipatory action researchΩ ς which is 76 

defined on WikiData as Ψŀƴ ŀǇǇǊƻŀŎƘ ǘƻ ǊŜǎŜŀǊŎƘ ǿƘŜǊŜ ǊŜǎŜŀǊŎƘ ƛǎ ŎŀǊǊƛŜŘ ƻǳǘ άǿƛǘƘέ 77 

ǇŜƻǇƭŜ ǊŀǘƘŜǊ ǘƘŀƴ άƻƴέ ǘƘŜƳΩ6. That definition is adapted from INVOLVE7. 78 

¶ If we were working in German, we might say ΨǇartizipative aktionsforschungΩ8. ThereΩǎ ƴƻ 79 

German translation of this concept on WikiData, yet.  80 

¶ I am always very aware of the importance of attempting to work across languages and 81 

cultures ς collectively agreeing definitions - this will be a theme throughout this 82 

presentation. 83 

¶ The Wikipedia entry for participatory action research says the concept Ψresists definitionΩ9 ς 84 

so how are we supposed to agree when weΩǊŜ ŘƻƛƴƎ ƛǘΣ ƭŜǘ ŀƭƻƴe what the best methods are 85 

for doing it? 86 

¶ Participatory research is an umbrella term which describes a number of related approaches, 87 

including 10(p1): 88 

o community-based participatory research 89 

o participatory action research (including critical participatory action research) 90 

o participatory health research 91 

o community-partnered participatory research 92 

o cooperative inquiry 93 

o other forms of action research embracing a participatory philosophy which may 94 

include ΨŎƻ-ŘŜǎƛƎƴΩ ƻŦ ǊŜǎŜŀǊŎƘ ŀƴŘ ƻǘƘŜǊ ƪƛƴŘǎ ƻŦ ǊŜsearch which might include 95 

ŦƻǊƳǎ ƻŦ ΨǇǳōƭƛŎ ƛƴǾƻƭǾŜƳŜƴǘΩ όƻǊ ǎƻƳŜǘƛƳŜǎ ΨŜƴƎŀƎŜƳŜƴǘΩύΦ 96 

¶ ¢ƘŜ ǘŜǊƳ ΨǇŀǊǘƛŎƛǇŀǘƻǊȅ ǊŜǎŜŀǊŎƘΩ ǿƛƭƭ ōŜ ǳǎŜŘ ǘƻ ǊŜŦŜǊ to all variations of this method, unless 97 

explicitly stated.  98 

¶ At the core of participatory research is critical reflexivity, a process which asks people 99 

involved to reflect on the causes of problems, any solutions and the actions that people can 100 

take to improve the current situation 11(p11). It is a form of collective self-reflective enquiry 101 

undertaken by participants in order to understand their situation from a number of 102 

perspectives12(p153).   103 

¶ In a health context, participatory research attempts to reduce health inequalities by 104 

supporting people to be involved in data collection, reflection and ultimately actions to 105 

improve their own health 13. It is an interactive process, seeking to understand and improve 106 

things through change 13.  107 

¶ Participatory research integrates knowledge translation into the research process, by 108 

involving those who can inform future actions as partners in the research. 109 

Definitions from Wikipedia  110 

These definitions are from the English Wikipedia entry on participatory action research: 111 

¶ It is an approach to research in communities that emphasises participation and action.  112 

¶ It seeks to understand the world by trying to change it, collaboratively and following 113 

reflection.  114 

¶ Emphasizes collective inquiry and experimentation grounded in experience and social 115 

history.  116 

https://web.archive.org/web/20200920063254/https:/en.wikipedia.org/wiki/Participatory_action_research
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¶ "communities of inquiry and action evolve and address questions and issues that are 117 

significant for those who participate as co-ǊŜǎŜŀǊŎƘŜǊǎέ 118 

119 

120 

At the ŎƻǊŜ ƻŦ ǇŀǊǘƛŎƛǇŀǘƻǊȅ ǊŜǎŜŀǊŎƘ ƛǎ tŀǳƭƻ CǊƛŜǊŜΩǎ ŎƻƴŎŜǇǘ ǘƘŀǘ ǊŜŦƭŜŎǘƛƻƴ ŀōƻǳǘ ǘƘŜ ǿƻǊƭŘ 121 
requires action in order to transform it.  122 

άǘƻ ǎŜŜ ǘƘŜ ǿƻǊƭŘ ƴƻǘ ŀǎ ŀ ǎǘŀǘƛŎ ǊŜŀƭƛǘȅΣ ōǳǘ ŀǎ ŀ ǊŜŀƭƛǘȅ ƛƴ ǇǊƻŎŜǎǎΣ ƛƴ ǘǊŀƴǎŦƻǊƳŀǘƛƻƴέ 14(p12) 123 

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

articulated in a 1993 World Health Organisation report which articulates alternative futures, dividing 125 

them into possible, plausible, probable and preferable 15(p5). Participatory research offers an 126 

opportunity for people affected by certain health inequalities to take part in shaping this future ς 127 

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

The origins of action research have roots in methodological critiques of conventional research which 129 

did not acknowledge power structures inherent in research, in particular, the position of relative 130 

power of the researcher in comparison to the research participant 16(p136).  131 

Involving people in health and research recognises that some improvements in health can only be 132 

achieved by actively involving people 17(p4). Effective public health requires a range of methods 133 

beyond epidemiological methods in order to reflect the diversity of the issues it is trying to solve 134 
18(p174). The question of which or whose values should direct decisions in health and research, while 135 

complex, can be navigated by participatory methods, as long as they are transparent, accountable 136 

and with clear boundaries for decision making agreed in advance. 137 

Participatory approaches in research share a number of significant connections to existing 138 

qualitative methodologies and methods yet the constructivism at the core of participatory research 139 

ŜƴǎǳǊŜǎ ǘƘŀǘ ǘƘƛǎ ǊŜǎŜŀǊŎƘ ƳŜǘƘƻŘ ǊŜŦƭŜŎǘǎ ǘƘŀǘ ǘƘŜǊŜ ƛǎ ƴƻ ΨƻƴŜ ǘǊǳǘƘΩ ƻǊ ƻōƧŜŎǘƛǾŜ ŀƴǎǿŜǊΣ ōǳt that 140 

there are multiple ways to ask a question and try to improve health inequalities 19(p2). 141 

142 

¶ !ǘ ǘƘŜ ƳƻƳŜƴǘΣ ǘƘŜǊŜΩǎ ƴƻ ǎtandardised way to describe how people have been involved, or 143 

to report the impacts of involving people. 144 

¶ In a 2019 scoping review about public involvement in genomics research, we concluded: 145 

o The limited number of initiatives reporting public involvement and its impact in this 146 

study suggests there would be significant value in developing a more systematic 147 

method of both reporting and evaluating how people are involved in human 148 

genomics research. Data from such reporting could provide the evidence required to 149 

inform future policy around involvement of the public, as human genomics research 150 

continues to grow. 151 

¶ This issues and ways of overcoming it are what I will explore for the rest of this presentation.  152 

¶ STARDIT an attempt to co-create a way to do this 153 
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¶ STARDIT stands for Standardised Data on Initiatives, a working platform for a standardised 154 

way to describe the who, how, what and any impacts of initiatives such as research, policy, 155 

educational interventions, international development programs and more. 156 

¶ Too often, information about initiatives and their impacts is not consistently reported across 157 

disciplines, or even across departments. STARDIT is being co-designed by people from 158 

multiple disciplines and organisations around the world, to create a standardised way to 159 

share information about initiatives.   160 

¶ STARDIT creates a standardised way to share information about which tasks were done, who 161 

completed the tasks, which people or organisations were involved and any impacts made. It 162 

also offers a way to add updates throughout the lifetime of an initiative, from planning to 163 

evaluation. STARDIT can be used across sectors including health, environment, education, 164 

manufacturing, food production and international development. 165 

¶ It is built in WikiData ς which will help ensure data can be shared easily, with reports 166 

translated into multiple languages  167 

 168 
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The Ψ²ƛƭŘ 5b!Ω ǇǊƻƧŜŎǘ ƛƴǾƻƭǾŜŘ ǘǊŀƛƴƛƴƎ Ŏitizen scientists to use environmental DNA to identify 176 

critically endangered species21. 177 

 178 
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202 

203 

Words like ΨparticipationΩ and ΨƛƴǾƻƭǾŜƳŜƴǘΩ Ŏŀƴ ƳŜŀƴ ŘƛŦŦŜǊŜƴǘ ǘƘƛƴƎǎ ŀƴŘ Ŏŀƴ ƛƳǇly very different 204 

power relationships. 205 

While it is important to ask Ψwho is involving whoΩ, a more helpful question can be Ψwho is working 206 

with who, and how?Ω.  207 

Defining the community involved in participatory research can be difficult. Using a definition 208 
whereby anyone who is not a professional researcher is a member of the community can blur lines 209 
which are already ill-defined 19(p6). 210 

Other traditional labels can be unhelpful in the participatory model as the labels project power 211 
ǎǘǊǳŎǘǳǊŜǎ ƻƴǘƻ ǇŜƻǇƭŜΦ CƻǊ ŜȄŀƳǇƭŜΣ ΨǎŜǊǾƛŎŜ ǳǎŜǊΩ Ƴŀȅ ƛƴŎƭǳŘŜ ŀƴȅƻƴŜ ŀŦŦŜŎǘŜŘ ŘƛǊŜŎǘƭȅ ƻǊ ƛƴŘƛǊŜŎǘƭȅ 212 
bȅ ŀ ǎŜǊǾƛŎŜΣ ΨŎƻƴǎǳƳŜǊΩ ǳǎŜǎ ŀƴ ŜŎƻƴƻƳƛŎ ƳŀǊƪŜǘ ƳƻŘŜƭ ǘƻ ŎƭŀǎǎƛŦȅ ƘŜŀƭǘƘ ŀƴŘ ǊŜǎŜŀǊŎƘΣ ΨǇŀǘƛŜƴǘΩ 213 
ǇƭŀŎŜǎ ƛǘ ǿƛǘƘƛƴ ŀ ƳŜŘƛŎŀƭ ƳƻŘŜƭ ŀƴŘ ΨǎǳǊǾƛǾƻǊΩ ǇǊƻǾƛŘŜǎ ŀǊŜ ƳƻǊŜ ǇǎȅŎƘƛŀǘǊƛŎ ǇŜǊǎǇŜŎǘƛǾŜ ƻŦ ǘƘƻǎŜ 214 
ΨŀŦŦŜŎǘŜŘΩ 19(p7). 215 

While co-creation of a term that people would like to use to describe themselves would be best-216 
practice, practically a definition must be arrived at from the outset of the research. Terms such as 217 
ΨǇŜƻǇƭŜΩ ƻǊ ΨǘƘŜ ǇǳōƭƛŎΩ ŀǊŜ ǳǎŜŘ ŀǎ ǳƳōǊŜƭƭŀ ǘŜǊƳǎ ƛƴ ǎystematic reviews and exclude fewer people 218 
than the other terms 22, but also lose some meaning in the process of generalising. 219 

Participatory research can be carried out by various stakeholders including members of the public, 220 

health professionals and academic researchers, with all members of the group having equal 221 

ƛƴŦƭǳŜƴŎŜ ƻǊ άŜǉǳƛǘŀōƭŜ Ŏƻ-ƎƻǾŜǊƴƛƴƎ ǇƻǿŜǊǎέ 11(p9),23(p8).  222 

The purpose of participatory research is to help assess what needs to be done and then evaluate any 223 

actions that take place. It aims to help participants to improve understanding problems and to help 224 

elucidate any potential actions they can take 16(p135). Participatory research is an appropriate method 225 

when an issue or problem is complex or may involve a number of ethical issues which require 226 

resolution. If conducted correctly, it should help participants understand their own circumstance and 227 

be able to make an informed choice about any future actions 16(p138).  228 

 229 

Examples 230 

¶ Shared Ancestry - In the study working with people from a shared ancestry group ς we 231 

involved people in co-defining their own labels, to agree how they would like to refer to 232 

themselves and other people involved20.  233 

¶ In a project where the aim was to improve Precision Medicine for Aboriginal Australians, 234 

we co-designed a study protocol, which outlined how we planned to work in partnership 235 

with the local community. We co-designed how we were going to involve people in the 236 

study at every stage24.  237 

¶ In ASPREE project we involved members of the research team who carried out assessments, 238 

they had different insights into the study design than ΨseniorΩ research staff and participants, 239 

which added greatly to the value of involving them25.  240 

 241 
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242 

¶ ΨCƛǊǎǘΣ ŎƘŜŎƪ ȅƻǳǊ ŜƎƻ ŀƴŘ ȅƻǳǊ ƳƻǘƛǾŜǎΦ ²Ƙȅ ŀǊŜ ȅƻǳ ŘƻƛƴƎ ǘƘƛǎΚ {ŜŎƻƴŘΣ ȅƻǳ ŘƻƴΩǘ ƴŜŜŘ ǘƻ 243 

be an expert to understand the knowledge processes of people from other cultures and 244 

enter into dialogues with them. More importantly, making your self an expert in another 245 

culture is not always appreciated by members of that culture. Understanding your own 246 

culture and the way it interacts with others, particularly the power dynamics of it, is far 247 

ƳƻǊŜ ŀǇǇǊŜŎƛŀǘŜŘΩ CǊƻƳ ΨSand Talk: How Indigenous ¢ƘƛƴƪƛƴƎ /ŀƴ {ŀǾŜ ǘƘŜ ²ƻǊƭŘΩ, by Tyson 248 

Yunkaporta26 249 

¶ How are your personal values and beliefs mapped and shared? Are there any motives that 250 

might be overt or hidden? 251 

¶ Does this mapping also need to be done by any organisations involved? Do other 252 

stakeholders need to be part of this mapping? 253 

Valuing people 254 

¶ How are people being valued? How is their time or expertise valued? 255 

¶ Are some people involved paid and others not? Is it clear how these decisions are made? 256 

257 

¶ Wild DNA: 258 

o Science for All made it explicit that the purpose of the project was to increase public 259 

understanding about endangered species and improve evidence informed decision 260 

making. All knowledge would be shared open access and under Creative Commons. 261 

o We made it clear where money was coming from (grants and public donations), 262 

what our hourly rate was, what the decision process was for paying people. 263 

o People were more willing to get involved when the purpose of the research project 264 

was clear, and more willing to give their time as it wasnΩt ΨforΩ any one person or 265 

organisation, but for everyone21. 266 

 267 

Making sure that boundaries are co-created is important. The additional resource ΨPlanning and 268 

reporting the co-design cycle using STARDITΩ provides some tools for helping do this.269 

Agreeing the following can help ensure everyone knows who is doing what, feels safe and is 270 

supported. 271 

 272 

¶ Who is doing which tasks?  273 

¶ Why? (are certain skills, knowledge or values required?) 274 

¶ What isnΩt being done? (define what is Ψout of scopeΩ) 275 

¶ What support is there? What isn't supported? (is ther money to pay for peopleΩs time, is 276 

there practical or emotional support? 277 

¶ How much time? (what are the time scales, what is the expected commitment?)  278 

For more information on this, see ΨThe 6RsΩ in the additional resources.  279 

If you can be clear on all these, you create the enabling conditions for self-supporting communities 280 

to emerge, and it will help people make informed decisions about whether to get involved. 281 
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 283 

There's no magic tool or trick to communication. It's hard work, trial and error.  284 

But, follow above boundaries and it will be safe and inclusive and supportive and everything else will 285 

follow. 286 

Having open and safe online spaces is very important, and also creating spaces for support and 287 

confidential discussion is also important. Sometimes those who are leading projects need to support 288 

each other and need a space to share thoughts, concerns and ideas in a confidential space.  289 

Example 290 

We set up online discussion tools for planning the research and deciding ideas. 291 

After discussions around the campfire, we planned a method online to try to catch mosquitoes. We 292 

went out and did it ς and learned itΩs easier to be bitten by mosquitoes than to trap them. While the 293 

method has potential, we learned also involving people in collectively deciding to try a method, 294 

evaluate it and then try others works well. 295 

Making the online spaces so that anyone can join and discuss also meant people from many 296 

disciplines could get involved. 297 

As well as online spaces we also created safe lab spaces, working in partnership with community 298 

organisations and community lab spaces.  299 

300 

 301 

Who is accountable? Who isnΩt 302 

If there is power in decision making, label it. It saves time and is accountable. If it's opaque, it can't 303 

be challenged. 304 

Distributing decision making can work, however often only certain people can be accountable. For 305 

example, volunteers might come and go, but people named on grants and ethics applications are 306 

responsible for keeping things on track 307 

If youΩre starting a new project, try to involve everyone in trying to label power structures, 308 

stakeholders and other people who might need to be involved.  309 

Who decides who decides what is ethical? This is an enormously important question of power.  310 

Initial questions in the group discussion of the communities of interest needs to involve an 311 

acknowledgement of power structures and an attempt to map who currently has the power, why ς 312 

and how people feel about that and how it might impact on research. 313 

Using tasks, not ΨrolesΩ to describe what needs to be done can help keep things focussed.  314 

 315 

Example 316 

Many people involved with Science for All have said that the transparent values and power 317 

structures of the charity have made them want to be involved. 318 
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Having transparent values are very important, many people have reported getting involved as the 319 

values align with their own.  320 

Volunteers and experts from universities volunteering their time and skills helped the projects 321 

progress in new ways, helping achieve world-firsts in the project, but a core team who are 322 

accountable and supportive was extremely important.  323 

Knowing who is accountable for safety in a community lab space is very important!  324 

325 

326 

There are lots of ways of applying the values, principles and philosophy of participatory action 327 

research, and the main point is that the methods must be co-created with the people you are 328 

working with.  329 

Importance of safe online spaces is important. More so than ever in the time of pandemic.  330 

Example 331 

With the ASPREE study, people preferred not to use social media companies.  332 

Science for All uses Loomio on our our servers as itΩs flexible.  333 

Learning from Science For All projects informed how projects were set up and in turn informed how 334 

the charity ran collaborative research projects.  335 

Learning from this is relevant to the work with vulnerable communities, including the siblings and 336 

other vulnerable groups could actually achieve this.  337 

To be able to report on the methods in a standard way is crucial to help evaluate how things went, 338 

and help to inform future participatory methods. 339 

340 

The stages of the idea vortex27. 341 

1. Invite people to share problems, needs or wants 342 
2. Invite people to analyse the problem or need ς ask 343 

o What is the root cause (where does this problem or need sit in a causal chain ς does 344 
it cause other problems or needs?)  345 

o Ask which level it is most helpful or realistic to look at (for example, crops failing 346 
because of drought, a group may chose to look at local irrigation rather than climate 347 
patterns). Once a level of focus (causal factors) has been identified then- 348 

o Invite people to consider do they feel they should support or inhibit the causal 349 
factor(s)?  350 

3. Invite people to try and group or organise any factors into a casual chain or groups 351 
(action/reaction) with an emphasis on imagining outcomes if certain factors were changed. 352 

4. Invite people to offer solutions or share ideas about how to support or inhibit certain causal 353 
factors ς ŀǎƪ ΨǿƘŀǘ Ŏŀƴ ōŜ ŘƻƴŜΩ όŀǘ ǘƘƛǎ ǎǘŀƎŜ ƛǘ ƛǎ ŎǊǳŎƛŀƭ ǘƘŀǘ ƛŘŜŀǎ ŀǊŜ ŀŎŎŜǇǘŜŘ ŀƴŘ ƴƻǘ 354 
immediately thrown out or appraised by SMART criteria etc)  355 

5. Ask people to look at all the solutions or ideas offered and see immediately if they could 356 
help with any of these solutions (time/expertise/skills) or know anyone who could help.  357 
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6. Ask if anyone is prepared to commit to any actions ς ŜǾŜƴ ƛŦ ǘƘŀǘ ŀŎǘƛƻƴ ƛǎ Ψǿrite an action 358 
ǇƭŀƴΩΦ  359 

360 

361 

362 

STARDIT stands for Standardised Data on Initiatives, a working platform for a standardised way to 363 

describe the who, how, what and any impacts of initiatives such as research, policy, educational 364 

interventions, international development programs and more. This article outlines how STARDIT 365 

works, and how development might continue across countries, disciplines and by multiple 366 

organisations.  367 

Too often, information about initiatives and their impacts is not consistently reported across 368 

disciplines, or even across departments. STARDIT is being co-designed by people from multiple 369 

disciplines and organisations around the world, to create a standardised way to share information 370 

about initiatives.   371 

By standardising how data is reported, comparisons of the effectiveness of different methods can be 372 

made. For example, comparing education initiatives for the most measurable impact on public 373 

health.    374 

STARDIT creates a standardised way to share information about which tasks were done, who 375 

completed the tasks, which people or organisations were involved and any impacts made. It also 376 

offers a way to add updates throughout the lifetime of an initiative, from planning to evaluation. 377 

STARDIT can be used across sectors including health, environment, education, manufacturing, food 378 

production and international development. 379 

STARDIT reports will be available open access in the public domain, with options for peer-review and 380 

verification of authorship. The data is presented in a way that is accessible to anyone. Data is in 381 

STARDIT reports structured to allow for translation into multiple languages, and increase reach 382 

across countries and communities.  383 

All information about the project is available free of charge under a Creative Commons licence. The 384 

project is currently hosted by the WikiJournals on Wikimedia Foundation servers. The co-creation 385 

process is being supported pro-ōƻƴƻ ōȅ ǘƘŜ ŎƘŀǊƛǘȅ Ψ{ŎƛŜƴŎŜ ŦƻǊ !ƭƭΩ ŀƴŘ Ƙŀǎ ǊŜŎŜƛǾŜŘ ƛƴ ƪƛƴŘ ǎǳǇǇƻǊǘ 386 

from the EPPI-Centre. STARDIT is a truly collaborative project and in the Beta phase of development; 387 

the co-creators invite anyone in the world to get involved.  388 

389 
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390 

391 

Across disciplines there are distinct stages of any initiative, including ΨǇƭŀƴΩΣ ΨŘƻΩ ŀƴŘ ΨŜǾŀƭǳŀǘŜΩ. The 392 

importance of involving people in initiatives is clear and there are many ways to involve people at 393 

each stage, but evidence-informed methods of doing so are lacking6,11,53. This section describes how 394 

STARDIT can be used to both plan and report an initiative (Figure 1: Planning and reporting initiatives 395 

ǳǎƛƴƎ {¢!w5L¢Ωύ, including ƳŀǇǇƛƴƎ ǇŜƻǇƭŜΩǎ ǇǊŜŦŜǊŜƴŎŜǎΣ co-designing how people will be involved 396 

and reporting the whole process (Figure 2 ΨtƭŀƴƴƛƴƎ ŀƴŘ Ǌeporting the co-design cycle using 397 

{¢!w5L¢Ωύ. 398 

Figure 1: Planning and reporting initiatives using STARDIT399 

 400 

Planning and reporting co-design using STARDIT 401 

How to answer questions such as ΨǿƘƻ ŘŜŎƛŘŜǎ Ƙƻǿ ǇŜƻǇƭŜ ŀǊŜ involved?Ω ŀƴŘ ΨǿƘƻ ƛǎ ƛƴǾƻƭǾƛƴƎ 402 

ǿƘƻΚΩ can be difficult and is an active area of research. For example, planning a healthcare initiative 403 

requires input from both experts and also the people the initiative is trying to help. A suggested 404 

model for co-designing and reporting how people will be involved in initiatives is summarised in 405 

Figure 2 ΨPlanning and reporting the co-design cycle using STARDITΩ and Ψ¢ŀōƭŜ 1: Summary of 406 

planning and reporting co-ŘŜǎƛƎƴ ǳǎƛƴƎ {¢!w5L¢ΩΦ  407 




















