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Appendix 2: A note on the outcomes of CBPR 

Ethics and outcomes are explicitly connected in CBPR in that for many research projects 

there is an underlying commitment to social justice outcomes. There is often a future-

orientated dimension to CBPR (which may take the form of action research), evidenced 

by a concern to advocate for or facilitate solutions to community-based issues or 

problems and generate social change and tangible outcomes. In some cases CBPR can 

facilitate a change in thinking and outlook beyond initial research aims and objectives, as 

participants become engaged in the research process.  

 

Whilst it is not always easy to distinguish different types of outcomes, there is a contrast 

to be made between what we might call  „process outcomes‟ (the benefits of participation 

in the research process, such as individual and group confidence and skill building) and 

„product outcomes‟ (benefits that might be achieved as a result of the research, such as 

improved services or changes in policy). There are enormous possibilities for individuals 

to undergo personal development and learn new skills as well as for community capacity 

building during the process of engagement with research, regardless of the use to which 

the actual findings may be put. Indeed, some research is not exclusively orientated to 

data driven outcomes (see Moore, 2004; Mooney-Summers and Maher, 2009). 

Outcomes may also be unexpected and sometimes painful, as well as personally 

transformative for participants (Miller, 1994; Maguire, 1993; Carson and Sumara, 1997). 

 

The literature reveals that in many cases the benefits of CBPR are related to connecting 

communities with each other, for example through: 

 

 community development (Letcher and Perlow, 2009; Mackereth et al, 1999);  

 identifying, reaching and motivating vulnerable populations (Horowitz et al, 2009; 

Smylie et al, 2009);  

 improving access to care and public health following a major disaster (Springgate et 

al, 2009);  

 enhanced youth resilience and connectedness in remote Aboriginal communities (Lee 

et al, 2008);  

 developing resilience amongst new migrants and immigrants (van der Velde et al, 

2009); social change and community empowerment with American Indian and Alaska 

Native (AIAN) communities (Fisher and Ball, 2003). 
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See Bibliography in Appendix 6  
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Appendix 3: Details of the literature search 
 

Searches of databases of articles 
This initial search framework was designed by the Technical Associate in collaboration 

with the Review Team, International Advisory Board and Co-inquiry Action Research 

group. It was used to search three databases – Applied Social Science Index and 

Abstracts (ASSIA, between 1987 and 2011), Web of Science (WoS, between 1898 and 

2011) and Medline (between 1966 and 2011). The search framework was designed to 

reveal articles that focused on community based participatory research approaches, 

using the search strategies listed at the end of this Appendix. The results were as 

follows: 
 

Database Number of hits 
ASSIA 3094 
WoS 9578 
Medline 3948 

 

 
The Research Associate briefly scanned the titles and presented the findings to the 

Review Team. A decision was taken to examine the ASSIA results first as it was possible 

to order them by relevance. The hits from Web of Science and Medline were to be 

examined if time and resources allowed - which ultimately was not possible.  
 
The Research Associate read the abstracts of the first 1,000 articles generated from the 

ASSIA search in order of relevance, and scanned a further 1,000, which were 

progressively less relevant. In deciding whether to include articles in the review, four 

main criteria were used:  
 

1) Was the research approach explicitly discussed and reflected upon? and 

2) Was the project participatory? (Projects where participants were involved throughout 

as „co-researchers‟ (involved in the design, methods and/or outcomes) were included 

in the review, but projects involving more quantitative approaches (e.g. surveys and 

statistical analysis) or interviews with no further participant involvement were 

excluded) and 

3) Were ethical issues mentioned and/or discussed? and/or 

4) Were benefits and outcomes discussed? 

 
From the ASSIA search, 220 articles were judged relevant to this review. A further 

sorting by keyword (ethic* and/or ethical*) in the titles and/or abstracts resulted in 28 

articles.  To try to include relevant articles that were not indexed by ASSIA, hand 

searching of WoS generated 15 extra articles. The full text of the resulting 43 articles 

was read, of which 15 were then excluded as not fully meeting the criteria.    
 

Use of books, other web-based materials and grey literature 
Members of the Review Team and International Advisory Board recommended a range of 

other printed and web-based materials of relevance. These were taken into account in 

framing the study and a small selection is listed in the bibliography (Appendix 6).  Due 

to the large amount of literature on this topic, a focussed search of materials not held in 

databases could not be undertaken.    
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The database search strategies 

Search strategy: ASSIA 

1. (community based participatory research) or (collaborative research) or 

(collaborative inquiry) or (cooperative inquiry) or (co-inquiry) or (action research) or 

(participatory action research) or (community-university research collaboration) or 

(community involvement) or (participatory research) or (participatory resource 

management) or (co-management) or (traditional resource management) or 

(indigenous research) or (participatory appraisal) or (public engagement) or 

(community engagement) or (critical participatory action research) or (action 

learning) or (participatory evaluation) or (appreciative inquiry) or (social innovation) 

or (asset building) or (community-institutional relations) 

 

2. (Hard to reach) or (diverse) or (disadvantaged) or (areas of multiple deprivation) or 

(ethnic groups) or (black minority) or (BME) or (older people) or (elderly people) or 

(young people) or (socially excluded) or (marginalized) or (oppressed) or (religious 

groups) or (immigrants) or (vulnerable populations) or (disability) or (indigenous) or 

(gypsy travelers) or (homeless) or (refugee asylum seeker) or (extreme poverty) 

 

3. (Hard to reach) or (diverse) or (disadvantaged) or (areas of multiple deprivation) or 

(ethnic groups) or (black minority) or (BME) or (older people) or (elderly people) or 

(young people) or (socially excluded) or (marginalized) or (oppressed) or (religious 

groups) or (immigrants) or (vulnerable populations) or (disability) or (indigenous) or 

(gypsy travelers) or (homeless) or (refugee asylum seeker) or (extreme poverty) 

AND (community based participatory research) or (collaborative research) or 

(collaborative inquiry) or (cooperative inquiry) or (co-inquiry) or (action research) or 

(participatory action research) or (community-university research collaboration) or 

(community involvement) or (participatory research) or (participatory resource 

management) or (co-management) or (traditional resource management) or 

(indigenous research) or (participatory appraisal) or (public engagement) or 

(community engagement) or (critical participatory action research) or (action 

learning) or (participatory evaluation) or (appreciative inquiry) or (social innovation) 

or (asset building) or (community-institutional relations) 

 

  

Search strategy: Web of Science  

1 Topic=(community based participatory research or collaborative research or 

collaborative inquiry or co*operative inquiry or co*inquiry or action research or 

participatory action research or community*university research collaboration or 

community involvement or participatory research or participatory resource 

management or co*management or traditional resource management or indigenous 

research or participatory appraisal or public engagement or community engagement 

or critical participatory action research or action learning or participatory evaluation 

or appreciative inquiry or social innovation or asset building or 

community*institutional relations) 

 

2 Topic=(Hard to reach or diverse or disadvantaged or areas of multiple deprivation or 

ethnic groups or black minority or BME or older people or elderly people or young 

people or socially excluded or marginalised or oppressed or religious groups or 

immigrants or vulnerable populations or disability* or indigenous or gypsy travellers 

or homeless or refugee* asylum seeker* or extreme poverty) 

 

3 2 and 1 
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Search Strategy: Medline 

1 Community based participatory research.ti,ab. 

2 Community based participatory research/ 

3 Community based research.ti,ab. 

4 Collaborative research.ti,ab. 

5 Collaborative research partnership.ti,ab. 

6 Collaborative inquiry.ti,ab. 

7 Cooperative inquiry.ti,ab. 

8 Co-inquiry.ti,ab. 

9 Action research.ti,ab. 

10 Action research/ 

11 Participatory action research.ti,ab. 

12 Community-university research collaboration.ti,ab. 

13 Community involvement.ti,ab. 

14 Participatory research.ti,ab. 

15 Participatory research/ 

16 Participatory resource management.ti,ab. 

17 co-management.ti,ab. 

18 traditional resource management.ti,ab. 

19 Indigenous research.ti,ab. 

20 Participatory appraisal.ti,ab. 

21 Public engagement.ti,ab. 

22 Community engagement.ti,ab. 

23 Critical participatory action research.ti,ab. 

24 Action Learning.ti,ab. 

25 participatory evaluation.ti,ab. 

26 appreciative inquiry.ti,ab. 

27 social innovation.ti,ab. 

28 asset building.ti,ab. 

29 Community-Institutional Relations/ 

30 Hard to reach.ti,ab. 

31 Diverse.ti,ab. 

32 Neighbourhoods.ti,ab. 

33 Communities of interest.ti,ab. 

34 Communities of identity.ti,ab. 

35 (Disadvantaged neighbourhoods or disadvantaged communities).ti,ab. 

36 Areas of multiple deprivation.ti,ab. 

37 Ethnic groups.ti,ab. 

38 ethnic groups/ 

39 ((Black and minority ethnic groups) or (Black and minority ethnic 

communities)).ti,ab. 

40 (BME groups or BME communities).ti,ab. 

41 ((Older or elderly) and people).ti,ab. 

42 Young people.ti,ab. 

43 ((neighbourhoods or communities) and socially excluded).ti,ab. 

44 (Marginalised and (neighbourhoods or communities)).ti,ab. 
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45 (Oppressed communities or oppressed groups).ti,ab. 

46 Religious groups.ti,ab. 

47 Immigrants.ti,ab. 

48 (Undocumented immigrants or illegal immigrants).ti,ab. 

49 Vulnerable populations.ti,ab. 

50 Persons in prison.ti,ab. 

51 Formerly incarcerated.ti,ab. 

52 LGBT youth.ti,ab. 

53 Persons with disabilities.ti,ab. 

54 Drug users.ti,ab. 

55 Persons indigenous.ti,ab. 

56 Mental health.ti,ab. 

57 Service users.ti,ab. 

58 Gypsy travellers.ti,ab. 

59 Homeless.ti,ab. 

60 People with a disability.ti,ab. 

61 Indigenous people.ti,ab. 

62 Refugees.mp. and Asylum Seekers.ti,ab. [mp=protocol supplementary concept, rare 

disease supplementary concept, title, original title, abstract, name of substance word, 

subject heading word, unique identifier] 

63 Refugees Asylum Seekers.ti,ab. 

64 Sex workers.ti,ab. 

65 people living in extreme poverty.ti,ab. 

66 Tribals.ti,ab. 

67 Handicapped.ti,ab. 

68 1 or 2 or 3 or 4 or 5 or 6 or 7 or 8 or 9 or 10 or 11 or 12 or 13 or 14 or 15 or 16 or 

17 or 18 or 19 or 20 or 21 or 22 or 23 or 24 or 25 or 26 or 27 or 28 or 29 

69 30 or 31 or 32 or 33 or 34 or 35 or 36 or 37 or 38 or 39 or 40 or 41 or 42 or 43 or 44 

or 45 or 46 or 47 or 48 or 49 or 50 or 51 or 52 or 53 or 54 or 55 or 56 or 57 or 58 or 

59 or 60 or 61 or 62 or 63 or 64 or 65 or 66 or 67 

70 68 and 69 
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Appendix 4: Preliminary report on Co-inquiry Action 
Research (CAR) group workshops  

Background 
Running parallel with the literature review, we held a series of three workshops involving 

12 participants with experience of university-community partnerships, both as academics 

and as community representatives (for list of participants, see Appendix 1). These built 

upon a previous series of workshops on co-inquiry action research sponsored by the 

North East Beacon for Public Engagement, whose participants had included academics 

from Durham and Newcastle universities, non-academic staff from Newcastle University 

involved in the administration of Beacon North East, and community partners who had 

previously collaborated with academic members of the team on action research projects. 

The workshops connected with this review retained the core of this team, plus additional 

community participants with experience of collaborating in university-based research. 

Three of the academic participants (PI Sarah Banks, researcher Andrea Armstrong, and 

workshop coordinator Thomas Henfrey) were also members of the Review Team, and 

communicated between the two groups. 

 
Aims and methods 
The workshops complemented the literature review by allowing comparison with direct 

experiences of university-community partnerships, from diverse perspectives and in a 

variety of contexts. It thus maintained the co-inquiry approach employed in the previous 

workshop series, which used co-inquiry methods to examine co-inquiry (see 

http://www.publicengagement.ac.uk/how/case-studies/car-project). 

 

Three workshops were held: at the start of the study, partway through, and towards the 

end (April 4th, June 30th, and September 30th 2011). Each was a week or two after a 

meeting of the Review Team, the outcomes of which could thus be communicated to 

workshop participants. Key documents (search frameworks, drafts of the literature 

review) were circulated to workshop participants in advance, and Armstrong and Banks 

gave verbal summaries of progress with the literature review at the start of the second 

and third workshops. 

 

Workshop participants were given opportunities to share their experiences, identify and 

discuss key issues relating to ethics and outcomes arising in these, to comment on 

published studies selected by members of the review team, and to provide feedback on 

findings from the literature review as these emerged. Topics, themes and formats were 

chosen flexibly by Banks, Armstrong and Henfrey, in response to developments in the 

literature review and feedback from workshop participants. Formats combined whole 

group discussion, small group discussion and pairwork. 

 
Findings 
At the outset, participants raised and agreed two ground rules to apply to the series of 

workshops. First, always to use clear language – in particular, not to exclude anyone, 

particularly non-academics, from conversations by using technical concepts or relying on 

expressions or idioms whose meaning would not be obvious to people unfamiliar with 

academic language. Second, to respect confidentiality, both in how we shared 

experiences and in discussing any aspect of the workshops elsewhere. 

 

At the first workshop, full group discussions covered first ethics, then outcomes, as 

separate issues. One initial finding from this was that common themes, and similar or 

identical issues, could arise under each of these headings. This was confirmed over time 

as discussions grew in depth and complexity over the course of the workshops, leading 

increasingly to the conclusion that ethics and outcomes are inseparably intertwined 

aspects of all stages of the research process. Ethical issues arise in the development and 

realisation of outcomes: defining aims, addressing these aims through research 
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activities, which of these are finally achieved, and choice of criteria for evaluating these. 

In addition, outcomes and their evaluation make sense only in relation to criteria that 

are ethically charged: this includes who specifies desired outcomes and for what reason, 

how these outcomes are to be achieved, and how this is assessed. This intertwining of 

ethics and outcomes was evident in many general themes persistently arising in 

workshops: recognising equality in difference, and how to achieve it, especially through 

relationships with the appropriate qualities for achieving this. 

 

Academic and community partners come to collaborations with different backgrounds, 

experience, and sets of expertise. The success of any collaboration will depend on an 

ethical commitment to valuing these equally and overcoming imbalances of power, 

understanding of research processes and knowledge of their institutional background, 

and perceived status. Similarly, academics and community collaborators have different 

aspirations for a project; it is unlikely these can be reconciled without an ethical 

commitment to ensuring community needs are given equal importance when defining 

outcomes. Due attention to the ethical imperative for inclusion and equality when setting 

desired outcomes can help identify common ground and possible complementarity, 

promoting synergy rather than conflict between different agendas. Finally, attention to 

the ethical imperative to protect the interests of community participants – for example, 

through protecting identities where necessary, avoiding placing people in difficult or 

adverse situations, and designing research so as to be compatible with people‟s 

responsibilities and other constraints, and build in benefits that justify their investments 

of time and energy – minimises the risk of outcomes they might consider undesirable. 

 

Workshop participants identified the quality of relationships as key to outcomes 

consistent with these ethical criteria, and particularly highlighted the need for respect, 

both interpersonal and in terms of respecting the different perspectives on and interests 

in the research already mentioned. Respect is both an attitude that must be evident in 

any collaboration from the start - and that academic participants in particular need take 

care to communicate - and a necessary feature of all interactions.  Honesty, openness, 

clarity, and flexibility, all of which contribute to a sense of mutual trust, were highlighted 

as key dimensions of this respect.  

 

On reflection at the end of the workshop series, participants agreed that these factors 

had been key in making it a success. This was true of both those who had participated in 

the earlier workshop series, and new participants in the AHRC-funded phase. The 

ongoing development of respect, trust, and mutual rapport was evident throughout both 

phases of workshops. The example in Box A1 shows the importance of respectful 

dialogue in allowing the comfortable negotiation of disagreements that might otherwise 

disrupt relationships between academics and community partners. It also demonstrates 

the cumulative nature of respect and its role in good relationships, showing how 

respectful interactions can help these relationships to develop further and giving a 

window onto how this transpired within the CAR group itself. 

 

The agreement on use of language was another aspect of this, as it was partly the 

outcome of the experience of some community participants in the first of the Beacon-

funded workshops who had at first found much of the language used by academic 

participants difficult to understand. The willingness of the academic participants to 

recognise and correct this was essential to the continued involvement and effective input 

of community participants. It also helped community participants to overcome a 

measure of trepidation and insecurity that some had felt at the prospect of working with 

academics in a university rather than community setting. After the first of the AHRC-

funded workshops, some of the new community participants commented that they had 

found the setting inappropriate, along with some aspects of the format. Again, the 

willingness of the academics to take such observations on board not only ensured these 

problems were addressed, but also helped community partners to feel welcomed and 

valued. 
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Perfect reconciliation of differences through mutual respect can not be completely 

achieved in any real situation. Workshop participants shared experiences of ethical 

complications arising from factors such as barriers to communication, entrenched 

inequalities of status or influence, limitations to mutual understanding, and irreconcilable 

differences in perspective. Even in the best of circumstances, the intended outcomes of 

academic and community participants will always differ, and may find themselves in 

conflict. Overcoming these and achieving compromises acceptable to all parties can 

involve powerful ethical challenges, and differences in perspective may make these all 

the more difficult. 

 

Such differences are less likely to affect research in categories one and two in our 

typology of CBPR (see Box 1 in main report), where professional researchers from 

outside the community are under the direction of community members, if they are 

involved at all. They are certain to arise in category three, co-production based on equal 

partnership, in which ensuring mutual benefits will be among the basic conditions for 

research and an overriding aim. They are also likely in type four: community partners 

consistently stressed the need for research involving communities to build in effective 

mechanisms for communication and benefit sharing, even when initiated and led by 

academics. The interplay this implies between categories three and four was evident in 

the workshops themselves. While academics and community partners alike aspired to 

equal partnership, in practice this was a project initiated and run by academics in 

response to a call for proposals to which only academics were eligible to apply, and its 

major part consisted of a review process in which community partners were only 

peripherally involved. 

 

Box A1: Dialogue, sharing, and representation: how negotiating 

differences can improve understanding 

 
In an exercise in the third workshop academics and community partners worked 

in pairs to discuss issues and dilemmas that had arisen in their experience of 

CBPR. The academic in one such pair (A), on feeding back to the whole group, 

highlighted a number of key points. These included inclusivity or involving the 

„unusual suspects‟ (community members other than those regularly involved in 

community activism), the balance between encouraging people who might 

benefit from a project to participate and exerting undue pressure, balancing the 

aims of project managers and community participants, and negotiating different 

understandings about the closure of a project when different interests or 

perspectives give people different views on whether or not a collaboration has 

come to an end. The community partner (CP) commented that she did not 

consider this an accurate account of what she had discussed with A: 

 

CP: “What that story has told me is: that is not what I told you!” 

A: “I was trying to summarise what I heard…not do a verbatim report.” 

CP: “This is what we‟re getting down to: the judgement that you made upon 

my speech was not [my] judgement.” 

A: “Probably not, I interpreted what you said.” 

CP: “Interpreted… you interpreted my speech with your values, your speak, 

your understanding of the world.” 

 

The conversation quickly developed into a discussion on interpretation and 

representation: 

 

CP: “So when you are doing research, you have got to be aware, you have 

got to understand what you research, and the person that holds the 

knowledge, and you‟ve got to write it and speak it in their language.” 
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A: “It‟s interesting practically, because if you‟re asked to give a two minute 

summary of a discussion which is much longer and much more involved, 

how could I do justice to what you are saying to me in this context? And 

when we write papers, how do we do justice to all that‟s gone on behind the 

paper? In relationships I have with community groups, over years, loads of 

meetings, telephone calls and emails tend to get reduced into about 6000 

word papers, and a lot of those 6000 words aren‟t actually about [this].” 

CP: “Who makes the judgement?” 

A: “Usually the authors – and the authors tend to be academics, they don‟t 

tend to be community activists or participants.” 

CP: “This is what I am saying.” 

 

The interchange finished amicably, CP accepting the need for summary and A 

that summary is imperfect and can lead to misrepresentation. The facilitator also 

accepted responsibility for asking one person to represent another‟s point of 

view, and there was a general agreement that this had become an interesting 

examination of the problems of representation in the context of unequal control 

over how information is communicated and expressed. 

Another community participant later suggested that the academic had fallen into 

a „comfort zone‟ consistent with his usual professional role of asking questions 

and collecting information. Although the instruction had been for both partners 

to give an account of a personal experience, in the end it was only the 

community partner who shared her insight: there was no exchange (this was 

also the case in at least one other discussion pair). This second community 

participant reflected on events in writing after the workshop as follows: 

 

“If this were a microcosm for a community/academic research project, 

the whole relationship could easily have derailed at the point where [CP] 

felt that [A] was misrepresenting what she had told him. She could have 

said nothing to him and inwardly characterised the findings as inaccurate, 

maybe passed that view onto other participants, altered future 

interactions with [A]. 

But [CP] was brave enough to raise her unhappiness when it arose (and 

importantly, with a smile). [A] did not respond defensively (but also with 

a smile), all parties took the problem seriously, unpicking why they had 

acted how they had and identifying what to be aware of in future.  By the 

end there had been a little evolutionary leap in the research relationship, 

which could re-calibrate the next stage of research...given enough space 

for flexibility and responsiveness.” 
 

 

All research in categories three and four – in other words, all research that is not 

community controlled – implies disparate interests in the control and usage of data. This 

is evident in the production of data and the boundaries to this. Examples raised in the 

workshops included: decisions about who is and is not involved; the measure of choice 

community participants have over this; the nature and implications of informed consent; 

where confidentiality is and is not appropriate and/or possible; and the changes in status 

and interpersonal relationships of those who set themselves apart from others in their 

community by collaborating with researchers. Another important factor is academics‟ 

greater control over the interpretation and communication of data: in one sense this is 

part of the distinctive skill set that academics bring to any collaboration, but it can also 

imply academics denying community partners a voice by speaking on their behalf. Box 1 

gives an example of a spontaneous interchange in a workshop that raised some of these 

issues and allowed them to be discussed. Finally, academics and community partners 

inevitably have different interests in the uses to which data will be put, and the 

consequences. In one workshop, a community participant mentioned a collaboration with 

a PhD student, who had conducted herself with impeccable sensitivity, respect, and 
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attention to her collaborators‟ needs throughout. However, at the end of the study, the 

fact that she was to be awarded her doctorate, and her partners in the community have 

no share in this, emphasised the disparity between them. Community partners without 

previous experience of CBPR are unlikely to anticipate these issues; workshop 

participants on both sides agreed that raising them as early as possible in the research 

process – ideally in initial discussions and negotiations as to the aims and outcomes of 

research – is both ethically desirable and an important safeguard against potential 

conflicts and/or misunderstandings at later stages. 

 

Some participants reported instances from personal experience when academic 

researchers‟ professional ethics clashed with broader ethical concerns. It was the general 

experience of academic participants in workshops that institutional and disciplinary 

ethical codes are inadequate to most of the real challenges arising in research that 

makes efforts to be generally participatory, in the sense of category three in our 

typology. Some workshop participants had worked in situations in which respecting the 

confidentiality of interviewees and others involved in research could mean not acting 

upon – so effectively condoning – behaviour or circumstances that are illegal, immoral, 

or prejudicial to the safety of others, particularly vulnerable people. Observing good 

practice in other respects – for example, by ensuring clear communication about and 

within all aspects of the research process – can help minimise the risk of ethical 

dilemmas or undesired outcomes arising through misunderstandings between academic 

researchers and community collaborators.  

 

Ethical dilemmas can also arise as a result of lack of clarity over relationships, especially 

the roles and responsibilities of academics and hence the expectations of community 

partners. Participants described examples from a range of settings, especially in research 

on practical issues such as personal finance and domestic energy use. Community 

partners would often see researchers as sources of advice and/or information beyond 

what the researchers would see as their remit – often outside their area of expertise – or 

what they would consider appropriate. Sufficiently flexible research design may allow 

adaptation to accommodate this, either by building such information into research 

processes or researchers taking it upon themselves to direct community partners to 

appropriate sources of advice. Relevant agencies can be invited to join a project, in 

which case their work may benefit from good relationships and communication 

mechanisms already established by researchers. However, both the academics and 

community participants agreed that it is important that community members are clear 

about their expectations from academic colleagues, and that academics in turn are clear 

about what they can and cannot provide. 

 

Workshop participants, again both academics and those representing communities, also 

highlighted the need for well-defined interpersonal boundaries. For one community 

partner, this meant a strict separation of research collaborations from personal life: 

academics were people with whom to work, not to socialise. In other circumstances, the 

very qualities of respect and trust we have identified as marking good professional 

relationships means they can easily take on aspects of personal relationships, blurring 

these boundaries. This can make it hard to maintain what may be considered 

appropriate professional distance, particularly when people encounter adverse situations 

either directly relating to or coinciding with research activity. Clarity over boundaries is a 

necessary safeguard against such circumstances leading to ethical dilemmas and 

potentially creating problematic outcomes, and also helps with negotiating such 

circumstances as they arise. This is important both at the outset of research, and in an 

ongoing sense as relationships develop and boundaries may shift and need to be 

renegotiated over time. 

 

Fuzzy and shifting boundaries can be a particular problem for researchers working within 

their own communities, where they are already socially connected and involved in 

networks of information exchange that further complicate issues of expectations, status 
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and confidentiality/anonymity. For some community partners, involvement in research 

can set people apart from their community, changing their established relationships. 

Workshop participants discussed the positive and negative consequences when the skills, 

knowledge and experience certain community members acquire through working with 

outside researchers sets them apart from the rest of their community. This may improve 

a community‟s capacity both to work with professional researchers and to initiate 

research of its own, and may be available to other communities facing decisions about 

whether and how to get involved in research. Community members may be better placed 

than outsiders to engage and work effectively with many people in their community, and 

have better understanding of how to minimise risks and maximise benefits. On the other 

hand, effectively creating a specialist group of people experienced in research can be 

divisive and prevent the full range of voices within a community being heard, especially 

if this group is not representative of the community as a whole or individuals within it 

seek to pursue personal ambitions. 

 

One participant talked about her experience of interacting with people with learning 

disabilities accompanied by carers. In many situations – which may include responding 

to questions from researchers - the carers tend to speak and otherwise negotiate 

situations on behalf of the person in their care. In her assessment, this inevitably results 

from good intentions: the carer‟s belief that they know and understand their wishes and 

opinions, and that their intercession makes the interaction easier for both parties. 

However, it makes it difficult for a researcher to know the extent to which they are 

hearing a faithful account of a person‟s opinion rather than the carer‟s understanding of 

what they believe. This raises a dilemma over how insistent a researcher should be 

about talking to a person directly, when in doing so they might offend their carer or be 

seen to undermine their role, and when the carer‟s intermediation may in fact be 

necessary for effective communication. 

 

Workshop participants discussed further cases where particular individuals or groups 

within a community claim to speak on behalf of others and so disempower them by 

denying them a voice: for instance, men speaking on behalf of their wives or partners. 

Reasons for this vary: sometimes, as above, they are well-intentioned or harmless, other 

instances may be methodologically problematic but are not in any way sinister, while 

others are symptoms of entrenched imbalances of power, influence and representation, 

and raise methodological, practical and ethical issues. Addressing these may require 

researchers to negotiate complex and perhaps volatile interpersonal relationships among 

community participants. As well as difficult in itself, this also entails a risk of changing 

these relationships, which may have unanticipated consequences. One workshop 

participant recalled how women involved in a project on which she was a researcher 

gained confidence and self-esteem through their experience. Some as a result began to 

question their domestic circumstances, at least one deciding to leave her husband. The 

outcomes of research can potentially include major life decisions on the part of 

participants, raising ethical considerations with no simple solution. 

 
Evaluation/conclusions 
The workshops provided an important complement to the literature review. They raised 

many issues also evident in the literature, and often illuminated them through personal 

experience. In drawing directly on participants‟ experiences of research, which covered a 

variety of roles and perspectives, and allowing open discussion about these, the 

workshops also illuminated themes rarely present in the literature. This was partly due 

to richer, personal communication of direct experience revealing subtleties of researcher-

community dynamics perhaps difficult to express second hand, and often considered of 

little or no relevance to arguments in academic papers.  

 

Workshops revealed, for instance, the power imbalance inherent in publishing 

procedures in which, however participatory the research, academics inevitably retain 

authorial control, and this in turn is constrained by institutional factors: who awards 
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funding and on what criteria, how and where academic research is written up and 

published, and who awards higher degrees and other symbols of professional 

competence in research and to whom. This background is often obscure to community 

participants with little access to reliable information about the details of academics‟ 

routine professional lives. In contrast, academics may well be making it their business to 

understand the context of community partners‟ involvement in the research. However, 

this will never translate into perfect knowledge and understanding on the part of 

individual academics, and even less so into written ethical guidelines. 

 

This is reflected in the outcome of an exercise in the final workshop session that 

attempted to identify key ethical points and guidelines for CBPR, upon which the draft 

ethical principles in Appendix 6 build. Participants initially found it difficult to identify, 

express and agree upon these, and, in two separate groups, independently reached the 

conclusion that this may neither be achievable or desirable. The general broad principles 

identified in the workshops were agreed on as relevant to all participants‟ experience of 

collaborative research, but their application in practice depends on unique details of 

every situation: ethical conduct cannot be reduced to specifics, but is a dynamic process 

emergent on the interactions of participants that needs constant attention at all stages 

of the research process. 
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Appendix 5: Towards draft ethical principles and 
guidelines for CBPR in the UK 
 
Background and rationale 
At the third workshop, the Co-inquiry Action Research group undertook some preliminary 

work to identify key ethical principles that might guide Community-based Participatory 

Research (CBPR) in a UK context. Building on this discussion, and drawing on some of 

the insights from a previous co-inquiry group (Beacon North East, 2011) and existing 

guidelines and principles developed in the USA in health contexts, Sarah Banks prepared 

the following preliminary outline as a starting point for the development of a national set 

of ethical guidelines. The aim is to develop these further in community-based workshops 

in Winter 2011-12, to flesh out this draft. 

 

There are several sets of guidelines and principles produced for specific research 

contexts in the USA, particularly in relation to health care and clinical research (e.g. 

Community Alliance for Research and Engagement, 2009; Community-Campus 

Partnerships for Health, 2006). However, the draft principles and guidelines produced 

here are designed to be generic (across all disciplines) and for use in the UK.  Although 

the values and principles are transferable internationally, the practice principles and 

detailed guidance will make specific reference to UK research governance structures and 

processes (e.g. National Health Service Research Ethics Committees, Research Councils 

UK policies and guidance).  

 

Introduction 
CBPR is a research approach based on a commitment to share power and resources and 

work towards beneficial outcomes for all participants, especially „communities‟.  The 

values and principles underpinning CBPR emphasises democratic participation and 

equality of outcomes for people and groups that are traditionally regarded as 

disadvantaged or marginalised. It is important, therefore, that these values and 

principles are made explicit, in order to ensure all participants are aware of them, able to 

discuss what they mean in their own practice contexts and work together to interpret, 

develop and implement them.  A statement of ethical principles and set of guidelines has 

a number of purposes, including to: 

 

1) raise ethical awareness amongst all research partners and participants and 

encourage deliberation about ethical issues that can arise in CBPR; 

2) offer ethical guidance to partners and participants in CBPR;  

3) inform universities, research funders and sponsors about what ethical issues to 

anticipate so they can ensure CBPR is conducted according to the highest standards; 

4) inform universities, research funders and sponsors about the complexities and 

nuances of CBPR to ensure they do not impose ethical standards that are impractical, 

patronising to community partners or inappropriate in other ways; 

5) improve ethical practice in CBPR. 

 

It is important that ethical principles and guidelines are not too detailed or prescriptive 

(i.e. they should not take the form of rules) as this removes control and responsibility 

from the research partners themselves. Hence the aim is to encourage research ethics 

committees to understand the complexities of CBPR and modify some of their existing 

requirements to fit CBPR contexts, as opposed to encouraging them to develop a whole 

new set of prescriptive standards for CBPR (e.g. demanding that community partners are 

trained in „human subject protection‟ equivalent to that required of university 

researchers).     
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Towards a draft outline for a set of ethical principles and 

guidelines for CBPR (to be developed) 

 
The following set of headings is a starting point, to be developed through wider 

community-based discussion. 

 
I. Values underpinning CBPR 
A „value‟ in this context is regarded as a shared fundamental belief about what is worthy 

or valuable for the flourishing of humans and of the whole ecosystem. 

 

Examples of relevant values might include: 

 

1) Mutual respect: the importance of developing research relationships based on 

mutual respect, which entails listening to all voices and valuing diverse perspectives. 

2) Democratic participation: the importance of encouraging and enabling people from 

a range of backgrounds (ethnic, faith, class, gender, sexual orientation, ability, age, 

etc.) to play a role in the research process. 

3) Personal and professional integrity: the importance of a commitment by 

participants to behave reliably, honestly and in a trustworthy fashion and to work 

within the values of CBPR.  

4) Active learning: the importance of seeing the research collaboration and the 

process of research as learning opportunities – particularly as offering the chance to 

learn from each other and for critical reflection by individuals and groups on their 

own roles in the research process and contributions to outcomes. 

5) Making a difference:  the importance of research that creates beneficial outcomes 

for communities of place, interest or identity and works for progressive social change 

and social justice, including the creation of more equitable and sustainable 

distribution of power and resources.   

6) Collective action: the importance of individuals and groups working together to 

achieve change - identifying common goals, while recognising and working with 

conflicting right and interests.  

  

 

I. Ethical principles 
An „ethical principle‟ in this context is a general ethical standard or norm that promotes 

the values listed above. Ethical principles may relate to right/wrong conduct, good/bad 

qualities of character and responsibilities attached to relationships (e.g. treat each 

person with respect; non-discrimination on grounds of ethnicity; develop 

trustworthiness).  

 

For each value, an indicative list of ethical principles can be developed. 

 

 

II. Practice principles and guidelines 
A „practice principle‟ in this context is a general standard or norm that shows how the 

values and ethical principles apply in practice (e.g. communicate with research partners 

using a language and by means that they understand; avoid academic, professional or 

community jargon). 

 

This section might comprise a set of practice principles and/or a set of ethical guidelines 

that might provide a framework for a working agreement between research partners 

covering key ethical issues. An indicative outline of a few headings is given below:  

 

 Roles and responsibilities of research partners: for example, agreeing and 

clarifying relationships and responsibilities to each other, the wider community. 

 Mutual respect and understanding: for example, agreeing how to communicate. 
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 Valuing all contributions: for example, ensuring mechanisms for enabling 

participants to speak. 

 Education and training: for example, identifying needs and requirements for 

professional/university and community partners – what training and/or briefing do 

university partners need from community partners, and vice versa? 

 Handling personal information: for example, issues of storage, recording, 

anonymity, confidentiality; additional requirements regarding safeguarding children 

and vulnerable adults. 

 Informed consent: for example, consent of those who will provide information or 

allow access to aspects of their lives as part of the research. This might involve 

community researchers, who are both collectors of information from others and 

providers of information themselves, as well as people who are invited to participate 

in information-collection aspects of the research only. Consent to publication and 

dissemination. Individual and collective (community, group or organisation) consent. 

Ensuring that mechanisms for achieving informed consent are appropriate to the 

abilities and circumstances of the people involved.  

 Publication and dissemination: for example, agreeing who will write/prepare 

materials for dissemination and how the process will work; how to acknowledge 

contributions, authorship and co-authorship; using appropriate mechanisms and/or 

outlets to reach desired audiences. 

 Protection of all participants from harm: for example, assessing risks of harm to 

people in the role of information collectors and people providing information or 

access to their lives (including psychological, physical and reputational risks); 

deciding how to assess what counts as a risk and what risks to take.   
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