	Title of review
	The evidence suggests that co-research can benefit the research itself and everyone involved – but what are the some of the challenges and how can we overcome them?

Barriers and challenges within the literature, can be identified as those relating to:

Key issues from the evidence include:

· Power imbalances 
· Involvement at different stages of the research 
· Communication
· Working in groups
· Dealing with distressing issues
· Being perceived as ‘too close’ to the issues being researched
· Over-protectiveness and paternalism
· Funding and University processes
· Academic pressures and systems
· Skills and training

Things that help are planning ahead - thinking and/or being clear about:

· The importance of relationships
· Clarity of roles and responsibilities
· Creating inclusive and safe spaces
· Amplifying seldom heard voices
· Resources, access and training

All our guides are reviewed by a panel that includes people who draw on care and support, practitioners and researchers – and their thoughts and comments are woven into our summary (particularly in terms of the emphasis we place on lived experience and co-design).


	Linked IMPACT activity (e.g. Facilitator on topic of x, with location)
	ASK IMPACT

	Date of review
	July 2025

	Authors of review
	
Rachel Posaner (Rita Perry)


	Type of review (syntheses, gap or full)
	
Full review – Databases:  Social Policy & Practice & SSCI 
2019-2025



	Title of database and dates covered
	Name of the database provider / host (e.g. OVID)
	Date search conducted and dates covered by the search (e.g. 1990- February week 3, 2016)
	File Name
	Results

	Social Policy & Practice
	Ovid
	22/07/2025
	00000ASK IMPACT 22072025
	173

	SSCI
	Clarivate
	22/047/2025
	N/A
	257
Social Sciences Interdisciplinary or Social Work or Sociology or Gerontology or Family Studies or Geriatrics Gerontology or Rehabilitation or Psychology Developmental or Psychology Multidisciplinary or Social Issues or Psychology Social (Web of Science Categories)

	Results
	
	
	
	402

	FINAL SEARCH RESULTS (after de-duplication)
	
	
	
	399

	Abstracts Scanned
	
	
	
	75

	Full Text Scanned
	
	
	
	31

	Included
	
	
	
	15

	Social Policy and Practice
	
Database: Social Policy and Practice <202507> Search Strategy:
--------------------------------------------------------------------------------
1     (participatory research or service user researchers or user led research).de. (1140)
2     ("participatory research*" or "service user researcher*" or "user led research*" or "user-researcher*").ti,ab.
(543)
3     (user participation or user contribution or user involvement or co-production or collaboration).de. and
research*.ti. (888)
4     ((co-* or con* or cor* com* or cop* or coop* or user*) adj3 (prod* or design* or involv* or participat* or
contrib* or collaborat*) adj3 research*).ti. (96)
5     or/1-4 [Co-Research] (1911)
6     user views.de. (9339)
7     service users.de. (5712)
8     qualitative research.de. (2454)
9     attitudes.de. (17637)
10     (perception or perceptions).de. (6434)
11     (reflect* or experience* or attitude* or perception* or preferen* or expectation* or perspective* or view* or
satisfact* or feedback*).ti,ab. (136719)
12     or/6-11 [Experiences] (147343)
13     impact.de. (15955)
14     (outcome or outcomes).de. (10636)
15     evaluation.de. (21940)
16     analysis.de. (8152)
17     assessment.de. (13807)
18     (evaluat* or analysis* or assess* or outcome*).ti,ab. (131273)
19     13 or 14 or 15 or 16 or 17 or 18 [Evaluation] (155221)
20     12 or 19 (243804)
21     5 and 20 (1591)
22     (United Kingdom or UK or England or Northern Ireland or Wales or Scotland or GB or Great Britain).af. (257791)
23     21 and 22 (690)
24     limit 23 to yr="2019 -Current" (173)


	SSCI
	





	Grey Literature
	
Grey Literature Sources
Not Included: statistical advice, specific to guides/checklists, news items, blogs and books.
1. Grey Literature Search “participatory research” and “social care”
1. “user led research” and “social care”
1. “user researchers” and “social care”
1. “co-production” and research and “social care”
1. Co-design and research and “social care”
1. “research collaboration” and “social care”


	Criteria for including items
	Inclusion:
· Population: people drawing on care and support. For example, older people, people with a physical impairment, people with learning disabilities, people with mental health problems, family members, and carers.
· Material related to social care /social work.
· Age: Adults i.e. Aged 18 plus.
· Focus: on reflections, experiences, evaluation and outcomes related to social care research from those who draw on care and support, family members, carers, and professionals.
· Geography: UK only
· Time: 2019 onwards given this is a rapidly changing area of policy and practice, we focus on evidence from the last 5 years, via two leading social care/social science databases.

Exclusion:
· Population:  Not children, youth or “young people”, students.
· Material: Commentary pieces, books, editorials, news items, blogs,dissertations/theses, guidelines, or conference proceedings will be excluded.
· Studies related to social work education, PPI, health/medical research.
· Studies that are related to specific issues e.g. covid or mental health interventions.
· Studies that do not include lived experiences, reflections, or evaluations. 
· Exclude: studies not published in England/are in English.
· Studies not related to the UK.


	Number of items included
	Included References

Ron, B. et al. (2020) Our voice started off as a whisper and now it is a great big roar: the Salford Dementia Associate Panel as a model of involvement in research activities. Dementia: The International Journal of Social Research and Practice, 19(1), pp. 18–26. doi:10.1177/1471301219874225
Daly Lynn, J., Washbrook, M., Ryan, A., McCormack, B. and Martin, S. (2021) Partnering with older people as peer researchers. Health Expectations, 24(5), pp. 1879–1889. doi:10.1111/hex.13331
Davies, T., Houston, A., Gordon, H., McLintock, M., Mitchell, W., Rook, G. and Shakespeare, T. (2022) Dementia enquirers: pioneering approaches to dementia research in the UK. Disability & Society, 37(1), pp. 129–147. doi:10.1080/09687599.2021.1916887
Mikulak, M. et al. (2022) Ethno…graphy?!? I can’t even say it: co-designing training for ethnographic research for people with learning disabilities and carers. British Journal of Learning Disabilities, 50(1), pp. 52–60. doi:10.1111/bld.12424
Stevenson, M. and Taylor, B.J. (2019) Involving individuals with dementia as co-researchers in analysis of findings from a qualitative study. Dementia: The International Journal of Social Research and Practice, 18(2), pp. 701–712. doi:10.1177/1471301217690904
Tine, B. (2019) Older co-researchers exploring age-friendly communities: an insider perspective on the benefits and challenges of peer research. The Gerontologist, 59(3), pp. 538–548. doi:10.1093/geront/gnx216
Tuffrey Wijne, I. et al. (2020) Developing a training course to teach research skills to people with learning disabilities: it gives us a voice. We CAN be researchers! British Journal of Learning Disabilities, 48(4), pp. 301–314. doi:10.1111/bld.12331
Williams, V., Webb, J., Read, S., James, R. and Davis, H. (2020) Future lived experience: inclusive research with people living with dementia. Qualitative Research, 20(6), pp. 721–740. doi:10.1177/1468794119893608
Hollinrake, S., Spencer, S. and Dix, G. (2019) Disabled citizens as researchers – challenges and benefits of collaboration for effective action and change. European Journal of Social Work, 22(5), pp. 749–762. doi:10.1080/13691457.2018.1564736
Pickard, H., Pellicano, E., den Houting, J. and Crane, L. (2022) Participatory autism research: early career and established researchers’ views and experiences. Autism, 26(1), pp. 75–87. doi:10.1177/13623613211019594
Griffiths, S., Robertson, M., Kaviraj, C., Davies, F., McDevitt, M., Richards, A. and Russell, M. (2024) Reflections on co-production: developing a dementia research funding application with a diverse lived experience group. Dementia: The International Journal of Social Research and Practice, 23(5), pp. 709–723. doi:10.1177/14713012241231916
Jacob, W., Poland, F. and Charlesworth, G. (2019) Facilitators and barriers to co-research by people with dementia and academic researchers: findings from a qualitative study. Health Expectations, 22(4), pp. 761–771. doi:10.1111/hex.12891
Allen, K., Needham, C., Hall, K. and Tanner, D. (2019) Participatory research meets validated outcome measures: tensions in the co-production of social care evaluation. Social Policy & Administration, 53(2), pp. 311–325. doi:10.1111/spol.12468
Sui Ting, K. et al. (2020) Extending voice and autonomy through participatory action research: ethical and practical issues. Ethics and Social Welfare, 14(3), pp. 220–229. doi:10.1080/17496535.2020.1758413
National Institute for Health Research (NIHR) (2021) Public involvement in social care research. Available at: https://www.nihr.ac.uk/public-involvement-social-care-research (Accessed: 8 December 2025).







image1.emf
search-history.pdf


search-history.pdf
# Web of Science Search Strategy (v0.1)

# Database: Web of Science Core Collection

# Entitlements:

- WOS.IC: 1993 to 2025

- WOS.CCR: 1985 to 2025

- WOS.SCI: 1900 to 2025

- WOS.AHCI: 1975 to 2025
- WOS.BHCI: 2010 to 2025
- WOS.BSCI: 2010 to 2025

- WOS.ESCI: 2005 to 2025

- WOS.ISTP: 1990 to 2025

- WOS.SSCI: 1900 to 2025

- WOS.ISSHP: 1990 to 2025

# Searches:

Search: #12 AND #13 and ENGLAND or SCOTLAND or WALES or NORTH IRELAND

(Countries/Regions) and 2024 or 2023 or 2022 or 2021 or 2019 or 2020 or 2025 (Publication

Years) and Social Sciences Interdisciplinary or Social Work or Sociology or Gerontology or

Family Studies or Geriatrics Gerontology or Rehabilitation or Psychology Developmental or

Psychology Multidisciplinary or Social Issues or Psychology Social (Web of Science

Categories) Editions: WOS.SSCI Date Run: Tue Jul 22 2025 15:43:57 GMT+0100 (British

Summer Time) Results: 257

Search: ("United Kingdom" OR "UK" OR "England" OR "Northern Ireland" OR "Wales" OR

"Scotland" OR "GB" OR "Great Britain") (All Fields) Editions: WOS.SSCI Date Run: Tue Jul
22 2025 15:43:57 GMT+0100 (British Summer Time) Results: 1394782

Search: #4 AND #11 Editions: WOS.SSCI Date Run: Tue Jul 22 2025 15:43:57 GMT+0100

(British Summer Time) Results: 7085

Search: #5 OR #8 OR #9 OR #10 Editions: WOS.SSCI Date Run: Tue Jul 22 2025 15:43:56
GMT+0100 (British Summer Time) Results: 11884

Search: ("participatory research” or "service user researchers" or "user led research™) (Title) OR

("participatory research” or "service user researchers" or "user led research") (Author





Keywords) Editions: WOS.SSCI Date Run: Tue Jul 22 2025 15:43:56 GMT+0100 (British

Summer Time) Results: 5274

Search: co-* NEAR/3 (prod* or design* or involv* or participat* or contrib* or collaborat*) NEAR/3
research* (Title) or con* NEAR/3 (prod* or design* or involv* or participat* or contrib* or
collaborat*) NEAR/3 research* (Title) or cor* NEAR/3 (prod* or design* or involv* or participat* or
contrib* or collaborat*) NEAR/3 research* (Title) or com* NEAR/3 (prod* or design* or involv* or
participat* or contrib* or collaborat*) NEAR/3 research* (Title) or cop* NEAR/3 (prod* or design*
or involv* or participat* or contrib* or collaborat*) NEAR/3 research* (Title) or coop* NEAR/3
(prod* or design* or involv* or participat* or contrib* or collaborat*) NEAR/3 research* (Title) or

user* NEAR/3 (prod* or design* or involv* or participat* or contrib* or collaborat*) NEAR/3

research* (Title) Editions: WOS.SSCI Date Run: Tue Jul 22 2025 15:43:56 GMT+0100
(British Summer Time) Results: 116

Search: #6 AND #7 Editions: WOS.SSCI Date Run: Tue Jul 22 2025 15:43:55 GMT+0100
(British Summer Time) Results: 3880

Search: research* (Title) Editions: WOS.SSCI Date Run: Tue Jul 22 2025 15:43:55
GMT+0100 (British Summer Time) Results: 256434

Search: ("user participation” or "user contribution" or "user involvement" or "co-production” or

collaboration). (Title) OR ("user participation" or "user contribution" or "user involvement" or

"co-production” or collaboration). (Author Keywords) Editions: WOS.SSCI Date Run: Tue Jul
22 2025 15:43:54 GMT+0100 (British Summer Time) Results: 34672

Search: (("participatory research*" or "service user researcher*' or "user led research*" or
"user-researcher*" or “user-focused research*” or “user controlled research*")) (Title) OR
(("participatory research*" or "service user researcher*" or "user led research*" or

"user-researcher*" or “user-focused research*” or “user controlled research*”))

(Abstract) Editions: WOS.SSCI Date Run: Tue Jul 22 2025 15:43:54 GMT+0100 (British
Summer Time) Results: 5850

Search: #1 OR #2 OR #3 Editions: WOS.SSCI Date Run: Tue Jul 22 2025 15:43:53
GMT+0100 (British Summer Time) Results: 2826571

Search: (impact or outcome* or evaluation or assessment) (Title) OR (impact or outcome* or
evaluation or assessment) (Author Keywords) Editions: WOS.SSCI Date Run: Tue Jul 22
2025 15:43:53 GMT+0100 (British Summer Time) Results: 689914

Search: (reflect* or experience* or attitude* or perception* or preferen* or expectation* or
perspective* or view* or satisfact* or feedback*) (Title) OR (reflect* or experience* or attitude* or

nercention* or nreferen* or exnectation* or nersnective* or view* or satisfact* or feedback*)





(Abstract) Editions: WOS.SSCI Date Run: Tue Jul 22 2025 15:43:53 GMT+0100 (British
Summer Time) Results: 2324889

Search: ("user views" or "service users" or "qualitative research" or attitudes or perception*)

(Title) OR ("user views" or "service users" or "qualitative research" or attitudes or perception*)

(Author Keywords) Editions: WOS.SSCI Date Run: Tue Jul 22 2025 15:43:52 GMT+0100
(British Summer Time) Results: 288607






