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COMMENT

£25 and a biscuit: Women’s Health Research 
and Public Engagement in the UK
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Abstract 

It is over a  year since the Department of Health launched the Women’s Health Strategy for England and included 
the rally cry of “women’s voices”. However, methods and modes of the inclusion of women in their own health 
and health research still fall short. Patient and public engagement and involvement (PPIE) in women’s health research 
is considered a hallmark of a moral, ethical, and democratic society. Despite the call for the inclusion of “women’s 
voices” and “women’s stories”, approaches to PPIE often remain tokenistic and don’t address issues of representation, 
equality, and diversity or respond to wider racial inequalities in health. This past August marked the 103rd birthday 
of the late Henrietta Lacks who died of cervical cancer. Clones of her cells (HeLa cells) obtained without consent, 
continue to be used in laboratories around the world and serves as an ongoing reminder of dynamics and power 
in health research relationships with the public today. Historically, women have been mistreated and excluded 
from research and the reality that Black women in the UK remain 3.7 times more likely to die in childbirth makes 
the effectiveness of our research pathways critical (MBRRACE-UK, https://​www.​npeu.​ox.​ac.​uk/​mbrra​ce-​uk). PPIE holds 
much potential to contribute to the improvement of shortcomings in maternity and women’s health, but not without 
deeper understanding of the ways in which engagement intrinsically, works. This article raises criticism of the current 
quality of engagement in women’s health research and calls for a redesign of our frameworks and the need to explore 
new configurations of the relationship between women’s health, research, and people.

Plain English summary 

It is one year since the Department of Health launched the Women’s Health Strategy for England and included 
the rally cry of “women’s voices”. However, methods and modes of the inclusion of women in their own health 
and health research still fall short. Patient and public engagement and involvement (PPIE) in women’s health research 
is considered a hallmark of a moral, ethical, and democratic society. Despite the call for the inclusion of “women’s 
voices” and “women’s stories”, approaches to PPIE often remain tokenistic and don’t address issues of representation, 
equality, and diversity, or respond wider racial inequalities in health. This past August marked the 103rd birthday 
of the late Henrietta Lacks who died of cervical cancer. Clones of her cells (HeLa cells) obtained without consent, 
continue to be used in laboratories around the world and serves as an ongoing reminder of dynamics and power 
in health research relationships with the public today. Historically, women have been mistreated and excluded 
from research and the reality that Black women in the UK remain 3.7 times more likely to die in childbirth makes 
the effectiveness of our research pathways critical [9]. PPIE holds much potential to contribute to the improvement 
of shortcomings in maternity and women’s health, but not without deeper understanding of the ways in which 
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Commentary
£25 and a biscuit
Women’s Health Research and Public Engagement in the UK
There is nothing intrinsically wrong with £25 and a bis-
cuit. Many a motivational treat for contributing one’s 
time and opinion comes in less of an attractive package. 
Biscuits, however, vary enormously and not everyone 
likes a Jammie Dodger, so to speak. Suffice to say, that 
in the arena of women’s health research engagement, 
the layers of the proverbial Bourbon biscuit need pulling 
apart.

In health research, the moral impetus to include peo-
ple in the development, design, and dissemination of 
research is not new. The origins of patient and public 
involvement and engagement in the United Kingdom 
can be found between the 1950s and 1970s [8, 12], and 
[15]. Since then, campaigns by patient groups including 
those harmed by research have continued to drive the 
inclusion of people forward. High-profile stories such 
as the Alder Hey Hospital scandal, involving the col-
lection of deceased infant and child body parts over a 
10-year period without parental consent or the thalido-
mide disaster of the 1960s have further sharpened issues 
and amplified public voice. More recently, the vaginal 
‘mesh’ scandal exposed by the findings of the Independ-
ent Medicines and Medical Devices Safety Review (2020) 
remind us that this is living history [2]. Ultimately, the 
story of cervical cells obtained without consent from a 
31-year-old African American woman dying of cancer 
in 1951, named Henrietta Lacks, provides the inarguable 
and immortal imperative for a relationship of partnership 
between the public and actors of health research.

Patient and public involvement in health research is 
now firmly considered a hallmark of an ethical, demo-
cratic, and moral society and the legitimacy of pub-
lic engagement has stepped up to look the traditional 
authority of medical research in the eye [15]. Commit-
ment to the inclusion of the public in healthcare is now 
enshrined in the Health and Social Care Act 2001 and the 
NHS Constitution. Both pieces of legislation, in principle, 
mandate the involvement of patients and the public in 
commissioning processes and decision-making.

In health research, patient and public involve-
ment and engagement, known as PPIE, has become 
de rigueur for researchers, particularly when applying 
for funding. The National Institute of Health Research 
set the pace with the requirement to demonstrate and 

describe the nature of engagement with people for 
whom the research stands to benefit, at all stages of the 
research and UK standards for public involvement con-
tinue to evolve [11]. The Department of Health’s launch 
of the Women’s Health Strategy for England last sum-
mer included and made the call for ongoing inclusion 
of the “voices of women” [1]. Despite the nobility of the 
public engagement movement, however, “£25 and a bis-
cuit” chimes as a euphemism for a persistent tokenism 
in women’s health research engagement, at risk of miss-
ing the point.

Critics of PPIE highlight the transactional and for-
mulaic nature of encounters between researcher and 
‘the public’ that can be rushed and chronically with-
out follow-up [6]. Too frequently, PPIE encounters are 
set up at the behest of the researcher, on the research-
er’s terms, turf, and time scales. The beck and call of 
engagement in research largely works in one direction. 
In the early setup phase of a women’s health commu-
nity group in West London hoping to address some 
of these limitations, one woman likened the dynamic 
of research engagement and participation to an exca-
vation in which people’s stories and experiences are 
mined. She declined to take part. The imagery of an 
open pit with the gemstones of research never being 
returned to the community from where they came may 
provide a useful analogy. Although women are increas-
ingly invited and, in some cases, accepting to go to the 
‘tea party’ of research, “women’s voices”, “women’s lived 
experience”, and “women’s stories” are not for sale. The 
economy of community engagement remains far from 
a social economic model of reciprocity and power-
sharing, and some consider whether PPIE done poorly 
could do more harm than good [5].

Antithetically, the case has been made for public 
engagement, yet, largely speaking, we haven’t required of 
public engagement to prove its worth, before embracing 
it. Perhaps this speaks to the inherently human quality 
of engagement, however, the result is that existing theo-
ries and frameworks for understanding and constructing 
public engagement can be varied, absent, or confusing 
[7]. The moral and ethical feelgood factor of engagement 
in health research has created the situation where PPIE is 
widely called for, yet there remains a paucity of research 
which makes PPIE fully understood.

In obeyance of meeting requirements for what looks 
right, we’ve omitted to engage with the fundamental 

engagement intrinsically, works. This article raises criticism of the current quality of engagement in women’s health 
research and calls for a redesign of our frameworks and the need to explore new configurations of the relationship 
between women’s health, research, and people.
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anatomy of engagement. Unanswered questions 
include: how does engagement work, what works for 
whom, in what way and in what context? What is the 
nature of the relationship between engagement and 
women’s health? Are there better and different ways to 
do engagement? What does ‘success’ look like in PPIE? If 
we profess to want to deal in the detail of people’s lives 
through research engagement, we need to know what 
we’re doing, why we’re doing, and how it works. If, in 
cultivating new theory, understanding, and creativity 
in women’s health engagement we need, also, to reach 
back to remember what it is to be human, then so be it.

For those of us with a research lens, this presents great 
opportunity. Proponents of the arts and health move-
ment would argue that meaningful transformation in 
clinical research engagement including deeper listening 
will no doubt be led by greater creativity [3, 4, 14]. The 
vast potential of arts-based methods such as storytelling, 
film, and conversations that build trust is increasingly 
well-known, but we have barely scratched the surface [3, 
13]. Greater representation of women’s experiences and 
inclusion of women’s voices could, indeed be harnessed 
by the arts and the arts may very well retrain our listening 
ear. It’s time, one could say, to move beyond the biscuit.

In August, the NIHR launched the second round of 
funding of the call for “Developing Innovative, Inclusive, 
and Diverse Public Partnerships”, which holds the poten-
tial for doing engagement differently [10]. This is a cue to 
move beyond current models of public engagement, to 
ones which include a seat for engagement at a different 
table, where the menu gets written. It’s time for the “£25 
and a biscuit” model of public engagement to be remem-
bered as a Nice stepping-stone we once took before a 
large leap to the redesign and reconfiguration of rela-
tionships in health, research, and people. In such a new 
space, we hope to find, rather than ticked boxes for the 
few, greater hope and health for, the many.

Author information
Alison Gabrielle Perry is a midwife and researcher at Imperial College London 
and an honourary fellow within the Women’s Health Program at The George 
Institute for Global Health. She is currently supported by the Parasol Founda-
tion to undertake her PhD within a wider project looking to better use rou-
tinely collected maternal serum samples, called the Bia Project. Her research 
interest is around developing better understanding of the mechanisms and 
potential of community engagement in maternal health research, inclusive 
of the arts and storytelling. She is the co-founder of a women’s health com-
munity engagement project called The Bridge in West London which seeks to 
inform and influence women’s health research.

Acknowledgements
I would like to thank the Parasol Foundation for funding this doctoral fellow-
ship. I would also like to acknowledge the support of my supervisory team: 
Dr Edward Mullins (Imperial College London and The George Institute UK), 
Professor Christine McCourt (City University), Dr Devaki Nambiar (The George 
Institute India), and Professor Graham Taylor (Imperial College London). I 
would also like to particularly acknowledge the wisdom and creativity of 

those with whom I work, including The Bridge local women’s health commu-
nity engagement group, White City, London.

Author contributions
Not applicable.

Funding
Alison Perry is funded by the Parasol Foundation as a Doctoral Research 
Fellow.

Availability of data and materials
Not applicable.

Declarations

Ethics approval and consent to participate
Not applicable.

Consent for publication
Not applicable.

Competing interests
Not applicable.

Author details
1 Imperial College London, London, UK. 2 The George Institute for Global 
Health, London, UK. 

Received: 30 July 2023   Accepted: 22 November 2023

References
	1.	 Department of Health and Social Care. Women’s Health Strategy for 

England Available from: https://​www.​gov.​uk/​gover​nment/​publi​catio​ns/​
womens-​health-​strat​egy-​for-​engla​nd/​womens-​health-​strat​egy-​for-​engla​
nd#​womens-​voices. 2022; [Accessed on 31 Nov 23].

	2.	 Devlin H. Vaginal mesh surgery exposed women to ‘unacceptable risks’ 
in Guardian online Available from: https://​www.​thegu​ardian.​com/​scien​
ce/​2018/​apr/​19/​vagin​al-​mesh-​surge​ry-​expos​ed-​women-​to-​unacc​eptab​
le-​risks. 2018; [Accessed on 01 Nov 23].

	3.	 Fancourt D, Finn S. What is the evidence on the role of the arts in improv-
ing health and well-being? A scoping review. World Health Organization. 
Regional Office for Europe. 2019; https://​apps.​who.​int/​iris/​handle/​10665/​
329834. License: CC BY-NC-SA 3.0 IGO

	4.	 Fancourt D. Arts in health: designing and researching interventions. 
Oxford: Oxford University Press; 2017. https://​doi.​org/​10.​1093/​oso/​97801​
98792​079.​001.​0001.

	5.	 Getchell LE, Reich M, Allu S, et al. Storytelling for impact: the creation 
of a storytelling program for patient partners in research. Res Involv 
Engagem. 2023;9:57. https://​doi.​org/​10.​1186/​s40900-​023-​00471-0.

	6.	 Gilchrist K, Iqbal S, Vindrola-Padros C. The role of patient and public 
involvement in rapid qualitative studies: can we carry out meaningful 
PPIE with time pressures? Res Involv Engagem. 2022;8:67. https://​doi.​org/​
10.​1186/​s40900-​022-​00402-5.

	7.	 Greenhalgh T, Hinton L, Finlay T, MacFarlane A, Fahy N, Clyde B, Chant A. 
Frameworks for supporting patient and public involvement in research: 
Systematic review and co-design pilot. Health Expect. 2019. https://​doi.​
org/​10.​1111/​hex.​12888.

	8.	 McCoy MS, Warsh J, Rand L, Parker M, Sheehan M. Patient and public 
involvement: two sides of the same coin or different coins altogether. 
Bioethics. 2019;33(6):708–15. https://​doi.​org/​10.​1111/​bioe.​12584.

	9.	 MBRRACE-UK. Saving Lives, Improving Mothers’ Care: lessons learned to 
inform maternity care from the UK and Ireland-confidential enquiries into 
maternal deaths and morbidity 2018–2020. Oxford: national perinatal 
epidemiology unit Available from: https://​www.​npeu.​ox.​ac.​uk/​mbrra​ce-​
uk. 2022; [Accessed on 30 Jul 23].

https://www.gov.uk/government/publications/womens-health-strategy-for-england/womens-health-strategy-for-england#womens-voices
https://www.gov.uk/government/publications/womens-health-strategy-for-england/womens-health-strategy-for-england#womens-voices
https://www.gov.uk/government/publications/womens-health-strategy-for-england/womens-health-strategy-for-england#womens-voices
https://www.theguardian.com/science/2018/apr/19/vaginal-mesh-surgery-exposed-women-to-unacceptable-risks
https://www.theguardian.com/science/2018/apr/19/vaginal-mesh-surgery-exposed-women-to-unacceptable-risks
https://www.theguardian.com/science/2018/apr/19/vaginal-mesh-surgery-exposed-women-to-unacceptable-risks
https://apps.who.int/iris/handle/10665/329834
https://apps.who.int/iris/handle/10665/329834
https://doi.org/10.1093/oso/9780198792079.001.0001
https://doi.org/10.1093/oso/9780198792079.001.0001
https://doi.org/10.1186/s40900-023-00471-0
https://doi.org/10.1186/s40900-022-00402-5
https://doi.org/10.1186/s40900-022-00402-5
https://doi.org/10.1111/hex.12888
https://doi.org/10.1111/hex.12888
https://doi.org/10.1111/bioe.12584
https://www.npeu.ox.ac.uk/mbrrace-uk
https://www.npeu.ox.ac.uk/mbrrace-uk


Page 4 of 4Perry and Mullins ﻿Research Involvement and Engagement           (2023) 9:120 

•
 
fast, convenient online submission

 •
  

thorough peer review by experienced researchers in your field

• 
 
rapid publication on acceptance

• 
 
support for research data, including large and complex data types

•
  

gold Open Access which fosters wider collaboration and increased citations 

 
maximum visibility for your research: over 100M website views per year •

  At BMC, research is always in progress.

Learn more biomedcentral.com/submissions

Ready to submit your researchReady to submit your research  ?  Choose BMC and benefit from: ?  Choose BMC and benefit from: 

	10.	 NIHR. Agenda for Developing Innovative, Inclusive and Diverse Public 
Partnerships Available at: https://​www.​nihr.​ac.​uk/​docum​ents/​agenda-​
for-​the-​devel​oping-​innov​ative-​inclu​sive-​and-​diver​se-​public-​partn​ershi​
ps-​webin​ar/​30593. 2023; [Accessed on 30.07.23].

	11.	 NIHR. UK Standards for Public Involvement. Available from: https://​sites.​
google.​com/​nihr.​ac.​uk/​pi-​stand​ards/​home. 2019; [Accessed on: 06 Aug 
2023].

	12.	 Ocloo J, Garfield S, Franklin BD, et al. Exploring the theory, barriers and 
enablers for patient and public involvement across health, social care 
and patient safety: a systematic review of reviews. Health Res Policy Sys. 
2021;19:8. https://​doi.​org/​10.​1186/​s12961-​020-​00644-3.

	13.	 Warran K, Burton A, Fancourt D. What are the active ingredients of ‘arts 
in health’ activities? Development of the INgredients iN ArTs in hEalth 
(INNATE) Framework. Wellcome Open Res. 2022;29(7):10. https://​doi.​org/​
10.​12688/​wellc​omeop​enres.​17414.2.

	14.	 WHO. Arts and Health, World Health Organisation online Available at: 
https://​www.​who.​int/​initi​atives/​arts-​and-​health. 2023; [Accessed on 13 
Aug 2023].

	15.	 Wilson P, Mathie E, Keenan J, McNeilly E, Goodman C, Howe A, Poland F, 
Staniszewska S, Kendall S, Munday D, Cowe M, Peckham S. ReseArch with 
patient and public involvement: a RealisT evaluation-the RAPPORT study. 
Health Serv Deliv Res. 2015. https://​doi.​org/​10.​3310/​hsdr0​3380.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

https://www.nihr.ac.uk/documents/agenda-for-the-developing-innovative-inclusive-and-diverse-public-partnerships-webinar/30593
https://www.nihr.ac.uk/documents/agenda-for-the-developing-innovative-inclusive-and-diverse-public-partnerships-webinar/30593
https://www.nihr.ac.uk/documents/agenda-for-the-developing-innovative-inclusive-and-diverse-public-partnerships-webinar/30593
https://sites.google.com/nihr.ac.uk/pi-standards/home
https://sites.google.com/nihr.ac.uk/pi-standards/home
https://doi.org/10.1186/s12961-020-00644-3
https://doi.org/10.12688/wellcomeopenres.17414.2
https://doi.org/10.12688/wellcomeopenres.17414.2
https://www.who.int/initiatives/arts-and-health
https://doi.org/10.3310/hsdr03380

	£25 and a biscuit: Women’s Health Research and Public Engagement in the UK
	Abstract 
	Commentary
	£25 and a biscuit
	Women’s Health Research and Public Engagement in the UK


	Acknowledgements
	References


