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Abstract
Background  There is increasing interest in using patient and public involvement (PPI) in research to improve the 
quality of healthcare. Ordinarily, traditional methods have been used such as interviews or focus groups. However, 
these methods tend to engage a similar demographic of people. Thus, creative methods are being developed to 
involve patients for whom traditional methods are inaccessible or non-engaging.

Objective  To determine the strengths and limitations to using creative PPI methods in health and social care 
research.

Method  Electronic searches were conducted over five databases on 14th April 2023 (Web of Science, PubMed, 
ASSIA, CINAHL, Cochrane Library). Studies that involved traditional, non-creative PPI methods were excluded. Creative 
PPI methods were used to engage with people as research advisors, rather than study participants. Only primary 
data published in English from 2009 were accepted. Title, abstract and full text screening was undertaken by two 
independent reviewers before inductive thematic analysis was used to generate themes.

Results  Twelve papers met the inclusion criteria. The creative methods used included songs, poems, drawings, 
photograph elicitation, drama performance, visualisations, social media, photography, prototype development, 
cultural animation, card sorting and persona development. Analysis identified four limitations and five strengths 
to the creative approaches. Limitations included the time and resource intensive nature of creative PPI, the lack of 
generalisation to wider populations and ethical issues. External factors, such as the lack of infrastructure to support 
creative PPI, also affected their implementation. Strengths included the disruption of power hierarchies and the 
creation of a safe space for people to express mundane or “taboo” topics. Creative methods are also engaging, 
inclusive of people who struggle to participate in traditional PPI and can also be cost and time efficient.
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Introduction
Patient and public involvement (PPI) is the term used 
to describe the partnership between patients (including 
caregivers, potential patients, healthcare users etc.) or 
the public (a community member with no known inter-
est in the topic) with researchers. It describes research 
that is done “‘with’ or ‘by’ the public, rather than ‘to,’ 
‘about’ or ‘for’ them” [1]. In 2009, it became a legislative 
requirement for certain health and social care organisa-
tions to include patients, families, carers and commu-
nities in not only the planning of health and social care 
services, but the commissioning, delivery and evaluation 
of them too [2]. For example, funding applications for the 
National Institute of Health and Care Research (NIHR), 
a UK funding body, mandates a demonstration of how 
researchers plan to include patients/service users, the 
public and carers at each stage of the project [3]. How-
ever, this should not simply be a tokenistic, tick-box exer-
cise. PPI should help formulate initial ideas and should 
be an instrumental, continuous part of the research pro-
cess. Input from PPI can provide unique insights not yet 
considered and can ensure that research and health ser-
vices are closely aligned to the needs and requirements 
of service users PPI also generally makes research more 
relevant with clearer outcomes and impacts [4]. Although 
this review refers to both patients and the public using 

the umbrella term ‘PPI’, it is important to acknowledge 
that these are two different groups with different moti-
vations, needs and interests when it comes to health 
research and service delivery [5].

Despite continuing recognition of the need of PPI 
to improve quality of healthcare, researchers have also 
recognised that there is no ‘one size fits all’ method for 
involving patients [4]. Traditionally, PPI methods invite 
people to take part in interviews or focus groups to facili-
tate discussion, or surveys and questionnaires. However, 
these can sometimes be inaccessible or non-engaging for 
certain populations. For example, someone with commu-
nication difficulties may find it difficult to engage in focus 
groups or interviews. If individuals lack the appropriate 
skills to interact in these types of scenarios, they cannot 
take advantage of the participation opportunities it can 
provide [6]. Creative methods, however, aim to resolve 
these issues. These are a relatively new concept whereby 
researchers use creative methods (e.g., artwork, anima-
tions, Lego), to make PPI more accessible and engag-
ing for those whose voices would otherwise go unheard. 
They ensure that all populations can engage in research, 
regardless of their background or skills. Seminal work has 
previously been conducted in this area, which brought to 
light the use of creative methodologies in research. Leavy 
(2008) [7] discussed how traditional interviews had limits 

Conclusion  ‘Creative PPI’ is an umbrella term encapsulating many different methods of engagement and there are 
strengths and limitations to each. The choice of which should be determined by the aims and requirements of the 
research, as well as the characteristics of the PPI group and practical limitations. Creative PPI can be advantageous 
over more traditional methods, however a hybrid approach could be considered to reap the benefits of both. Creative 
PPI methods are not widely used; however, this could change over time as PPI becomes embedded even more into 
research.

Plain English Summary
It is important that patients and public are included in the research process from initial brainstorming, through 
design to delivery. This is known as public and patient involvement (PPI). Their input means that research closely 
aligns with their wants and needs. Traditionally to get this input, interviews and group discussions are held, but 
this can exclude people who find these activities non-engaging or inaccessible, for example those with language 
challenges, learning disabilities or memory issues. Creative methods of PPI can overcome this. This is a broad term 
describing different (non-traditional) ways of engaging patients and public in research, such as through the use 
or art, animation or performance. This review investigated the reasons why creative approaches to PPI could be 
difficult (limitations) or helpful (strengths) in health and social care research. After searching 5 online databases, 12 
studies were included in the review. PPI groups included adults, children and people with language and memory 
impairments. Creative methods included songs, poems, drawings, the use of photos and drama, visualisations, 
Facebook, creating prototypes, personas and card sorting. Limitations included the time, cost and effort associated 
with creative methods, the lack of application to other populations, ethical issues and buy-in from the wider 
research community. Strengths included the feeling of equality between academics and the public, creation of a 
safe space for people to express themselves, inclusivity, and that creative PPI can be cost and time efficient. Overall, 
this review suggests that creative PPI is worthwhile, however each method has its own strengths and limitations 
and the choice of which will depend on the research project, PPI group characteristics and other practical 
limitations, such as time and financial constraints.
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on what could be expressed due to their sterile, jargon-
filled and formulaic structure, read by only a few special-
ised academics. It was this that called for more creative 
approaches, which included narrative enquiry, fiction-
based research, poetry, music, dance, art, theatre, film 
and visual art. These practices, which can be used in any 
stage of the research cycle, supported greater empathy, 
self-reflection and longer-lasting learning experiences 
compared to interviews [7]. They also pushed traditional 
academic boundaries, which made the research acces-
sible not only to researchers, but the public too. Leavy 
explains that there are similarities between arts-based 
approaches and scientific approaches: both attempts to 
investigate what it means to be human through explora-
tion, and used together, these complimentary approaches 
can progress our understanding of the human experience 
[7]. Further, it is important to acknowledge the parallels 
and nuances between creative and inclusive methods of 
PPI. Although creative methods aim to be inclusive (this 
should underlie any PPI activity, whether creative or not), 
they do not incorporate all types of accessible, inclusive 
methodologies e.g., using sign language for people with 
hearing impairments or audio recordings for people who 
cannot read. Given that there was not enough scope to 
include an evaluation of all possible inclusive methodol-
ogies, this review will focus on creative methods of PPI 
only.

We aimed to conduct a qualitative systematic review to 
highlight the strengths of creative PPI in health and social 
care research, as well as the limitations, which might act 
as a barrier to their implementation. A qualitative sys-
tematic review “brings together research on a topic, sys-
tematically searching for research evidence from primary 
qualitative studies and drawing the findings together” [8]. 
This review can then advise researchers of the best prac-
tices when designing PPI.

Methods
Public involvement
The PHIRST-LIGHT Public Advisory Group (PAG) con-
sists of a team of experienced public contributors with a 
diverse range of characteristics from across the UK. The 
PAG was involved in the initial question setting and study 
design for this review.

Search strategy
For the purpose of this review, the JBI approach for con-
ducting qualitative systematic reviews was followed 
[9]. The search terms were (“creativ*” OR “innovat*” 
OR “authentic” OR “original” OR “inclu*”) AND (“pub-
lic and patient involvement” OR “patient and public 
involvement” OR “public and patient involvement and 
engagement” OR “patient and public involvement and 
engagement” OR “PPI” OR “PPIE” OR “co-produc*” OR 

“co-creat*” OR “co-design*” OR “cooperat*” OR “co-
operat*”). This search string was modified according to 
the requirements of each database. Papers were filtered 
by title, abstract and keywords (see Additional file 1 for 
search strings). The databases searched included Web 
of Science (WoS), PubMed, ASSIA and CINAHL. The 
Cochrane Library was also searched to identify relevant 
reviews which could lead to the identification of pri-
mary research. The search was conducted on 14/04/23. 
As our aim was to report on the use of creative PPI in 
research, rather than more generic public engagement, 
we used electronic databases of scholarly peer-reviewed 
literature, which represent a wide range of recognised 
databases. These identified studies published in general 
international journals (WoS, PubMed), those in social 
sciences journals (ASSIA), those in nursing and allied 
health journals (CINAHL), and trials of interventions 
(Cochrane Library).

Inclusion criteria
Only full-text, English language, primary research papers 
from 2009 to 2023 were included. This was the cho-
sen timeframe as in 2009 the Health and Social Reform 
Act made it mandatory for certain Health and Social 
Care organisations to involve the public and patients in 
planning, delivering, and evaluating services [2]. Only 
creative methods of PPI were accepted, rather than tra-
ditional methods, such as interviews or focus groups. 
For the purposes of this paper, creative PPI included 
creative art or arts-based approaches (e.g., e.g. stories, 
songs, drama, drawing, painting, poetry, photography) 
to enhance engagement. Titles were related to health and 
social care and the creative PPI was used to engage with 
people as research advisors, not as study participants. 
Meta-analyses, conference abstracts, book chapters, 
commentaries and reviews were excluded. There were 
no limits concerning study location or the demographic 
characteristics of the PPI groups. Only qualitative data 
were accepted.

Quality appraisal
Quality appraisal using the Critical Appraisal Skills Pro-
gramme (CASP) checklist [10] was conducted by the 
primary authors (ORP and CH). This was done indepen-
dently, and discrepancies were discussed and resolved. If 
a consensus could not be reached, a third independent 
reviewer was consulted (JRM). The full list of quality 
appraisal questions can be found in Additional file 2.

Data extraction
ORP extracted the study characteristics and a subset of 
these were checked by CH. Discrepancies were discussed 
and amendments made. Extracted data included author, 
title, location, year of publication, year study was carried 
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out, research question/aim, creative methods used, num-
ber of participants, mean age, gender, ethnicity of partici-
pants, setting, limitations and strengths of creative PPI 
and main findings.

Data analysis
The included studies were analysed using inductive the-
matic analysis [11], where themes were determined by 
the data. The familiarisation stage took place during full-
text reading of the included articles. Anything identified 
as a strength or limitation to creative PPI methods was 
extracted verbatim as an initial code and inputted into 
the data extraction Excel sheet. Similar codes were sorted 

into broader themes, either under ‘strengths’ or ‘limita-
tions’ and reviewed. Themes were then assigned a name 
according to the codes.

Results
The search yielded 9978 titles across the 5 databases: 
Web of Science (1480 results), PubMed (94 results), 
ASSIA (2454 results), CINAHL (5948 results) and 
Cochrane Library (2 results), resulting in 8553 different 
studies after deduplication. ORP and CH independently 
screened their titles and abstracts, excluding those that 
did not meet the criteria. After assessment, 12 studies 
were included (see Fig. 1).

Fig. 1  PRISMA flowchart of the study selection process

 



Page 5 of 13Phillips et al. Research Involvement and Engagement           (2024) 10:48 

Study characteristics
The included studies were published between 2018 and 
2022. Seven were conducted in the UK [12, 14, 15, 17–19, 
23], two in Canada [21, 22], one in Australia [13], one in 
Norway [16] and one in Ireland [20]. The PPI activities 
occurred across various settings, including a school [12], 
social club [12], hospital [17], university [22], theatre [19], 
hotel [20], or online [15, 21], however this information 
was omitted in 5 studies [13, 14, 16, 18, 23]. The num-
ber of people attending the PPI sessions varied, ranging 
from 6 to 289, however the majority (ten studies) had 
less than 70 participants [13, 14, 16–23]. Seven studies 
did not provide information on the age or gender of the 
PPI groups. Of those that did, ages ranged from 8 to 76 
and were mostly female. The ethnicities of the PPI group 
members were also rarely recorded (see Additional file 3 
for data extraction table).

Types of creative methods
The type of creative methods used to engage the PPI 
groups were varied. These included songs, poems, draw-
ings, photograph elicitation, drama performance, visuali-
sations, Facebook, photography, prototype development, 
cultural animation, card sorting and creating personas 
(see Table  1). These were sometimes accompanied by 
traditional methods of PPI such as interviews and focus 
group discussions.

Quality appraisal
The 12 included studies were all deemed to be of good 
methodological quality, with scores ranging from 6/10 to 
10/10 with the CASP critical appraisal tool [10] (Table 2).

Thematic analysis
Analysis identified four limitations and five strengths to 
creative PPI (see Fig.  2). Limitations included the time 
and resource intensity of creative PPI methods, its lack 
of generalisation, ethical issues and external factors. 
Strengths included the disruption of power hierarchies, 
the engaging and inclusive nature of the methods and 
their long-term cost and time efficiency. Creative PPI 
methods also allowed mundane and “taboo” topics to be 
discussed within a safe space.

Limitations of creative PPI
Creative PPI methods are time and resource intensive
The time and resource intensive nature of creative PPI 
methods is a limitation, most notably for the persona-sce-
nario methodology. Valaitis et al. [22] used 14 persona-
scenario workshops with 70 participants to co-design a 
healthcare intervention, which aimed to promote opti-
mal aging in Canada. Using the persona method, pairs 
composed of patients, healthcare providers, community 
service providers and volunteers developed a fictional 

character which they believed represented an ‘end-user’ 
of the healthcare intervention. Due to the depth and rich-
ness of the data produced the authors reported that it 
was time consuming to analyse. Further, they commented 
that the amount of information was difficult to dissemi-
nate to scientific leads and present at team meetings. 
Additionally, to ensure the production of high-quality 
data, to probe for details and lead group discussion there 
was a need for highly skilled facilitators. The resource 
intensive nature of the creative co-production was also 
noted in a study using the persona scenario and creative 
worksheets to develop a prototype decision support tool 
for individuals with malignant pleural effusion [17]. With 
approximately 50 people, this was also likely to yield a 
high volume of data to consider.

To prepare materials for populations who cannot 
engage in traditional methods of PPI was also timely. 
Kearns et al. [18] developed a feedback questionnaire 
for people with aphasia to evaluate ICT-delivered reha-
bilitation. To ensure people could participate effectively, 
the resources used during the workshops, such as Power-
Points, online images and photographs, had to be apha-
sia-accessible, which was labour and time intensive. The 
author warned that this time commitment should not be 
underestimated.

There are further practical limitations to implementing 
creative PPI, such as the costs of materials for activities 
as well as hiring a space for workshops. For example, the 
included studies in this review utilised pens, paper, work-
sheets, laptops, arts and craft supplies and magazines and 
took place in venues such as universities, a social club, 
and a hotel. Further, although not limited to creative PPI 
methods exclusively but rather most studies involving the 
public, a financial incentive was often offered for partici-
pation, as well as food, parking, transport and accommo-
dation [21, 22].

Creative PPI lacks generalisation
Another barrier to the use of creative PPI methods in 
health and social care research was the individual nature 
of its output. Those who participate, usually small in 
number, produce unique creative outputs specific to 
their own experiences, opinions and location. Craven et 
al. [13], used arts-based visualisations to develop a tool-
box for adults with mental health difficulties. They com-
mented, “such an approach might still not be worthwhile”, 
as the visualisations were individualised and highly per-
sonal. This indicates that the output may fail to meet the 
needs of its end-users. Further, these creative PPI groups 
were based in certain geographical regions such as Stoke-
on-Trent [19] Sheffield [23], South Wales [12] or Ireland 
[20], which limits the extent the findings can be applied 
to wider populations, even within the same area due to 
individual nuances. Further, the study by Galler et al. 
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[16], is specific to the Norwegian context and even then, 
maybe only a sub-group of the Norwegian population as 
the sample used was of higher socioeconomic status.

However, Grindell et al. [17], who used persona sce-
narios, creative worksheets and prototype development, 
pointed out that the purpose of this type of research is to 
improve a certain place, rather than apply findings across 
other populations and locations. Individualised output 
may, therefore, only be a limitation to research wanting 
to conduct PPI on a large scale.

If, however, greater generalisation within PPI is deemed 
necessary, then social media may offer a resolution. 
Fedorowicz et al. [15], used Facebook to gain feedback 
from the public on the use of video-recording method-
ology for an upcoming project. This had the benefit of 
including a more diverse range of people (289 people 
joined the closed group), who were spread geographically 
around the UK, as well as seven people from overseas.

Creative PPI has ethical issues
As with other research, ethical issues must be taken into 
consideration. Due to the nature of creative approaches, 
as well as the personal effort put into them, people often 
want to be recognised for their work. However, this com-
promises principles so heavily instilled in research such 
as anonymity and confidentiality. With the aim of explor-
ing issues related to health and well-being in a town in 

South Wales, Byrne et al. [12], asked year 4/5 and year 
10 pupils to create poems, songs, drawings and pho-
tographs. Community members also created a perfor-
mance, mainly of monologues, to explore how poverty 
and inequalities are dealt with. Byrne noted the risks of 
these arts-based approaches, that being the possibility 
of over-disclosure and consequent emotional distress, 
as well as people’s desire to be named for their work. On 
one hand, the anonymity reduces the sense of ownership 
of the output as it does not portray a particular individu-
al’s lived experience anymore. On the other hand, how-
ever, it could promote a more honest account of lived 
experience. Supporting this, Webber et al. [23], who used 
the persona method to co-design a back pain educational 
resource prototype, claimed that the anonymity provided 
by this creative technique allowed individuals to exter-
nalise and anonymise their own personal experience, 
thus creating a more authentic and genuine resource for 
future users. This implies that anonymity can be both a 
limitation and strength here.

The use of creative PPI methods is impeded by external 
factors
Despite the above limitations influencing the imple-
mentation of creative PPI techniques, perhaps the most 
influential is that creative methodologies are simply not 
mainstream [19]. This could be linked to the issues above, 

Table 2  Quality appraisal of the included studies
Q1 Q2 Q3 Q4 Q5 Q6 Q7 Q8 Q9 Q10 Total/10

Byrne et al. 2018 [12] Y Y Y N Y N N N Y Y 6
Cook et al. 2022 [13] Y Y Y Y Y N N Y Y Y 8
Craven et al. 2019 [14] Y Y Y N Y N Y Y Y Y 8
Fedorowicz et al. 2022 [15] Y Y Y Y Y N N Y Y Y 8
Galler et al. 2022 [16] Y Y Y Y Y N Y Y Y Y 9
Grindell et al. 2020 [17] Y Y Y N Y N Y Y Y Y 8
Kearns et al. 2020 [18] Y Y Y Y Y Y Y Y Y Y 10
Kelemen et al. 2018 [19] Y Y Y N Y Y Y Y Y Y 9
Keogh et al. 2021 [20] Y Y Y Y Y N Y Y N Y 8
Micsinszki et al. 2022 [21] N Y Y Y Y N N Y Y Y 7
Valaitis et al. 2019 [22] Y Y Y Y Y N Y Y Y Y 9
Webber et al. 2022 [23] Y Y Y Y Y N Y Y Y Y 9

Fig. 2  Theme map of strengths and limitations
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like time and resource intensity, generalisation and ethi-
cal issues but it is also likely to involve more systemic 
factors within the research community. Micsinszki et al. 
[21], who co-designed a hub for the health and well-being 
of vulnerable populations, commented that there is insuf-
ficient infrastructure to conduct meaningful co-design as 
well as a dominant medical model. Through a more holis-
tic lens, there are “sociopolitical environments that privi-
lege individualism over collectivism, self-sufficiency over 
collaboration, and scientific expertise over other ways of 
knowing based on lived experience” [21]. This, it could 
be suggested, renders creative co-design methodologies, 
which are based on the foundations of collectivism, col-
laboration and imagination an invalid technique in the 
research field, which is heavily dominated by more sci-
entific methods offering reproducibility, objectivity and 
reliability.

Although we acknowledge that creative PPI techniques 
are not always appropriate, it may be that their main limi-
tation is the lack of awareness of these methods or lack 
of willingness to use them. Further, there is always the 
risk that PPI, despite being a mandatory part of research, 
is used in a tokenistic or tick-box fashion [20], without 
considering the contribution that meaningful PPI could 
make to enhancing the research. It may be that PPI, let 
alone creative PPI, is not at the forefront of researchers’ 
minds when planning research.

Strengths of creative PPI
Creative PPI disrupts power hierarchies
One of the main strengths of creative PPI techniques, 
cited most frequently in the included literature, was that 
they disrupt traditional power hierarchies [12, 13, 17, 19, 
23]. For example, the use of theatre performance blurred 
the lines between professional and lay roles between 
the community and policy makers [12]. Individuals cre-
ated a monologue to portray how poverty and inequality 
impact daily life and presented this to representatives of 
the National Assembly of Wales, Welsh Government, the 
Local Authority, Arts Council and Westminster. Byrne 
et al. [12], states how this medium allowed the commu-
nity to engage with the people who make decisions about 
their lives in an environment of respect and understand-
ing, where the hierarchies are not as visible as in other 
settings, e.g., political surgeries. Creative PPI methods 
have also removed traditional power hierarchies between 
researchers and adolescents. Cook et al. [13], used arts-
based approaches to explore adolescents’ ideas about 
the “perfect” condom. They utilised the “Life Happens” 
resource, where adolescents drew and then decorated a 
person with their thoughts about sexual relationships, 
not too dissimilar from the persona-scenario method. 
This was then combined with hypothetical scenarios 
about sexuality. A condom-mapping exercise was then 

implemented, where groups shared the characteristics 
that make a condom “perfect” on large pieces of paper. 
Cook et al. [13], noted that usually power imbalances 
make it difficult to elicit information from adolescents, 
however these power imbalances were reduced due to 
the use of creative co-design techniques.

The same reduction in power hierarchies was noted by 
Grindell et al. [17], who used the person-scenario method 
and creative worksheets with individuals with malignant 
pleural effusion. This was with the aim of developing a 
prototype of a decision support tool for patients to help 
with treatment options. Although this process involved 
a variety of stakeholders, such as patients, carers and 
healthcare professionals, creative co-design was cited as a 
mechanism that worked to reduce power imbalances – a 
limitation of more traditional methods of research. Cre-
ative co-design blurred boundaries between end-users 
and clinical staff and enabled the sharing of ideas from 
multiple, valuable perspectives, meaning the prototype 
was able to suit user needs whilst addressing clinical 
problems.

Similarly, a specific creative method named cultural 
animation was also cited to dissolve hierarchies and 
encourage equal contributions from participants. Within 
this arts-based approach, Keleman et al. [19], explored 
the concept of “good health” with individuals from Stoke-
on Trent. Members of the group created art installations 
using ribbons, buttons, cardboard and straws to depict 
their idea of a “healthy community”, which was accompa-
nied by a poem. They also created a 3D Facebook page 
and produced another poem or song addressing the 
government to communicate their version of a “picture 
of health”. Public participants said that they found the 
process empowering, honest, democratic, valuable and 
practical.

This dissolving of hierarchies and levelling of power is 
beneficial as it increases the sense of ownership experi-
enced by the creators/producers of the output [12, 17, 
23]. This is advantageous as it has been suggested to 
improve its quality [23].

Creative PPI allows the unsayable to be said
Creative PPI fosters a safe space for mundane or taboo 
topics to be shared, which may be difficult to communi-
cate using traditional methods of PPI. For example, the 
hypothetical nature of condom mapping and persona-
scenarios meant that adolescents could discuss a per-
sonal topic without fear of discrimination, judgement 
or personal disclosure [13]. The safe space allowed a 
greater volume of ideas to be generated amongst peers 
where they might not have otherwise. Similarly, Web-
ber et al. [23], , who used the persona method to co-
design the prototype back pain educational resource, 
also noted how this method creates anonymity whilst 
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allowing people the opportunity to externalise personal 
experiences, thoughts and feelings. Other creative meth-
ods were also used, such as drawing, collaging, role play 
and creating mood boards. A cardboard cube (labelled 
a “magic box”) was used to symbolise a physical repre-
sentation of their final prototype. These creative methods 
levelled the playing field and made personal experiences 
accessible in a safe, open environment that fostered trust, 
as well as understanding from the researchers.

It is not only sensitive subjects that were made easier 
to articulate through creative PPI. The communication 
of mundane everyday experiences were also facilitated, 
which were deemed typically ‘unsayable’. This was specifi-
cally given in the context of describing intangible aspects 
of everyday health and wellbeing [11]. Graphic design-
ers can also be used to visually represent the outputs of 
creative PPI. These captured the movement and fluidity 
of people and well as the relationships between them - 
things that cannot be spoken but can be depicted [21].

Creative PPI methods are inclusive
Another strength of creative PPI was that it is inclusive 
and accessible [17, 19, 21]. The safe space it fosters, as 
well as the dismantling of hierarchies, welcomed people 
from a diverse range of backgrounds and provided equal 
opportunities [21], especially for those with communi-
cation and memory difficulties who might be otherwise 
excluded from PPI. Kelemen et al. [19], who used creative 
methods to explore health and well-being in Stoke-on-
Trent, discussed how people from different backgrounds 
came together and connected, discussed and reached a 
consensus over a topic which evoked strong emotions, 
that they all have in common. Individuals said that the 
techniques used “sets people to open up as they are not 
overwhelmed by words”. Similarly, creative activities, 
such as the persona method, have been stated to allow 
people to express themselves in an inclusive environ-
ment using a common language. Kearns et al. [18], who 
used aphasia-accessible material to develop a question-
naire with aphasic individuals, described how they felt 
comfortable in contributing to workshops (although this 
material was time-consuming to make, see ‘Limitations of 
creative PPI’).

Despite the general inclusivity of creative PPI, it can 
also be exclusive, particularly if online mediums are 
used. Fedorowicz et al. [15], used Facebook to cre-
ate a PPI group, and although this may rectify previous 
drawbacks about lack of generalisation of creative meth-
ods (as Facebook can reach a greater number of people, 
globally), it excluded those who are not digitally active 
or have limited internet access or knowledge of technol-
ogy. Online methods have other issues too. Maintaining 
the online group was cited as challenging and the volume 
of responses required researchers to interact outside of 

their working hours. Despite this, online methods like 
Facebook are very accessible for people who are physi-
cally disabled.

Creative PPI methods are engaging
The process of creative PPI is typically more engaging 
and produces more colourful data than traditional meth-
ods [13]. Individuals are permitted and encouraged to 
explore a creative self [19], which can lead to the explo-
ration of new ideas and an overall increased enjoyment 
of the process. This increased engagement is particu-
larly beneficial for younger PPI groups. For example, to 
involve children in the development of health food prod-
ucts, Galler et al. [16] asked 9-12-year-olds to take photos 
of their food and present it to other children in a “show 
and tell” fashion. They then created a newspaper article 
describing a new healthy snack. In this creative focus 
group, children were given lab coats to further their iden-
tity as inventors. Galler et al. [16], notes that the methods 
were highly engaging and facilitated teamwork and group 
learning. This collaborative nature of problem-solving 
was also observed in adults who used personas and cre-
ative worksheets to develop the resource for lower back 
pain [23]. Dementia patients too have been reported to 
enjoy the creative and informal approach to idea genera-
tion [20].

The use of cultural animation allowed people to con-
nect with each other in a way that traditional methods 
do not [19, 21]. These connections were held in place 
by boundary objects, such as ribbons, buttons, fabric 
and picture frames, which symbolised a shared mean-
ing between people and an exchange of knowledge and 
emotion. Asking groups to create an art installation 
using these objects further fostered teamwork and col-
laboration, both at an individual and collective level. 
The exploration of a creative self increased energy levels 
and encouraged productive discussions and problem-
solving [19]. Objects also encouraged a solution-focused 
approach and permitted people to think beyond their 
usual everyday scope [17]. They also allowed facilitators 
to probe deeper about the greater meanings carried by 
the object, which acted as a metaphor [21].

From the researcher’s point of view, co-creative meth-
ods gave rise to ideas they might not have initially con-
sidered. Valaitis et al. [22], found that over 40% of the 
creative outputs were novel ideas brought to light by 
patients, healthcare providers/community care pro-
viders, community service providers and volunteers. 
One researcher commented, “It [the creative methods] 
took me on a journey, in a way that when we do other 
pieces of research it can feel disconnected” [23]. Another 
researcher also stated they could not return to the way 
they used to do research, as they have learnt so much 
about their own health and community and how they are 
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perceived [19]. This demonstrates that creative processes 
not only benefit the project outcomes and the PPI group, 
but also facilitators and researchers. However, although 
engaging, creative methods have been criticised for not 
demonstrating academic rigour [17]. Moreover, creative 
PPI may also be exclusive to people who do not like or 
enjoy creative activities.

Creative PPI methods are cost and time efficient
Creative PPI workshops can often produce output that is 
visible and tangible. This can save time and money in the 
long run as the output is either ready to be implemented 
in a healthcare setting or a first iteration has already been 
developed. This may also offset the time and costs it takes 
to implement creative PPI. For example, the prototype of 
the decision support tool for people with malignant pleu-
ral effusion was developed using personas and creative 
worksheets. The end result was two tangible prototypes 
to drive the initial idea forward as something to be used 
in practice [17]. The use of creative co-design in this case 
saved clinician time as well as the time it would take to 
develop this product without the help of its end-users. 
In the development of this particular prototype, analy-
sis was iterative and informed the next stage of develop-
ment, which again saved time. The same applies for the 
feedback questionnaire for the assessment of ICT deliv-
ered aphasia rehabilitation. The co-created questionnaire, 
designed with people with aphasia, was ready to be used 
in practice [18]. This suggests that to overcome time and 
resource barriers to creative PPI, researchers should aim 
for it to be engaging whilst also producing output.

That useable products are generated during creative 
workshops signals to participating patients and pub-
lic members that they have been listened to and their 
thoughts and opinions acted upon [23]. For example, the 
development of the back pain resource based on patient 
experiences implies that their suggestions were valid and 
valuable. Further, those who participated in the cultural 
animation workshop reported that the process visualises 
change, and that it already feels as though the process of 
change has started [19].

The most cost and time efficient method of creative PPI 
in this review is most likely the use of Facebook to gather 
feedback on project methodology [15]. Although there 
were drawbacks to this, researchers could involve more 
people from a range of geographical areas at little to no 
cost. Feedback was instantaneous and no training was 
required. From the perspective of the PPI group, they 
could interact however much or little they wish with no 
time commitment.

Discussion
This systematic review identified four limitations and five 
strengths to the use of creative PPI in health and social 
care research. Creative PPI is time and resource inten-
sive, can raise ethical issues and lacks generalisability. 
It is also not accepted by the mainstream. These factors 
may act as barriers to the implementation of creative PPI. 
However, creative PPI disrupts traditional power hierar-
chies and creates a safe space for taboo or mundane top-
ics. It is also engaging, inclusive and can be time and cost 
efficient in the long term.

Something that became apparent during data analysis 
was that these are not blanket strengths and limitations of 
creative PPI as a whole. The umbrella term ‘creative PPI’ 
is broad and encapsulates a wide range of activities, rang-
ing from music and poems to prototype development and 
persona-scenarios, to more simplistic things like the use 
of sticky notes and ordering cards. Many different activi-
ties can be deemed ‘creative’ and the strengths and limi-
tations of one does not necessarily apply to another. For 
example, cultural animation takes greater effort to pre-
pare than the use of sticky notes and sorting cards, and 
the use of Facebook is cheaper and wider reaching than 
persona development. Researchers should use their dis-
cretion and weigh up the benefits and drawbacks of each 
method to decide on a technique which suits the project. 
What might be a limitation to creative PPI in one project 
may not be in another. In some cases, creative PPI may 
not be suitable at all.

Furthermore, the choice of creative PPI method also 
depends on the needs and characteristics of the PPI 
group. Children, adults and people living with demen-
tia or language difficulties all have different engagement 
needs and capabilities. This indicates that creative PPI is 
not one size fits all and that the most appropriate method 
will change depending on the composition of the group. 
The choice of method will also be determined by the 
constraints of the research project, namely time, money 
and the research aim. For example, if there are time con-
straints, then a method which yields a lot of data and 
requires a lot of preparation may not be appropriate. If 
generalisation is important, then an online method is 
more suitable. Together this indicates that the choice of 
creative PPI method is highly individualised and depen-
dent on multiple factors.

Although the limitations discussed in this review apply 
to creative PPI, they are not exclusive to creative PPI. 
Ethical issues are a consideration within general PPI 
research, especially when working with more vulnerable 
populations, such as children or adults living with a dis-
ability. It can also be the case that traditional PPI methods 
lack generalisability, as people who volunteer to be part 
of such a group are more likely be older, middle class and 
retired [24]. Most research is vulnerable to this type of 
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bias, however, it is worth noting that generalisation is not 
always a goal and research remains valid and meaningful 
in its absence. Although online methods may somewhat 
combat issues related to generalisability, these methods 
still exclude people who do not have access to the inter-
net/technology or who choose not to use it, implying that 
online PPI methods may not be wholly representative of 
the general population. Saying this, however, the acces-
sibility of creative PPI techniques differs from person 
to person, and for some, online mediums may be more 
accessible (for example for those with a physical disabil-
ity), and for others, this might be face-to-face. To combat 
this, a range of methods should be implemented. Plan-
ning multiple focus group and interviews for traditional 
PPI is also time and resource intensive, however the extra 
resources required to make this creative may be even 
greater. Although, the rich data provided may be worth 
the preparation and analysis time, which is also likely to 
depend on the number of participants and workshop ses-
sions required. PPI, not just creative PPI, often requires 
the provision of a financial incentive, refreshments, park-
ing and accommodation, which increase costs. These, 
however, are imperative and non-negotiable, as they 
increase the accessibility of research, especially to minor-
ity and lower-income groups less likely to participate. 
Adequate funding is also important for co-design stud-
ies where repeated engagement is required. One bar-
rier to implementation, which appears to be exclusive to 
creative methods, however, is that creative methods are 
not mainstream. This cannot be said for traditional PPI 
as this is often a mandatory part of research applications.

Regarding the strengths of creative PPI, it could be 
argued that most appear to be exclusive to creative 
methodologies. These are inclusive by nature as multi-
ple approaches can be taken to evoke ideas from differ-
ent populations - approaches that do not necessarily rely 
on verbal or written communication like interviews and 
focus groups do. Given the anonymity provided by some 
creative methods, such as personas, people may be more 
likely to discuss their personal experiences under the 
guise of a general end-user, which might be more difficult 
to maintain when an interviewer is asking an individual 
questions directly. Additionally, creative methods are by 
nature more engaging and interactive than traditional 
methods, although this is a blanket statement and there 
may be people who find the question-and-answer/group 
discussion format more engaging. Creative methods have 
also been cited to eliminate power imbalances which exist 
in traditional research [12, 13, 17, 19, 23]. These imbal-
ances exist between researchers and policy makers and 
adolescents, adults and the community. Lastly, although 
this may occur to a greater extent in creative methods 
like prototype development, it could be suggested that 
PPI in general – regardless of whether it is creative - is 

more time and cost efficient in the long-term than not 
using any PPI to guide or refine the research process. It 
must be noted that these are observations based on the 
literature. To be certain these differences exist between 
creative and traditional methods of PPI, direct empirical 
evaluation of both should be conducted.

To the best of our knowledge, this is the first review 
to identify the strengths and limitations to creative PPI, 
however, similar literature has identified barriers and 
facilitators to PPI in general. In the context of clinical 
trials, recruitment difficulties were cited as a barrier, as 
well as finding public contributors who were free dur-
ing work/school hours. Trial managers reported finding 
group dynamics difficult to manage and the academic 
environment also made some public contributors feel 
nervous and lacking confidence to speak. Facilitators, 
however, included the shared ownership of the research 
– something that has been identified in the current 
review too. In addition, planning and the provision of 
knowledge, information and communication were also 
identified as facilitators [25]. Other research on the bar-
riers to meaningful PPI in trial oversight committees 
included trialist confusion or scepticism over the PPI 
role and the difficulties in finding PPI members who 
had a basic understanding of research [26]. However, it 
could be argued that this is not representative of the aver-
age patient or public member. The formality of oversight 
meetings and the technical language used also acted as 
a barrier, which may imply that the informal nature of 
creative methods and its lack of dependency on literacy 
skills could overcome this. Further, a review of 42 reviews 
on PPI in health and social care identified financial com-
pensation, resources, training and general support as 
necessary to conduct PPI, much like in the current review 
where the resource intensiveness of creative PPI was 
identified as a limitation. However, others were identified 
too, such as recruitment and representativeness of pub-
lic contributors [27]. Like in the current review, power 
imbalances were also noted, however this was included 
as both a barrier and facilitator. Collaboration seemed to 
diminish hierarchies but not always, as sometimes these 
imbalances remained between public contributors and 
healthcare staff, described as a ‘them and us’ culture [27]. 
Although these studies compliment the findings of the 
current review, a direct comparison cannot be made as 
they do not concern creative methods. However, it does 
suggest that some strengths and weaknesses are shared 
between creative and traditional methods of PPI.

Strengths and limitations of this review
Although a general definition of creative PPI exists, it 
was up to our discretion to decide exactly which activi-
ties were deemed as such for this review. For example, we 
included sorting cards, the use of interactive whiteboards 
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and sticky notes. Other researchers may have a more 
or less stringent criteria. However, two reviewers were 
involved in this decision which aids the reliability of the 
included articles. Further, it may be that some of the 
strengths and limitations cannot fully be attributed to 
the creative nature of the PPI process, but rather their co-
created nature, however this is hard to disentangle as the 
included papers involved both these aspects.

During screening, it was difficult to decide whether the 
article was utilising creative qualitative methodology or 
creative PPI, as it was often not explicitly labelled as such. 
Regardless, both approaches involved the public/patients 
refining a healthcare product/service. This implies that 
if this review were to be replicated, others may do it dif-
ferently. This may call for greater standardisation in the 
reporting of the public’s involvement in research. For 
example, the NIHR outlines different approaches to PPI, 
namely “consultation”, “collaboration”, “co-production” 
and “user-controlled”, which each signify an increased 
level of public power and influence [28]. Papers with ele-
ments of PPI could use these labels to clarify the extent of 
public involvement, or even explicitly state that there was 
no PPI. Further, given our decision to include only schol-
arly peer-reviewed literature, it is possible that data were 
missed within the grey literature. Similarly, the literature 
search will not have identified all papers relating to differ-
ent types of accessible inclusion. However, the intent of 
the review was to focus solely on those within the defini-
tion of creative.

This review fills a gap in the literature and helps circu-
late and promote the concept of creative PPI. Each stage 
of this review, namely screening and quality appraisal, 
was conducted by two independent reviewers. However, 
four full texts could not be accessed during the full text 
reading stage, meaning there are missing data that could 
have altered or contributed to the findings of this review.

Research recommendations
Given that creative PPI can require effort to prepare, per-
form and analyse, sufficient time and funding should be 
allocated in the research protocol to enable meaningful 
and continuous PPI. This is worthwhile as PPI can signifi-
cantly change the research output so that it aligns closely 
with the needs of the group it is to benefit. Researchers 
should also consider prototype development as a creative 
PPI activity as this might reduce future time/resource 
constraints. Shifting from a top-down approach within 
research to a bottom-up can be advantageous to all 
stakeholders and can help move creative PPI towards the 
mainstream. This, however, is the collective responsibility 
of funding bodies, universities and researchers, as well as 
committees who approve research bids.

A few of the included studies used creative techniques 
alongside traditional methods, such as interviews, which 

could also be used as a hybrid method of PPI, perhaps by 
researchers who are unfamiliar with creative techniques 
or to those who wish to reap the benefits of both. Often 
the characteristics of the PPI group were not included, 
including age, gender and ethnicity. It would be useful 
to include such information to assess how representative 
the PPI group is of the population of interest.

Conclusion
Creative PPI is a relatively novel approach of engaging 
the public and patients in research and it has both advan-
tages and disadvantages compared to more traditional 
methods. There are many approaches to implementing 
creative PPI and the choice of technique will be unique 
to each piece of research and is reliant on several factors. 
These include the age and ability of the PPI group as well 
as the resource limitations of the project. Each method 
has benefits and drawbacks, which should be considered 
at the protocol-writing stage. However, given adequate 
funding, time and planning, creative PPI is a worthwhile 
and engaging method of generating ideas with end-users 
of research – ideas which may not be otherwise gener-
ated using traditional methods.
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