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Questions to answer through the review 
 

• What evidence is there about 

how co‑production is used to 

improve the quality of services and 

people’s experience of care? 

• What makes co‑production successful? 

• What are the challenges and 

barriers in using co‑production to 

improve quality of services and 

people’s experience of care? 

• How does co‑production work in 

different settings/situations, 

and for different groups? 
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How the papers were selected 

Inclusion criteria 

Co‑production (and related terms) as the 

main intervention that clearly reflects 

the following elements/activities: 

• Equal relationship/working between 

people with lived experience 

(service users and family/carers) 

and those with learnt experience 

(service providers, professionals) 

• Services are designed, commissioned 

and/or delivered in equal 

partnership by all parties 

• Activities result in benefits enjoyed 

by whole communities, groups, 

and/or a service and not just 

individual/personal benefit only 

• Papers from 2008 ‑ 2020 

Exclusion criteria 

Unclear understanding of what the 

paper means by co‑production or 

related terms, or the terms used 

does not clearly reflect the inclusion 

criteria elements/activities ‑ e.g. 

• The relationship between service 

users and providers is not equal 

• Activities undertaken by individuals 

for their own benefit (e.g. self care/ 

management, improve own health, 

or improve own experience of care) 

and not whole service delivery or 

community/groups benefit 

• Co‑produced research or evaluation of a 

service/intervention but the design, 

commissioning or delivery of the 

service/intervention is not co‑produced 
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Numbers and types of papers gathered 

Inclusion criteria 

Lots of interest in co‑production and related concepts 

in both peer‑reviewed and grey* literature 

• 64 papers selected after full text 

reviewed: 37 in UK, 11 in USA and 

Canada, 3 in Australia, and 13 from 

other countries 

• Type of publication: 10 grey literature, 

54 journal articles 

• Type of literature: 8 case studies, 

6 position/discussion papers, 3 literature 

reviews, 3 practical guidelines 

• Type of service: 13 in multiple/ 

mixed settings, 12 in acute care; 

7 in mental health, 4 in primary care, 

3 in paediatrics and maternity 
 
 
 
 
 
 
 

*Information produced outside of normal 

publishing and distribution channels e.g. 

policy documents, internal documents etc. 
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Overview of available literature 

Co‑production is often used loosely 

to cover a range of related concepts, 

however, 6 core principles are common 

1. There is no single, universal model of 

co‑production and the way co‑produc‑ 

tion is done varies in each situation 

depending on the task, context and the 

people involved 

2. Improved experience is consistently 

seen as a result of the co‑production 

approach, alongside improved efficien‑ 

cy and improved clinical outcomes 

3. In many cases, service improvement 

based on patient experience is not 

often a priority, and the extent of 

integration of patient experiences in 

service improvement is often unclear 

4. Experience‑based codesign (EBCD) 

and the Always Events® are the only 

two approaches to co‑production that 

emphasise the systematic collection 

and use of patient experiences to 

improve health care services 

5. Common to both approaches is the 

identification of touchpoints based 

on participant’s real experiences that 

are translated into service‑specific 

improvement priorities 

6. The alignment of quality improvement 

and co‑production is influenced by: 

system level factors; organisation 

requirements; point of care 

requirements and valuing different 

forms of evidence 

5 
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How co-production is 
described in the literature 

 

Co‑production is often used 

loosely in the literature to cover 

a range of related concepts 

• No single, agreed model of 

co‑production – the way co‑production is 

done does vary in each situation 

depending on the task, context and the 

people involved (MH-Co-production 

guide 2016; Spencer et al 2013) 

• It involves citizens, communities, and 

the professionals who support them, 

pooling their expertise to deliver more 

effective and sustainable outcomes 

and an improved experience for all 

involved (Spencer et al 2013) 

• In healthcare, this entails direct 

involvement of people using the 

service in defining the need or 

problem, designing the solution, 

delivering it, and evaluating it, in 

partnership with the people who 

provide the service (Wiig et al 2013) 

• This idea of deliberate and active 

participation of patients in quality 

improvement has become an 

accepted part of attempts to improve 

healthcare services (Wiig et al 2013) 

There is a wide variation used in the 

literature to describe co‑production and the 

related practices of cocreation and codesign 

• Including among others: ‘collaborative 

service improvement’, ‘participatory 

quality improvement interventions’, 

‘patient collaborators’, ‘patient leadership’, 

‘patient and public involvement’ 

(PPI)’ and ‘patient‑centredness 

• These different terms describe different 

extents of participation of people with 

lived experience to improve services and 

experience of care at different levels 

within the health and care system: 

-At the clinical services level, 
individuals with lived experience 

are codesigning their personalised 

care and wellbeing pathways 

-At the organisational level, whole 
services are mobilising the skills and 

capacity of people with lived experience 

to deliver service improvements 

-At the system level, local healthcare 
systems are working with people 

to cocreate the system conditions 

for service transformation 

 

Defining 

Co-production 
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Putting people’s experience at 
the heart of service redesign 

 

There is agreement that people’s 

experience will improve as a result of 

co‑production, however, this outcome 

is not often systematically designed 

into the co‑production process 

• Improved experience is consistently 

seen as a result of participatory 

approaches (Kohler et al 2017) 

• A key motivation for the drive for better 

patient involvement is to use patient 

experiences as an outcome measure 

for improving quality (Wiig et al 2013) 

• The way co‑production is used as 

reported in the literature suggest that 

in many cases, service improvement 

based on patient experience is not 

often emphasised and the extent of 

how patient experiences are used in 

service improvement is often unclear. 

 
 
 
 
 
 

 

Experience 

• Two approaches emphasise the systematic 

collection and use of patient experiences 

to improve health care services 

-Experience‑based codesign (EBCD) 

-Always Events® 

• Both approaches have been 

researched to varying degrees 

-EBCD was the topic of interest for 
20 of the papers reviewed. 4 papers 
discussed the Always Event approach 

-Typically qualitative methods have been 
used in the research of co‑production 

but there is little on outcomes and long‑term 

impacts of the approach 

-There was very little focus on the 
service users’ feedback on their expe‑ 

rience of the co‑production process 

• Several very good toolkits providing 

practical guidance for implementing 

these approaches are available, e.g. Point 

of Care Foundation EBCD toolkit; NHS I 

EBD Toolkit; IHI Always Events Toolkit 

of Care 7 



    

 
 

 
EBCD and Always Events® 

The distinctive features of the EBCD and 

Always Events approaches include: 

• Giving most importance to the 

experiences of people using and 

providing services ‑ There is a focus 

on the specific experiences of people 

as they move through and interact 

with different parts of a service with 

the aim of designing experiences as 

opposed to systems or processes 

• Emphasises the partnership and 

shared leadership between people 

using and providing services ‑ People 

with lived experience work collectively 

and collaboratively with the staff 

to identify and agree improvement 

priorities, devise effective solutions, and 

implement changes in a systematic way 
 

Experience 
of Care 
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What influences the systematic 
alignment of quality improvement (QI), 
experience of care and co-production? 
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Summary overview: 
Influencing factors for alignment of QI, 
experience of care and co-production 

System level 

National and organisational drivers 

have focused on performance and 

efficiency improvements 

• Give attention to improvements in 

people’s experience and not just focus 

on clinical outcomes 

Organisation requirements 

Strong senior leadership commitment and 

sponsorship of QI and co-production 

• Leaders need to be open to rapidly 

translating co‑production outputs into 

strategic decision making 

• Leaders need to provide sufficient 

dedicated time and resourcing for 

service redesign 

Identify and build capacity 

• Address preconceptions about the 

capacity and motivation of people 

with lived experience to contribute to 

improvement 

• Develop people’s capacity and 

confidence to engage in co‑production 

• Identify and address resistance to 

change 

Point of care requirements 

Engage the right people at the right time 

• Ensure early involvement and genuine 

partnership to identify and shape the 

changes 

• Ensure relevant communities have a say 

in prioritising and shaping 

Communicate openly and 

formalise participants’ roles 

• Create a non‑hierarchical structure 

• Clearly define roles and responsibilities 

Make it easy for people to contribute, be 

valued and have their input respected 

• Consider formal facilitation of the 

co‑production process 

• Pay attention to the group and power 

dynamics 

Share responsibility for delivery 

of the changes/outcomes 

• Invest in participants’ — nurture 

confidence to co‑deliver improvements 

Valuing all 

Co-production values different forms 

of knowledge and evidence 

• See qualitative, narrative and 

storytelling approaches as having 

equal value to traditional, quantitative 

evidence. Value all perspectives 
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Understanding the system level 
factors that influence co-production 

National and organisational 

drivers for efficiency 

improvements 

Excellence in clinical care focuses 

on improving efficiency and clinical 

outcomes but often without due 

consideration to how it feels to both 

receive and deliver the care to achieve 

those clinical outcomes and efficiency 

improvements. The current emphasis 

for health systems is on improving the 

process of care, and this has resulted 

in massive gains resulting in more rapid 

referral, diagnosis and treatment. However, 

a good process does not necessarily 

provide a good experience for people, 

their families or staff (Pickles et al 2009) 

‘Existing national targets have tended to 

focus energy on underperformance in 

operational efficiency, at the expense of 

underperformance in the transformation 

of people’s lives’ (NESTA 2013) 

Services are often required to meet core 

targets, standards and best practice which 

emphasise objective processes aiming to 

increase efficiency and improve clinical 

outcomes. Therefore, those with strategic 

responsibilities to the organisation, tend 

to emphasise objective processes over 

the subjective experience of people with 

lived experience. However, “achieving 

performance targets and regulatory 

judgements comes as a result of tailoring 

improvement to where the value lies in an 

organisation. For example in organisations 

where external targets were subordinated 

to their QI priorities (their ‘true north’), 

this has led to improvements against the 

targets as a consequence” (CQC 2018) 
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Recommendations in blue text 
 
 

 

Influencing factors for alignment of QI, 
experience of care and co-production 

1. Strong senior leadership 

commitment and sponsorship 

Be open to rapidly translate co‑production 

outputs into strategic decision making 

Leadership action has been shown to help 

align the findings or recommendations 

from the co‑production process 

and ensure that they are advanced 

within the organisation’s relevant 

strategic plans and policies 

Teams need to be able to make quick 

adaptations and modifications as their 

work progresses. Hence it is necessary 

to cut off unnecessary layers of 

bureaucracy that may hinder translation 

of outputs into decision making 

Establish mechanisms and clear plans 

to act on issues raised and to continue 

involvement and where possible, 

demonstrate progress occurring between 

meetings (Bombard et al 2018) 

Provide sufficient dedicated time and 

resourcing for service redesign 

Provide adequate support, resources 

or managerial authority to bring about 

changes which reflect the priorities that 

have been identified (Clarke et al 2017) 

Recognise that engaging people with 

professional and lived experience as 

co‑productive partners can be complex 

and requires time to do properly 

Traditionally when staff undertake 

co‑production they see this as separate 

activity often in addition to usual 

clinical or managerial roles. Hence 

staff’s frustration at the expectation 

that they might be expected to 

undertake co‑production work in 

their own time, and that additional 

support was often not provided by 

more senior staff (Clarke et al 2017) 
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Influencing factors for alignment of QI, 
experience of care and co-production 

2. Identify and address 

misconceptions and resistance 

to change 

Address preconceptions about the capacity 

and motivation of people with lived 

experience to contribute to improvement 

The slow adoption of participatory 

approaches may reflect a reluctance 

among providers, many of whom do not see 

people with lived experience as capable 

of contributing to decisions that require 

professional expertise (Baker et al 2016) 

Studies show many clinical and managerial 

staff did not perceive people with lived 

experience and their families as well placed, 

at a strategic level, to assist in major 

redesign initiatives (Lord & Gale 2014) 

Staff assume the local population do 

not really understand how the health 

system works, and therefore, do not have 

sufficient knowledge and expertise to 

contribute usefully to service redesign 

(Lord & Gale 2014) 

“Challenges were experienced in convincing 

staff to join the project, as some physicians 

feared being criticized by patients on their 

care delivery. To overcome this barrier, 

much effort was put into talking with 

healthcare professionals and emphasizing 

the project’s goal” (Vennik et al 2016) 

Develop capacity and confidence 

to engage in co‑production 

As equal partners in QI, people with lived 

experience need to be recruited based on 

suitable skills and behaviours, and given 

necessary training and development to 

support improvement work (CQC 2018) 

Provide training, support and guidance to 

staff on how to engage with people with lived 

experience in true co‑production, including 

guidance on the role people with lived 

experience play in this approach. Training 

should also address professional’s beliefs 

about the relevance and representativeness 

of individual patient experiences, and their 

capacity to contribute to improvement 
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Creating the conditions for genuine 
co-production at point of care 

1. Engage the right people 

at the right time 

Ensure early involvement and 

genuine partnership to identify 

and shape the changes 

Having patients involved early means 

that their experiences and requirements 

can be taken into account at the 

start of the process and therefore 

help shape the planned work 

Early involvement also means patients are 

more likely to have a clear understanding 

of the project’s aims and objectives, 

together with the strategies that would 

be used to achieve them, and so will 

be better able to work alongside other 

team members (Armstrong et al 2013) 

Early staff buy‑in is also fundamental: 

Clinical, management and administrative 

staff are busy people, yet their involvement 

in co‑production work is vital. Staff atten‑ 

dance at workshops with patients gives 

them a unique opportunity to understand 

patients’ experiences in a different way 

 
 

Point of Care 

Ensure relevant communities have a say 

in prioritising and shaping the changes 

It is acknowledged that self‑selecting 

patients may not be representative 

of the patient population more 

generally. Specific methods should 

be considered to target involvement 

across the patient spectrum 

Organisations should be proactive 

in reaching out to patients, making 

a conscious effort to engage with 

harder to hear communities. They 

should use different means of 

communication to reach different 

groups (McNally et al 2015) 

Studies stressed the importance of 

ensuring diversity and representation 

consistent with the broader population 

across different backgrounds and skills 

and recruitment approaches weighed 

against the potential for introducing 

biases or including self‑selected 

participants (Bombard et al 2018) 
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Creating the conditions for genuine 
co-production at point of care 

2. Explicit effort to 

communicate openly and 

formalise participants’ roles 

Create a non‑hierarchical structure 

Patients value openness and effort to 

generate a ‘level playing field’ which 

means their views are not regarded as any 

less or more important than anyone else’s 

In a supportive, workshop environment 

where staff and patients are equal, 

patients will often open up and share 

their perspectives in a way they 

would never do in the clinic room 

When there is a difference of opinion 

within the group, patients should be 

expected to engage in discussion and 

debate as much as anyone else 

Clearly define roles and responsibilities 

Ensure clear roles and responsibilities 

for patients, making certain that their 

involvement is meaningful, is oriented 

toward decisions, not just interactions, 

and is value based (Baker et al 2016) 

“Different roles suited particular 

individuals, with participants stepping 

in and out of the co-design process at 

various stages as suited their needs, 

capacities and skills” (Boaz et al 2016) 

Be flexible about the role patients 

can play and tailor to the project’s 

context, allowing patients to develop 

these roles and responsibilities 

themselves where appropriate 

Clearly define what patients will 

contribute, and how they will work 

with other team members to achieve 

the project’s aims. Ensure patients 

have the qualities and skills congruent 

with the chosen activities 

 

Point of Care 
Requirements 15 



 

 
 
 

Creating the conditions for genuine 
co-production at point of care 

3. Make it easy for people to 

contribute and extend value 

and respect for people’s input 

Consider formal facilitation of the process 

Patient engagement is likely to 

require support and facilitation to 

ensure that patients can play a 

meaningful role as partners and co‑ 

designers in service improvement and 

implementation (Boaz et al 2016) 

Studies reported that in projects where 

facilitators were engaged formally, 

it was more likely that the projects 

maintained momentum and were 

delivered as planned, engaged and 

retained participants and generated 

concrete examples of areas where service 

users’ experiences could be improved 

“External facilitation catalysed receptive 

contexts that encouraged user 

involvement by creating a positive working 

environment with mutual respect and 

equal partnership” (Bombard et al 2018) 

Pay attention to the group 

and power dynamics 

The influence of social context, the 

various alliances that were formed 

between participants and the rigidity 

with which they adhered to their roles as 

practice staff or as patients often affected 

how participants responded to each 

other and the moderator’s suggestions 

for change (Litchfield et al 2018) 

The degree to which patients were 

comfortable in sharing their views and 

experiences can vary according to the 

dynamics of the particular group 

The willingness to adopt or accept the 

perspectives of other stakeholders is the 

key rationale that underpins co‑design 
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Creating the conditions for genuine 
co-production at point of care 

4. Share responsibility 

for delivery of the 

changes/outcomes 

Build confidence to co‑deliver 

the improvements 

It is important to gain an understanding 

of patients’ current knowledge and 

skills and to provide opportunities 

for patients to acquire new skills 

and gain confidence in service and 

quality improvement. Recognise the 

times when patients feel that they are 

not responsible for certain aspects 

of the process or its implementation, 

and challenge assumptions about 

patients’ perceived lack of knowledge 

or willingness to co‑produce. 

“Patients sometimes felt that they did 

not have anything more to contribute, 

when they feel the change process had 

become too technical and subsequent 

implementation should be the 

responsibility of staff” (Boaz et al 2016) 

Not all quality improvement work claiming 

to be co‑produced actually is: “although 

improvement decisions were made by 

both patients and staff, the inclusion of 

patients in the implementation process 

depended on the improvement theme. In 

practice it meant that patients were not 

involved when it was felt that they had 

too little knowledge about the subject; 

when it concerned physicians’ behaviour; 

when it was thought that involvement 

was too much to ask from patients; and 

when it seemed more effective to only 

check afterwards whether patients 

positively evaluated the changes 

made” (Vennik et al 2016). Also, when 

healthcare professionals thought they 

already had enough input from patients 

on how to make improvements, patients 

were not involved (Vennik et al 2016). 
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Capturing the evidence 
and impact of co-production 

Co-production requires 

collecting, using and valuing 

different forms of evidence 

Patient experience is a complex concept 

not easily reducible to metrics. In 

spite of this, the tendency is to collect 

quantitative data to assess progress 

on “patient experience”, even when 

the complexity and qualitative nature 

of patient experience is openly 

acknowledged (Lord & Gale 2014) 

Ironically, the challenge of assessing 

patient experience is sometimes 

used rhetorically to undermine the 

value of assessing patient experience 

because the measures used are not 

seen as valid or reproducible in other 

situations (Lord & Gale 2014) 

Narrative evidence is often thought 

of as being less valuable than data 

sets from large cohorts of patients, 

but in fact these stories provide more 

nuanced and powerful information 

about what really does and doesn’t work. 

Evidence from patients that services 

really make a different to their lives is 

difficult to argue with (NESTA 2013) 

Many NHS organisations struggle to 

analyse qualitative feedback such 

as stories and are more comfortable 

with quantitative analysis and data 

such as survey results. Equally valuing 

qualitative feedback and quantitative 

evidence is a significant shift in 

thinking that the system is just starting 

to make (McNally et al 2015) 

It is important to think about what 

will be measured and how at the start 

and throughout the co‑production 

process. Also, measurement tools 

should, in their own right, be designed 

to create the right experience, as well 

as gathering useful data (NHSI 2009) 
 

Valuing All 18 



 

 
 
 
 
 
 
 

 

Links in pink are open access 

Links in blue can be accessed via 

subscription or library services 

 
Armstrong, N., Herbert, G., Aveling, E.‑L., 

Dixon‑Woods, M. and Martin, G. (2013), 

Optimizing patient involvement in quality 

improvement. Health Expectations, 

16: e36–e47. doi: 10.1111/hex.12039 From 

<https://onlinelibrary.wiley.com/doi/ 

full/10.1111/hex.12039> 

Baker, G. R., Fancott, C., Judd, M. and 

O’Connor, P. (2016) ‘Expanding patient 

engagement in quality improvement 

and health system redesign’, Healthcare 

Management Forum, 29(5), pp. 176‑182. 

DOI: 10.1177/0840470416645601 URL: 

<https://www.scopus.com/inward/record. 

uri?eid=2‑s2.0‑84984914669&doi=10.11 

77%2f0840470416645601&partnerID=4 

0&md5=269f1d1aba3f94475ea0e11944c 

e1e45> 

Batalden, P., 2018. Getting more 

health from healthcare: quality 

improvement must acknowledge patient 

co‑production—an essay by Paul Batalden. 

BMJ, 362, p.k3617. <https:// 

www.bmj.com/content/362/bmj.k3617> 

Batalden, M., Batalden, P., Margolis, P., 

Seid, M., Armstrong, G., Opipari‑Arrigan, 

L. and Hartung, H. (2016) ‘Co‑production 

of healthcare service’, BMJ Quality and 

Safety, 25(7), pp. 509‑517. <http://dx.doi. 

org/10.1136/bmjqs‑2015‑004315> 

 
 

 

References 
and Links 

 

 
Bertrand, D. P., Minguet, G., Gagnayre, 

R. and Lombrail, P. (2018) ‘Lessons from 

patient and parent involvement (P&PI) in 

a quality improvement program in cystic 

fibrosis care in France’, Orphanet Journal 

of Rare Diseases, 13. <http://dx.doi. 

org/10.1186/s13023‑017‑0751‑9> 

Boaz, A., Glenn, R., Locock, L., Sturmey, 

G., Gager, M., Vougioukalou, S., Ziebland, 

S. and Fielden, J. (2016) ‘What patients 

do and their impact on implementation’, 

Journal of Health Organization and 

Management, 30(2), pp. 258‑278. 

DOI: <http://dx.doi.org/10.1108/JHOM‑ 

02‑2015‑0027> 

Bombard, Y., Baker, G. R., Orlando, E., 

Fancott, C., Bhatia, P., Casalino, S., Onate, 

K., Denis, J. L. and Pomey, M. P. (2018) 

‘Engaging patients to improve quality of 

care: A systematic review’, Implementation 

Science, 13(1). URL: <https://www.scopus. 

com/inward/record.uri?eid=2‑s2.0‑ 

85050465259&doi=10.1186%2fs13012‑ 

018‑0784‑z&partnerID=40&md5=b21fe75  

9caa4285a22ab8bc308f523ad> 

Boyd H, McKernon S, Mullin B, Old 

A. (2012) Improving healthcare 

through the use of co‑design. N 

Z Med J. 2012;125(1357):76–87 

<https://assets‑global.website‑files. 

com/5e332a62c703f653182faf47/ 

5e332a62c703f6f7f92fde06_boyd.pdf> 

http://www.scopus.com/inward/record
http://www.scopus.com/inward/record
http://www.bmj.com/content/362/bmj.k3617
http://dx.doi/
http://dx.doi/
http://dx.doi/
http://dx.doi/
http://dx.doi.org/10.1108/JHOM
http://dx.doi.org/10.1108/JHOM


 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

Canfield, C. (2018) ‘The Capacity for 

Patient Engagement: What Patient 

Experiences Tell Us About What’s Ahead’, 

Healthcare quarterly (Toronto, Ont.), 

21(SP), pp. 68‑72. <https://www.scopus. 

com/inward/record.uri?eid=2‑s2.0‑8505 

8875308&doi=10.12927%2fhcq.2018.25 

635&partnerID=40&md5=97261571d72a  

cd95253a68ae0c351485> 

Clarke, D., Jones, F., Harris, R., Robert, G. 

and Collaborative Rehabil, E. (2017) ‘What 

outcomes are associated with developing 

and implementing co‑produced 

interventions in acute healthcare 

settings? A rapid evidence synthesis’, Bmj 

Open, 7(7). <http://dx.doi.org/10.1136/ 

bmjopen‑2016‑014650> 

Ciasullo, M. V., Cosimato, S., Palumbo, R., 

& Storlazzi, A. (2017). Value Co‑creation 

in the Health Service Ecosystems: 

The Enabling Role of Institutional 

Arrangements. International Business 

Research, 10(12), 222. <http://www. 

ccsenet.org/journal/index.php/ibr/article/ 

view/71209> 

CQC (2018) Quality improvement in 

Hospital Trusts (September 2018) 

<https://www.cqc.org.uk/sites/default/ 

files/20180911_QI_hospitals_FINAL.pdf> 

 
 

 

References 
and Links 

Curwen, A., Fernandes, J., Howison, R. et 

al. (2019) Exploring experiences of people 

participation activities in a British national 

health service trust: a service user‑led 

research project. Res Involv Engagem 5, 

5 (2019) <https://researchinvolvement. 

biomedcentral.com/articles/10.1186/ 

s40900‑019‑0140‑8> 

Davis, S. F., Silvester, A., Barnett, D., 

Farndon, L. and Ismail, M. (2019) ‘Hearing 

the voices of older adult patients: 

Processes and findings to inform health 

services research’, Research Involvement 

and Engagement, 5(1). URL: <https:// 

researchinvolvement.biomedcentral.com/ 

articles/10.1186/s40900‑019‑0143‑5> 

Dent, N. (2019) ‘Appreciating collaborative 

service improvement – a case study on 

using appreciative inquiry methodology 

in co‑production in mental health’, Mental 

Health and Social Inclusion, 23(3), pp. 

105‑111. <http://dx.doi.org/10.1108/MHSI‑ 

04‑2019‑0010> 

Doyle C, Lennox L, Bell D. A systematic 

review of evidence on the links 

between patient experience and clinical 

safety and effectiveness. BMJ Open 

2013 <http://dx.doi.org/10.1136/ 

bmjopen‑2012‑001570> 

http://dx.doi.org/10.1136/
http://dx.doi.org/10.1136/
http://www/
http://www/
http://www.cqc.org.uk/sites/default/
http://www.cqc.org.uk/sites/default/
http://dx.doi.org/10.1108/MHSI
http://dx.doi.org/10.1108/MHSI
http://dx.doi.org/10.1136/
http://dx.doi.org/10.1136/


 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 

 
Fairlie, S. (2015) ‘W: A personal journey’, 

Mental Health Review Journal, 20(4), 

pp. 267‑278. DOI: 10.1108/MHRJ‑06‑ 

2014‑0021 URL: <https://www.scopus. 

com/inward/record.uri?eid=2‑s2.0‑ 

84948146763&doi=10.1108%2fMHRJ‑ 

06‑2014‑0021&partnerID=40&md5=1666  

36b7c55ef6be44710ad1cfb36840> 

Fisher, K. A., Smith, K. M., Gallagher, T. 

H., Huang, J. C., Borton, J. C. and Mazor, 

K. M. (2019) ‘We want to know: Patient 

comfort speaking up about breakdowns in 

care and patient experience’, BMJ Quality 

and Safety, 28(3), pp. 190‑197. <https:// 

www.ncbi.nlm.nih.gov/pmc/articles/ 

PMC6449036/> 

Fradgley, E. A., Paul, C. L., Bryant, J., 

Collins, N., Ackland, S. P., Bellamy, D. 

and Levi, C. R. (2016) ‘Collaborative 

Patient‑Centered Quality Improvement’, 

Evaluation & the Health Professions, 

39(4), pp. 475‑495. <http://dx.doi. 

org/10.1177/0163278716659524> 

 
 
 
 

References 
and Links 

Groene, O., Klazinga, N., Wagner, C., 

Arah, O. A., Thompson, A., Bruneau, 

C., Sunol, R. and Deepening our 

Understanding of Quality Improvement in 

Europe Research, P. (2010) ‘Investigating 

organizational quality improvement 

systems, patient empowerment, 

organizational culture, professional 

involvement and the quality of care in 

European hospitals: the ‘Deepening our 

Understanding of Quality Improvement 

in Europe (DUQuE)’ project’, BMC Health 

Services Research, 10, pp. 281. <https:// 

www.ncbi.nlm.nih.gov/pmc/articles/ 

PMC2949856/> 

Groene, O., Arah, O. A., Klazinga, N. S., 

Wagner, C., Bartels, P. D., Kristensen, S., 

Saillour, F., Thompson, A., Thompson, C. 

A., Pfaff, H., DerSarkissian, M. and Sunol, 

R. (2015) ‘Patient Experience Shows 

Little Relationship with Hospital Quality 

Management Strategies’, PloS one, 10(7), 

pp. e0131805. <https://doi.org/10.1371/ 

journal.pone.0131805/> 

Grogan, A., Coughlan, M., O’ Mahony, B. 

and McKee, G. (2012) ‘The development 

of a patient partnership programme and 

its impact on quality improvements in a 

comprehensive haemophilia care service’, 

Haemophilia, 18(6), pp. 875‑880. <https:// 

pubmed.ncbi.nlm.nih.gov/22681411/> 

http://www.ncbi.nlm.nih.gov/pmc/articles/
http://dx.doi/
http://dx.doi/
http://www.ncbi.nlm.nih.gov/pmc/articles/


 

 
 
 
 
 
 
 
 
 
 
 
 

Gustavsson, S., Gremyr, I. and Kenne 

Sarenmalm, E. (2016) ‘Designing 

quality of care ‑ contributions from 

parents: Parents’ experiences of care 

processes in paediatric care and their 

contribution to improvements of the care 

process in collaboration with healthcare 

professionals’, Journal of Clinical Nursing, 

25(5‑6), pp. 742‑751. URL: <https://www. 

scopus.com/inward/record.uri?eid=2‑ 

s2.0‑84958104849&doi=10.1111%2fjocn.  

13050&partnerID=40&md5=0a01952e68  

e016b3f2422e9094f1df1a> 

Gustavsson, S. M. K. (2014) 

‘Improvements in neonatal care; 

using experience‑based co‑design’, 

International Journal of Health Care 

Quality Assurance, 27(5), pp. 427‑ 

438. URL: <https://www.scopus. 

com/inward/record.uri?eid=2‑s2.0‑ 

84906536190&doi=10.1108%2fIJHCQA‑ 

02‑2013‑0016&partnerID=40&md5=b758  

cb007269d2da75c30600ddd92f2e> 

Haigh, C. A. (2008) ‘Exploring the 

evidence base of patient involvement in 

the management of health care services’, 

Journal of Nursing Management, 16(4), 

pp. 452‑62. <https://www.researchgate. 

net/publication/5447956_Exploring_the_ 

evidence_base_of_patient_involvement_ 

in_the_management_of_health_care_ 

services> 

 
 

 

References 
and Links 

 
 
 
 

 
Han, E., Hudson Scholle, S., Morton, S., 

Bechtel, C. and Kessler, R. (2013) ‘Survey 

shows that fewer than a third of patient‑ 

centered medical home practices engage 

patients in quality improvement’, Health 

Affairs, 32(2), pp. 368‑75. <https://www. 

ncbi.nlm.nih.gov/pubmed/23381530> 

Holland-Hart, D. M., Addis, S. M., 

Edwards, A., Kenkre, J. E., & Wood, F. 

(2019). Co‑production and health: Public 

and clinicians’ perceptions of the barriers 

and facilitators. Health Expectations, 

22(1), 93–101. <https://doi.org/10.1111/ 

hex.12834> 

Iedema, R., Merrick, E., Piper, D., Britton, 

K., Gray, J., Verma, R. and Manning, 

N. (2010) ‘Codesigning as a Discursive 

Practice in Emergency Health Services: 

The Architecture of Deliberation’, The 

Journal of Applied Behavioral Science, 

46(1), pp. 73‑91. DOI: <http://dx.doi. 

org/10.1177/0021886309357544> 

IHI (2016). Always Events® Toolkit. 

Retrieved from <https://www.england.nhs. 

uk/wp‑content/uploads/2016/12/always‑ 

events‑toolkit‑v6.pdf> 

http://www/
http://www/
http://www/
http://www/
http://dx.doi/
http://dx.doi/
http://www.england.nhs/
http://www.england.nhs/


 

 
 
 
 
 
 
 
 
 
 
 
 

ImRoc. (2017). Co‑Production – Sharing 

Our Experiences, Reflecting On Our 

Learning. Retrieved from <https://imroc. 

org/wp‑content/uploads/2017/10/ 

ImROC‑co‑pro‑briefing‑FINAL‑3.pdf> 

Israilov, S. and Cho, H. J. (2017) ‘How 

Co‑Creation Helped Address Hierarchy, 

Overwhelmed Patients, and Conflicts 

of Interest in Health Care Quality and 

Safety’, AMA Journal of Ethics, 19(11), 

pp. 1139‑1145. <https://journalofethics. 

ama‑assn.org/article/how‑co‑creation‑ 

helped‑address‑hierarchy‑overwhelmed‑  

patients‑and‑conflicts‑interest‑health‑ 

care/2017‑11> 

Johnson, K. E., Mroz, T. M., Abraham, 

M., Figueroa Gray, M., Minniti, M., Nickel, 

W., Reid, R., Sweeney, J., Frosch, D. L., 

Ness, D. L. and Hsu, C. (2016) ‘Promoting 

Patient and Family Partnerships in 

Ambulatory Care Improvement: A 

Narrative Review and Focus Group 

Findings’, Advances in Therapy, 33(8), pp. 

1417‑39. <https://www.ncbi.nlm.nih.gov/ 

pmc/articles/PMC4969329/> 

Kates, N., Hutchison, B., O’Brien, 

P., Fraser, B., Wheeler, S. and 

Chapman, C. (2012) ‘Framework for 

advancing improvement in primary 

care’, Healthcarepapers, 12(2), pp. 

8‑21. <https://www.ncbi.nlm.nih.gov/ 

pubmed/22842927> 

 
 

 

References 
and Links 

 

Knowles, S., Hays, R., Senra, H., Bower, 

P., Locock, L., Protheroe, J., Sanders, 

C. and Gavin, D. W. (2018) ‘Empowering 

people to help speak up about safety in 

primary care: Using codesign to involve 

patients and professionals in developing 

new interventions for patients with 

multimorbidity’, Health Expectations, 

21(2), pp. 539‑548. DOI: <http://dx.doi. 

org/10.1111/hex.12648> 

Kohler, G., Sampalli, T., Ryer, A., Porter, 

J., Wood, L., Bedford, L., Higgins‑Bowser, 

I., Edwards, L., Christian, E., Dunn, S., 

Gibson, R., Ryan Carson, S., Vallis, 

M., Zed, J., Tugwell, B., Van Zoost, 

C., Canfield, C. and Rivoire, E. (2017) 

‘Bringing Value‑Based Perspectives 

to Care: Including Patient and Family 

Members in Decision‑Making Processes’, 

International Journal of Health Policy & 

Management, 6(11), pp. 661‑668. <https:// 

www.ncbi.nlm.nih.gov/pmc/articles/ 

PMC5675584/> 

Liang, L., Cako, A., Urquhart, R., 

Straus, S. E., Wodchis, W. P., Baker, G. 

R. and Gagliardi, A. R. (2018) ‘Patient 

engagement in hospital health service 

planning and improvement: a scoping 

review’, BMJ Open, 8(1), pp. e018263. 

<https://www.ncbi.nlm.nih.gov/pmc/ 

articles/PMC5829665/> 

http://www.ncbi.nlm.nih.gov/
http://www.ncbi.nlm.nih.gov/
http://www.ncbi.nlm.nih.gov/
http://www.ncbi.nlm.nih.gov/
http://dx.doi/
http://dx.doi/
http://www.ncbi.nlm.nih.gov/pmc/articles/
http://www.ncbi.nlm.nih.gov/pmc/
http://www.ncbi.nlm.nih.gov/pmc/


 

bjhc.2009.15.4.41719> pdf> 

References 
and Links 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

Litchfield, I., Bentham, L., Hill, A., 

McManus, R. J., Lilford, R., & Greenfield, 

S. (2018). The impact of status and 

social context on health service co‑ 

design: an example from a collaborative 

improvement initiative in UK primary care. 

BMC medical research methodology, 

18(1), 136. <https://bmcmedresmethodol. 

biomedcentral.com/articles/10.1186/ 

s12874‑018‑0608‑5> 

Lord, L. and Gale, N. (2014) ‘Subjective 

experience or objective process’, Journal 

of Health Organization and Management, 

28(6), pp. 714‑730. DOI: <http://dx.doi. 

org/10.1108/JHOM‑08‑2013‑0160> 

Luxford, K., Safran, D. G. and Delbanco, 

T. ‘Promoting patient‑centered care : 

a qualitative study of facilitators and 

barriers in healthcare organizations with 

a reputation for improving the patient 

experience’. <https://academic.oup.com/ 

intqhc/article/23/5/510/1864420> 

Maher, L. and Baxter, H. (2009) 

‘Working in partnership with service 

users’. British Journal of Healthcare 

Management, 15 (4), doi/epdf/10.12968/ 

bjhc.2009.15.4.41719 <https://www. 

magonlinelibrary.com/doi/abs/10.12968/ 

Marshall, Claire; Zambeaux, Angela; 

Ainley, Esther; McNally, David; King, 

Jenny; Wolfenden, Lorraine; and Lee, 

Helen (2019) “NHS England Always 

Events® program: Developing a national 

model for co‑production,” Patient 

Experience Journal: Vol. 6 : Iss. 1 , Article 

19 <https://pxjournal.org/cgi/viewcontent. 

cgi?article=1340&context=journal> 

McNally, David; Sharples, Steve; 

Craig, Georgina; and Goraya, FRCGP, 

Dr Anita (2015) “Patient leadership: 

Taking patient experience to the next 

level?,” Patient Experience Journal: 

Vol. 2 : Iss. 2 , Article 3. Available at: 

<https://pxjournal.org/cgi/viewcontent. 

cgi?article=1091&context=journal> 

National Development Team for Inclusion 

(2016). Practical Guide: Progressing 

transformative co‑production in mental 

health. Retrieved from <https://www.ndti. 

org.uk/uploads/files/MH_Co‑production_ 

guide.pdf> 

National Development Team for Inclusion 

(2016). Position Paper: Are mainstream 

mental health services ready to progress 

transformative co‑production? Retrieved 

from <https://www.ndti.org.uk/uploads/ 

files/MH_Co‑production_position_paper. 

http://dx.doi/
http://dx.doi/
http://www/
http://www/
http://www.ndti.org.uk/uploads/
http://www.ndti.org.uk/uploads/


 

 
 
 
 
 
 
 
 
 
 

 

NESTA. (2009). The Challenge of 

Co‑production. Retrieved from <http:// 

assetbasedconsulting.co.uk/uploads/ 

publications/The_Challenge_of_Co‑ 

production.pdf> 

NESTA. (2013). By Us, For Us: The 

power of co‑design and co‑delivery. 

<https://media.nesta.org.uk/documents/ 

the_power_of_co‑design_and_co‑delivery. 

pdf> 

NHS England (2015) Improving Experience 

of care through people who use services. 

Retrieved from: <https://www.england. 

nhs.uk/wp‑content/uploads/2013/08/ 

imp‑exp‑care.pdf> 

NHS Institute for Innovation & 

Improvement (2009) Experience 

Based Design Guide and Tools: Using 

patient and staff experience to design 

better healthcare services. Retrieved 

from <https://www.england.nhs.uk/ 

improvement‑hub/wp‑content/uploads/ 

sites/44/2017/11/Experience‑Based‑ 

Design‑Guide‑and‑Toolkit.pdf> 

O’Shea, A., Chambers, M., & Boaz, A. 

(2017). Whose voices? Patient and public 

involvement in clinical commissioning. 

Health expectations : an international 

journal of public participation in health 

care and health policy, 20(3), 484–494. 

<https://www.ncbi.nlm.nih.gov/pmc/ 

articles/PMC5433533/> 

 
 

 

References 
and Links 

 
 
 
 
 

Palmer, V. J., Weavell, W., Callander, R., 

Piper, D., Richard, L., Maher, L., Boyd, 

H., Herrman, H., Furler, J., Gunn, J., 

Iedema, R. and Robert, G. (2019) ‘The 

Participatory Zeitgeist: an explanatory 

theoretical model of change in an era of 

co‑production and codesign in healthcare 

improvement’, Medical Humanities, 45(3), 

pp. 247‑257. <https://www.ncbi.nlm.nih. 

gov/pmc/articles/PMC6818522/> 

Picker. (2018). Always Events® Evaluation 

Phase 4: Scale‑up and spread. Retrieved 

from <http://allcatsrgrey.org.uk/ 

wp/download/governance/clinical_ 

governance/P3174‑Always‑Events‑ 

Evaluation‑Report_FINAL.pdf> 

Pickles, J., Hide, E. and Maher, L. (2008) 

‘Experience based design: a practical 

method of working with patients to 

redesign services’, Clinical Governance, 

13(1), pp. 51‑58. DOI: <http://dx.doi. 

org/10.1108/14777270810850634> 

Robertson, S. (2014) ‘Patient involvement 

in quality improvement : is it time we let 

children, young people and families take 

the lead? Education and Practice, 99(1). 

<https://ep.bmj.com/content/99/1/23> 

http://www.england.nhs.uk/
http://www.england.nhs.uk/
http://www.ncbi.nlm.nih.gov/pmc/
http://www.ncbi.nlm.nih.gov/pmc/
http://www.ncbi.nlm.nih/
http://www.ncbi.nlm.nih/
http://allcatsrgrey.org.uk/
http://allcatsrgrey.org.uk/
http://dx.doi/
http://dx.doi/


 

 
 
 
 
 
 
 
 
 
 
 
 

Sara Donetto, S., Tsianakas, V. and Robert, 

G. (2014). Using Experience based Co‑ 

design (EBCD) to Improve the Quality 

of Healthcare: Mapping Where We Are 

Now and Establishing Future Directions. 

London: King’s College London. Available 

at: <https://www.kcl.ac.uk/nmpc/research/ 

nnru/publications/reports/ebcd‑where‑ 

are‑we‑now‑report.pdf> 

Sara Donetto, Paola Pierri, Vicki Tsianakas 

& Glenn Robert (2015) Experience‑based 

Co‑design and Healthcare Improvement: 

Realizing Participatory Design in the 

Public Sector, The Design Journal, 18:2, 

227‑248, DOI: 10.2752/175630615X142 

12498964312 <https://www.tandfonline. 

com/doi/abs/10.2752/17563061 

5X14212498964312> 

Scholle, S. H., Asche, S. E., Morton, S., 

Solberg, L. I., Tirodkar, M. A. and Jaen, 

C. R. (2013) ‘Support and strategies for 

change among small patient‑centered 

medical home practices’, Annals of Family 

Medicine, 11 Suppl 1, pp. S6‑13. <https:// 

www.ncbi.nlm.nih.gov/pmc/articles/ 

PMC3707241/> 

Slay, J. & Stephens, L. (2013). 

Co‑production in mental health: A 

literature review. London: new economics 

foundation <https://neweconomics.org/ 

uploads/files/ca0975b7cd88125c3e_ 

ywm6bp3l1.pdf> 

 
 

 

References 
and Links 

 
 

Spencer, M., Dineen, R., Phillips, 

A., Adams, C., Rudd, L., Rennocks, 

M., Walters, P. (2013). Co‑producing 

services ‑ Co‑creating health. NHS Wales. 

<http://www.1000livesplus.wales.nhs. 

uk/sitesplus/documents/1011/T4I%20 

%288%29%20Co‑production.pdf> 

The Picker Institute (2012) Always 

Events® Blueprint for Action. Camden, 

ME: The Picker Institute; 2012:21. 

<www.ihi.org/resources/Pages/Tools/ 

AlwaysEventsBlueprintandSolutionsBook. 

aspx.> 

Taylor J, Rutherford P. (2010) The pursuit 

of genuine partnerships with patients 

and family members: The challenge and 

opportunity for executive leaders. Health 

Services Management. 2010 Summer; 

26(4):3‑14. <http://www.ihi.org/resources/ 

Pages/Publications/PursuitGenuine 

Partnerships withPatientsFamily.aspx> 

Tsianakas, V., Robert, G., Maben, J., 

Richardson, A., Dale, C. and Wiseman, 

T. (2012) ‘Implementing patient‑centred 

cancer care: Using experience‑based 

co‑design to improve patient experience in 

breast and lung cancer services’, 

Supportive Care in Cancer, 20(11), pp. 

2639‑2647. <https://www.ncbi.nlm.nih. 

gov/pmc/articles/PMC3461206/> 

http://www.kcl.ac.uk/nmpc/research/
http://www.kcl.ac.uk/nmpc/research/
http://www.ncbi.nlm.nih.gov/pmc/articles/
http://www.1000livesplus.wales.nhs/
http://www.1000livesplus.wales.nhs/
http://www.ihi.org/resources/Pages/Tools/
http://www.ihi.org/resources/Pages/Tools/
http://www.ihi.org/resources/
http://www.ihi.org/resources/
http://www.ncbi.nlm.nih/
http://www.ncbi.nlm.nih/


 

 
 
 
 
 
 
 
 
 
 
 
 

Vennik, F., Bovenkamp, H. M., Putters, 

K. and Grit, K. J., 2016, Co‑production 

in healthcare: Rhetoric and practice. 

International Review of Administrative 

Sciences, 82(1), pp. 150–168 <https://doi. 

org/10.1177/0020852315570553> 

Wiig, S., Storm, M., Aase, K., Gjestsen, 

M. T., Solheim, M., Harthug, S., Robert, 

G. and Fulop, N. (2013) ‘Investigating the 

use of patient involvement and patient 

experience in quality improvement in 

Norway: Rhetoric or reality?’, BMC Health 

Services Research, 13(1). <https:// 

www.ncbi.nlm.nih.gov/pmc/articles/ 

PMC3680039/> 

Wolstenholme, D., Ross, H., Cobb, M. and 

Bowen, S. (2017) ‘Participatory design 

facilitates Person Centred Nursing in 

service improvement with older people: 

a secondary directed content analysis’, 

Journal of Clinical Nursing, 26(9‑10), pp. 

1217‑1225. <https://www.ncbi.nlm.nih. 

gov/pmc/articles/PMC5413812/> 

References 
and Links 

http://www.ncbi.nlm.nih.gov/pmc/articles/
http://www.ncbi.nlm.nih/
http://www.ncbi.nlm.nih/

