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Outline

What is patient and public involvement?  

How can I do it well?

Why do I need to do it well?

What’s new?



Patient and Public Involvement means your 

work is done in collaboration with people

not

to them, about them, or for them. 



The Involvement Ladder 
(adapted from Arnstein’s ‘Ladder of Citizen Participation’ 1969)

FULL CONTROL: patients control decision making 
at the highest level

SHARING POWER: patients share decisions and 
responsibility, influencing and determining 
outcomes

PARTICIPATION: patients can make suggestions 
and influence outcomes

CONSULTATION: patients are asked what they 
think but have limited influence

INFORMATION: patients are told what is 
happening but have no influence

NO CONTROL: patients are passive consumers



Involvement: The People’s Academy

at London South Bank University

“Valuing citizens’ contribution to innovations in health and social care.”

Recruitment of students and staff

Curriculum planning

Learning and Teaching

Quality Improvement
Research

Assessment



Kidney Research User Group



Research priorities



What matters to me?



How best can I do Patient and Public 

Involvement?



How much time will it take?

How can I communicate with

everyone?

What is expected of me?

Will I be paid?

Will I receive training?

Will I get feedback?



The experience of older people in the shared 

decision-making process in advanced kidney care

“Being part of a patient study was an 

excellent example of co-production”

Gracey, B (2016) Journal Kidney Care

https://www.magonlinelibrary.com/doi/full/10.12968/jokc.2016.1.4.224



Full involvement

Grant application

Developing the research proposal

Receiving training

Designing the interview questions

Undertaking the interviews

Analysing the interview data

Disseminating and presenting the 

findings

Evaluating the impact

Thomas, N., Jenkins, K., McManus, B. and Gracey, B (2016) The experience of older people in the shared decision-making process in 

advanced kidney care. BioMed International (Special Issue on Insights into Living with Kidney Disease) http://dx.doi.org/10.1155/2016/7859725





Experiences of patient researchers

“so therefore for me, finding the right questions and actually listening to 

myself making those questions was quite important because you don’t 

want to come across at interrogatory, you want to come across as 

caring….”

“….. and listening to people saying I’ve just had enough of all this it’s 

really quite tough and I came away quite sad from a couple of the 

interviews because people were in a really hard place…..”

“One of the pros is you know what questions to ask, especially if it’s an 

emotive subject because you’ve been through those emotions 

yourself..”



Differing views

PATIENT/CARER PERSPECTIVE

People empowered and valued, 

gained confidence and life skills. 

Increased awareness of condition

Lack of preparation and training 

Felt overburdened with the work 

involved. 

STAFF PERSPECTIVE

Better understanding and insight into 

research area

Gained respect and good rapport 

with the community. 

Difficulties due to lack of money and 

time.

Need to identify best methods to 

achieve meaningful engagement

Brett J et al. (2014) Mapping the impact of patient and public involvement on health and social care research: a systematic review. Health Expectations, 17: 

637–650.

Domecq JP et al. (2014) Patient engagement in research: a systematic review. BMC Health Services Research, 14: 89.



So why do it well?

Health Research Authority

“It seems that researchers rarely provide enough detail about the 

involvement of patients and the public to know what was done and what 

difference it made to their study.” Jim Elliott, Public Involvement Lead

Your study question matters to patients

Your study design is acceptable to patients 

The process of gaining consent is informative

Your participant information sheet is clear and understandable

The findings are going to be communicated to patients effectively

Staley and Elliot (2017) Public involvement could usefully inform ethical review, but rarely does: what are the implications?
https://researchinvolvement.biomedcentral.com/articles/10.1186/s40900-017-0080-0



What’s new – a local initiative

Doctoral study at London South Bank University

Sarah Ofori-Ansah

How do young adults experience the shared 

decision-making process and how does their 

treatment choice impact on their life?



What’s new – a national initiative

Kidney Patient Involvement Network in the UK
• Increase the impact of the patient and carer voice through meaningful 

involvement

• Develop and embed quality standards for the involvement of patients and 

carers

• Create a network to share good patient involvement practice, collate and 

develop resources, offer peer support, and provide training to increase 

knowledge and number of patient leaders



What’s new –an international initiative

Patient Editor Journal of Renal Care

New position

https://onlinelibrary.wiley.com/page/journal/

17556686/homepage/jobs.html



Conclusion: top tips

“Make sure your involvement starts at the planning stage and is not 

just a cursory read through of something already written by the 

research team.” 

Dr Sheila Fisher, Chair, Leeds West Research Ethics Committee

Use the resources available

INVOLVE http://www.invo.org.uk/resource-centre/resource-for-

researchers/

Ensure you measure the impact of PPI in your study proposal


