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Workshop

What exactly is patient and public 

involvement?

Where have you involved people and the 

public in projects or research?

What can go wrong?

What is best practice?

What are you going to do next?



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.

Where are you?



INFORMATION: 
patients told what is happening with no influence

Traditional model of providing information:

- Pre-dialysis education sessions

- Leaflets

Moving up the ladder to consultation:

- Ask for feedback

- Have two-way dialogue

http://en.wikipedia.org/wiki/File:Relaci%C3%B3n_M%C3%A9dico_Paciente.png


CONSULTATION
patients asked what they think but have limited influence

Examples of consultation:

- Surveys

- Interviews

- On-line questionnaires

Moving up the ladder to participation:

- Patients are involved in developing the 

questions for the survey



PARTICIPATION:
patients can make suggestions and influence outcomes

Examples of participation:

- Reviewing patient education materials

- Taking part in development of clinical guidelines

- Identifying research strategies from a list

Moving up the ladder to sharing power:

- Writing the educational materials

- Developing the research priorities



SHARING POWER
patients share decisions and responsibility, influencing and 

determining outcomes

Examples of sharing power:

- Membership of (renal) management board

- Co-leading and writing policy documents

- Co-leading and conducting research



Have you ever involved people with 

kidney disease in:

• Policy-making?

• Quality improvement?

• Research?

What did you do?

How did you do it?

Where were you on the ladder?

FULL CONTROL

SHARING POWER

PARTICIPATION

CONSULTATION

INFORMATION

NO CONTROL



What can go wrong?

A project to examine and benchmark the 

quality of PPI using national standards.

Inclusive opportunities

Working together

Support and learning

Communications

Impact 

Governance



kpin.org.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



Raised awareness of the standards and the test bed projects 
(June 2018) 

Asked 80 nurses/doctors about what was good and bad about 
patient involvement during dialysis conference  

(Sept 2018)

Created quality standards survey and asked patients (n=30) their 
experiences of involvement (across research, quality improvement, 
projects and committees) (Oct 2018 -Feb 2019)

Workshop to discuss the combined findings and develop a guide on 
applying the standards to practice (April 2019)



Experiences of people

• “Not all of the projects have 

training events for new members.”

• “Better communication that is 

more timely, and appears to value 

PPI as equal contributors, with 

concrete actions as a result.”

• “Need more organising in terms of 

transport funding and resources, 

not all projects (particularly small 

scale) will pay for travel costs 

which can be a limiting factor for 

most patients.”

TRAINING

FEELING VALUED



Experiences of clinicians

• “Lip service to patient 

involvement – patients not 

consulted, involvement not 

meaningful, tokenism.”

• “Difficult to encourage patients, 

patients unwilling.”

• “Always well people who 

volunteer for committees and the 

unwell patient is under 

represented, language and 

cultural barriers.” 

MEANINGFUL INVOLVEMENT

SUCCESSFUL RECRUITMENT



What do you need to do to get 

meaningful involvement?

Involve people (with kidney disease) as if they were colleagues: 

- role description

- transparent recruitment process

- learning needs/ training

- payment

- feedback on performance



What does a good role description look 

like?



What does good recruitment look like? 

Recruit from

- Kidney Patient Association

- Patient Forum

- ‘Peer recruiters’

- Word of mouth

- Posters in waiting area

- Social media



What does good training look like?

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

http://dx.doi.org/10.1155/2016/7859725


What does good pay/expenses for people 

look like? 

DISCUSS

Do you need to pay people?

What do you need to pay for?

How much do you pay? 

How do you pay people? 



Meaningful involvement (1)

- Role description

- Competitive recruitment

- Payment

- Editorial Board member

- ‘Editor’s Choice’

https://onlinelibrary.wiley.com/page/journal/17556686

/homepage/patient_editor.html

Henning Søndergaard

Patient Editor

https://onlinelibrary.wiley.com/page/journal/17556686/homepage/patient_editor.html


Meaningful involvement (2)

Film



Getting it right first time

Learn from each other

Use the fantastic resources

Value everyone’s expertise

Think about how to measure impact 

Brett et al. (2014). A systematic review of the impact of patient and public involvement on service users, 

researchers and communities. Patient-Centered Outcomes Research, 7(4), 387–395.

Crocker et al. (2018) Impact of patient and public involvement on enrolment and retention in clinical trials: 

systematic review and meta-analysis. BMJ 363 doi: https://doi.org/10.1136/bmj.k4738

INVOLVE invo.org.uk

https://doi.org/10.1136/bmj.k4738


Conclusion

What are you going to do when you back to your 

hospital next week?


