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• Offer you some background on patient involvement in research development and 

implementation

• Summarise a relevant framework and evidence

• Offer some practical tips and address questions you have raised

Objectives of this short lecture 



Patient, users of health

services and their families / 

carers are core

stakeholders in 

implementation of new 

evidence and innovative 

services 

Basic premise
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Peters et al, Implementation Research in 

Health: A Practical Guide. WHO, 2013. 



• Ethically appropriate: the research and services are aimed at them

• Promotes accountability: the patients / public fund the research  

• Enhances effectiveness: the research has a better chance of achieving improved

outcomes and experience (as patients will use it)

• Facilitates design and reduces likelihood of wasted research: patients can 

advise on their preferences and needs – rather that the scientists assuming those 

(and getting them wrong!)

• Accelerates impact: scientists working with patients are in better position to offer 

solutions to real need, which will subsequently be adopted and used in practice 

Why is that? 



• Recently developed framework

• Experts agreed strongly about involving

patients in the entire research production 

pathway: 

- Setting priorities and research questions 

- Planning the research 

- Conducting the research 

- Sharing and using the research knowledge

Where can patients be involved? 

Gray-Burrows et al, BMJ Qual Safe 2018;27:858-64.
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These 3 of the 4 areas is where I 

think you can involve patients 

for this research programme 



• Planning the research 

• Advise on how to ask for and obtain consent for research participation 

• Review and input to research proposals for funding

• Conducting the research 

• Set the agenda for ongoing meetings with patient & public representatives

• Governance for research – i.e. ensuring scientists are acting responsibly

• Sharing and using the research knowledge

• Contribute to the dissemination of the research to other stakeholders (via talks, co-

authorship of papers, reports etc)

• Guiding the direction of future research

Within your projects: the strongly agreed areas of the framework



• There is evidence that involving patients changes the research / services offered

• There is also evidence of beneficial impacts for the patients and the researchers

• Patients: feel empowered and value, gain confidence+awareness of their conditions and 

life skills

• Researchers: gain understanding of their field+respect, build rapport with community

• It remains unclear whether / how much patient participation enhances

effectiveness (as currently measured) or patient experience

• It has recently been argued that this should not, in fact, be the core question for us 

However – be mindful of the state of evidence in this area 

Crawford et al, BMJ 2002;325:1263.

Brett et al, Patient 2014;7:387–95.

Russell et al, Res Involv Engagem 2020;6:63.



• Recruitment: 

• Use existing networks, e.g., through your hospital or university patient groups

• Is there a suitable patient advocacy organisation (in your country or region or hospital)? 

Talk to them, they are usually very happy to support you

• Consider using social media (Twitter, etc) 

• Engage enough people but not too many (2-3)

• Ensure diversity of patients (avoid excess of white, middle-class, older, men)

• Include patients early on in your proposal development; explain to them what is

expected

• Allow time for them to read and comment

• If time is short, ensure at least one of the patients has prior experience of involvement in 

research

For your bids: tips based on evidence & personal experience (i) 



• Encourage and allow time for proposal development and comments

• Set an open culture: patients need to be and feel able to speak

• Avoid jargon and acronyms

• Meetings will be longer – allow time for patients to have a voice at the meeting; plan 

longer meetings (50% longer) 

• If patients always agree with you then they perhaps they do not feel confident in saying

otherwise

• Ensure you reimburse patients for their time and cost this in your bid

• We are all professional scientists, patients cannot donate their time for free

• Offer clear description within the bid of how patients were included; and what their

roles will be in the project if successful

• Be specific! How many meetings, what activities, how you will offer training & support

For your bids: tips based on evidence & personal experience (ii) 
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