
PPI Panels: Guidance Notes 

 What type of PPI panel should I set up?PPI panels tend to be one of two types: 

1. Generic (i.e. the patients and the public on the panel have experience of a wide variety 

of diseases and health conditions); 

2. Topic- and disease-specific panels, which focus on providing PPI advice to 

researchers in particular specialist areas. 

 

Generic panels have been set up to provide PPI advice to researchers in particular parts of the 

region. For example, the Barnsley Consumer Research Advisory Group (CRAG) exists to 

provide PPI advice to researchers in South Yorkshire, whereas the North and East Yorkshire 

and Northern Lincolnshire Consumer Research Panel provides a similar service to 

researchers based within North and East Yorkshire and Northern Lincolnshire. Further details 

of existing generic PPI panels in the Yorkshire and Humber region can be found at here. 

Topic and disease-specific panels provide PPI advice to researchers in particular specialist 

areas. For example, the Sheffield Emergency Care Forum provides PPI advice to Sheffield-

based emergency care researchers, while the Yorkshire Stroke Research Network Consumer 

Research Advisory Group provides PPI advice to stroke researchers based in the Yorkshire 

and Humber region. Further details of existing topic and disease-specific PPI panels in the 

Yorkshire and Humber region can be found at here. 

Questions to consider when thinking about setting up a PPI panel: 

• Are there generic or topic-specific PPI panels nearby that could be feasibly utilised by your 

institution/research community? 

• Is there an identified need for your institution/region/research group to set up a PPI panel? 

If so, what type of PPI panel would be most appropriate (i.e. a generic PPI panel or a topic- or 

disease-specific PPI panel?) 

Who should I involve? 

Should you wish to establish a topic or disease-specific PPI panel, you should aim to recruit 

people with relevant ‘experiential knowledge’ (i.e. relevant experience of living with, or 

caring for someone with, a particular disease or health condition, or people who have direct 

experience of a particular health service). You may also wish to consider people who act as 

advocates or representatives of such people, or people who work for a relevant third sector 

organisation of relevance to the topic area of the panel. 

Should you wish to establish a ‘generic’ PPI panel, you should aim to recruit people with a 

range of relevant ‘experiential knowledge’. 

Questions to consider when thinking about who to involve: 

• What types of people should I aim to recruit to my panel? 

• Should I try to recruit advocates/representatives/people from third sector organisations as 

well as patients, service users and carers? 

https://www.rds-yh.nihr.ac.uk/patient-and-public-involvement/ensuring-ppi-in-research-design/generic-ppi-panels/
https://www.rds-yh.nihr.ac.uk/patient-and-public-involvement/ensuring-ppi-in-research-design/topic-and-disease-specific-ppi-panels/


When setting up a PPI panel, it is worthwhile doing this with the support and guidance of a 

steering group. The steering group can advise on who to approach to join the panel, as well as 

on practical issues such as recruitment and selection of panel members, training and support 

for panel members, and how best to advertise the panel to the relevant research community. 

For example, the newly-established PPI panel for the South Yorkshire HIV Network (known 

as LEAP) was guided by a steering group made up of HIV health professionals, third sector 

representatives and researchers with an interest in patient and public involvement. 

How should panel members be recruited and selected? 

Prior to the start of the recruitment process, it is useful to develop a person specification for 

panel members. A template person specification can be found at here. 

Person specifications can be: 

• Distributed to potentially interested participants during the recruitment process to help them 

decide whether or not the panel is for them. 

• Used as the basis on which to select members, if interviews are to be used to select panel 

members. Interviews are to be encouraged if more applicants are received for membership 

than there are places available. 

It should be made clear to potential panel members that there are core activities (that all 

members of the panel are expected to get involved in) and optional activities (e.g. chairing 

meetings, becoming a co-applicant on a grant application). 

Patients and the public can be recruited to panels via a number of routes depending on the 

topic area, and the type of person wanted. Potential methods of recruitment include: 

• Adverts/flyers in surgery/clinic waiting rooms (for example, a flyer has been produced 

advertising the Sheffield Motor Neurone Disorders Research Advisory Group, available here) 

• Adverts/flyers placed in Voluntary Action 

• Adverts in local/national newspapers. (For example, the Sheffield Motor Neurone Disorders 

Research Advisory Group was featured in both the Yorkshire Post and the Sheffield 

Star newspapers) 

• Adverts on the People in Research website 

• Face to face discussion with relevant patients during clinical encounters 

• Letters to potentially-interested patients/service users 

• Adverts/emails/letters sent to relevant local or national voluntary groups/charities 

• Use of personal contacts and word-of-mouth 

Having read an advert or received a letter about a panel, patients and the public are not 

always sure about whether joining the panel would be right for them. Therefore, it is a good 

idea to invite potentially-interested participants to a meeting where they can meet other 

interested participants, and hear further details of what the panel is set up to do, and the type 

of work the group gets involved in. For example, this approach was taken by the newly-

established PPI panel known as LEAP (Lay Expert Advisory Group for the South Yorkshire 

HIV Network). Such meetings can also be used to set out the recruitment and selection 

process if interviews are to be held. You are advised to think carefully about the time of day 

that you hold any meetings for potentially interested members. Remember that people of 

working age may not be able to attend a meeting in office hours. 

https://www.rds-yh.nihr.ac.uk/wp-content/uploads/2013/05/1.-Person-specification-for-SMND-RAG.doc
https://www.rds-yh.nihr.ac.uk/wp-content/uploads/2013/05/2.-Recruitment-to-SMND-RAG-leaflet-v2.doc
https://www.rds-yh.nihr.ac.uk/wp-content/uploads/2013/05/3.-Yorkshire-Post-article.pdf
https://www.rds-yh.nihr.ac.uk/wp-content/uploads/2013/05/4.-Star-article-15.2.10.pdf
https://www.rds-yh.nihr.ac.uk/wp-content/uploads/2013/05/4.-Star-article-15.2.10.pdf
http://www.peopleinresearch.org/


At the meeting, it is advisable to give potential members a written overview of the aims of the 

panel and what the membership might entail. See for example, the information sheet provided 

by the Sheffield Motor Neurone Disorders Research Advisory Group. Potential participants 

can then take away this summary and read it at home. The summary should contain details of: 

• The aims of the panel 

• The work that panel members will be asked to perform 

• When, where and for how long each meeting will be take place 

• How to claim payment for time and expenses 

• Any training that will be offered 

• Who to contact if you would be interested in joining the panel or wish to speak to someone 

about the opportunity 

• How to apply to join the panel – see here for an example of the application form used by the 

Sheffield Motor Neurone Disorders Research Advisory Group 

• Other involvement opportunities (e.g. as co-applicant on grants) 

Questions to consider when recruiting and selecting patients and the public: 

• What criteria should be included in the person specification? 

• How should the panel be advertised to potential participants? 

• How many meetings should be held for potential partisans and where should these meetings 

be held? 

• Should potential participants be interviewed, and what issues should be asked about at the 

interview? 

How do I obtain funding for setting up and maintaining the PPI panel? 

The NIHR Research Design Service for Yorkshire and the Humber (RDSYH) offers, on a 

competitive basis, funding for researchers to consult with relevant patients and the public at 

the design stage of research. This funding can also be used by researchers to establish PPI 

panels. The funding scheme is called the Public Involvement in Grant Applications Funding 

Award, and applicants can apply for up to £500 to cover the set-up costs of establishing a PPI 

panel. Guidance notes and an application form can be found on the RDSYH website. 

PPI panel set-up costs can include the costs of recruiting members to the panel (such as 

advertising in a local newspaper, and launch/publicity meetings including refreshments and 

travel expenses for patients and the public). It can also include the costs associated with 

running the panel for the first year of its life (for example, travel costs for members and any 

payment offered for time). 

Longer-term continuity funding, beyond the first year of the panel, is expected to be provided 

by the research group/institution that uses the particular PPI panel. Continuity funding can be 

provided, for example, from top-slicing the research group’s/institution’s research income, or 

by including a contribution towards the panel’s running costs within the finance section of 

grant applications. For example, this approach is taken by Sheffield-based researchers in the 

field of neurological disorders, who receive PPI input from the Sheffield Motor Neurone 

Disorders Research Advisory Group. 

Questions to consider regarding the funding of PPI panels: 

https://web.rds-yh.shef.ac.uk/wp-content/uploads/2013/05/5.-Application-form-for-patient-and-public-membership-of-SMND-RAG.doc
https://www.rds-yh.nihr.ac.uk/patient-and-public-involvement/ensuring-ppi-in-research-design/rdsyh-public-involvement-in-grant-applications-funding-award/
https://www.rds-yh.nihr.ac.uk/patient-and-public-involvement/ensuring-ppi-in-research-design/rdsyh-public-involvement-in-grant-applications-funding-award/
https://www.rds-yh.nihr.ac.uk/patient-and-public-involvement/ensuring-ppi-in-research-design/rdsyh-public-involvement-in-grant-applications-funding-award/


• Will your research group/institution commit to providing continuity funding for the PPI 

panel once it has been set up? 

 

Should panel members be paid for their time? 

It is considered good practice for patients and the public to be paid for the time that they 

spend being actively involved in research, as well as having their out of pocket expenses such 

as travel and carer costs met. The RDSYH does not prescribe how much a patient or member 

of the public should be paid on an hourly basis for being actively involved in a PPI panel. 

This is because each institution/research group that supports a PPI panel may have different 

hourly rates for certain activities. It is advised that you check whether your Institution has a 

PPI policy, and, if so, how much payment for time can be offered. It is also the case that if 

patients or members of the public are on benefits they may not be allowed to accept a 

payment for time. 

People on Benefits: It is the responsibility of each panel member to check whether accepting 

a payment for time would have an impact on their own benefits. Panel members on benefits 

need to take advice from their Citizen’s Advice Bureau or their Benefits Office. It is the 

responsibility of the Chair of each panel to advise any panel member on benefits to seek 

advice before accepting any payment for time. Further information on payment for time and 

how this might affect benefits can be found on the INVOLVE website. 

What is the optimal size for a panel? 

The exact size of PPI panels varies depending on their remit, the types of patients and the 

public involved, and the frequency of meetings. For some disease and illnesses, such as cystic 

fibrosis, where the risk of cross-infection is high, it is not appropriate for panel members to 

meet face to face. In these cases, panels may have to meet via teleconferencing facilities or 

may exist as virtual panels only. Depending on the topic area and the type of people being 

sought for the panel, it is perhaps advisable to recruit a bank of panel members, as not every 

member will be able to attend every meeting or perform every task asked of them, due to 

family commitments, holidays, illness etc. It is also worth noting that people come with 

different skill-sets so some members will be more interested in some tasks than others; it is 

important therefore to have a range of people involved. 

To address the fact that serious impairment may prevent certain people from attending panel 

meetings, the Sheffield Motor Neurone Disorders Research Advisory Group has set up an 

‘associate membership’ scheme for individuals who are unable to directly attend the meetings 

due to disability but still want to be involved in the group and have input to research. This 

approach to membership should be considered if you are interested in establishing a panel to 

support research into a particularly debilitating condition. 

Questions to think about when planning the optimal size of a panel: 

• Given the focus of your proposed PPI panel, how many participants should you recruit, to 

ensure that there are a viable number of members at each meeting? 

How often should the panel meet? 

http://www.citizensadvice.org.uk/
http://www.invo.org.uk/posttypepublication/what-you-need-to-know-about-payment/


The frequency of meetings is dependent on the volume of business that your 

institution/research group is likely to put before the PPI panel on a regular basis. In order for 

panel members to get to know one another, and to gain in confidence, meetings should be at 

least quarterly. However, for large research groups which submit a high volume of research 

bids throughout the year, more frequent meetings of the PPI panel may be required. 

Questions to think about when planning how often the panel should meet: 

• How many project proposals/enquiries relating to ongoing studies are likely to be sent to the 

panel by your institution/research group per year? 

When, where and for how long should the panel meet? 

Most PPI panels tend to meet hold meetings on either university or NHS premises, in rooms 

which are usually (though not always) available free of charge. A small number of PPI 

panels, however, hire rooms for meetings in other locations, such as in hotels or in conference 

centres. The location of PPI panel meetings may ultimately be decided by budgetary 

considerations. Most PPI panels meet during the working day (i.e. between 9am-5pm 

between Monday and Friday). However, such a meeting time may make it difficult for people 

of working age to attend. 

Panel meetings tend to be up to 2 hours long, allowing time for members to review the 

minutes of the previous meeting, to consider any feedback received from researchers whose 

projects were reviewed at a previous meeting, and to provide PPI feedback on any new 

projects. (Some panel meetings are longer than 2 hours, to allow time to be devoted to the 

training of panel members on particular issues). 

Questions to think about when planning when, where and for how long the panel should 

meet: 

• Given the types of people you are interested in recruiting to the panel, where would they 

feel comfortable meeting, what would be the best time to hold the meetings and for how long 

should the meetings last? 

• Some people may not be able to attend in person (due to ill health or carer commitments), 

do you want to have virtual members too? (e.g. responding by email) 

What support and training should be provided to the Chair and to panel members? 

To enable panels to function effectively, they require a Chair (and possibly a Deputy Chair to 

allow for absences) and a Secretary. The Sheffield Motor Neurone Disorders Research 

Advisory Group has produced a job description for the Chair and Deputy Chair of the Panel, 

available here. When panels are newly created, it is perhaps advisable for the Chair to be the 

researcher who set up the panel. Over time, the role of Chair could be filled by a 

patient/member of the public. The role of the Chair is to ensure that the meeting starts on 

time, that all the items on the agenda are covered, and that all panel members are given 

sufficient opportunity to contribute. 

It is preferable for the Secretary of the panel to be an experienced administrator, and an 

employee from within the institution/research group that supports the panel. The role of the 

Secretary is to take notes at the meeting and to produce the minutes, to send out the 

https://www.rds-yh.nihr.ac.uk/wp-content/uploads/2013/05/6.-Chairperson-and-deputy-job-descriptions-SMND-RAG.doc


paperwork to each member before each meeting, to collate and process the expenses of, and 

payments to, each panel member, and to send the panel’s feedback to each researcher. 

It is advisable for new members of PPI panels to receive an induction pack. This document 

sets out: 

• The aims of the panel 

• The work that the panel members will be asked to perform 

• When, where and for how long each meeting will be take place 

• How to claim for payment for time and expenses 

• Details of any training that will be offered 

• The contact details of the Panel Chair and Secretary 

The induction pack could also contain a glossary of key terms used in the field of research 

that the PPI panel will be advising. For example, the Sheffield Motor Neurone Disorders 

Research Advisory Group issues a flowchart of the research process, available here, a list of 

abbreviations often used in research into motor neurone disorders, available here, and a brief 

guide to clinical trials, available here. 

An example of an induction pack for an existing PPI panels (the RDS YH PPI Forum) can be 

found here. 

Due to the absence of any national programme providing training for patients and the public 

about research, some PPI panels provide their own bespoke training programme for new 

panel members. The content of such training includes: 

• An introduction to health research 

• An introduction to patient and public involvement in health research 

• Working in committees 

• Assertiveness skills 

• How to perform a lay review and to give constructive feedback. 

It is advisable to establish the initial training needs of panel members as early as possible. 

Training could be delivered immediately prior to, or immediately after, panel meetings or 

could be delivered on separate days. It is advisable to consult with panel members about 

when they would prefer their training to be delivered. 

As the panel develops new training needs may emerge as panel members are asked to 

contribute to new tasks. The Chair should allow panel members to identify any additional 

training needs they might have throughout the lifetime of their membership. The 

institution/research group that supports the panel should try to meet any reasonable additional 

training needs of panel members. 

For new people joining an existing PPI panel, a buddying system could be established, 

whereby a more experienced member of the panel acts as a mentor to a newer member. 

Questions to think about when planning support and training for panel members? 

• Who would be a suitable Chair and Secretary for the Panel? 

• What issues should be covered in the panel’s induction pack? 

• What level of training should be offered to panel members? Who should deliver this 

https://www.rds-yh.nihr.ac.uk/wp-content/uploads/2013/05/7.-Research-Process-Flowchart.doc
https://www.rds-yh.nihr.ac.uk/wp-content/uploads/2013/05/8.-Some-abbrevs-used-in-MND-research.doc
https://www.rds-yh.nihr.ac.uk/wp-content/uploads/2013/05/9.-Guide-to-clinical-trials.doc
https://web.rds-yh.shef.ac.uk/wp-content/uploads/2013/05/PPI-Forum-Induction_pack.pdf


training and when should it be delivered? 

 

Should ground rules be established for panel members? 

To ensure that panel meetings are conducted in an orderly fashion, and to provide some 

information to panel members on how panel meetings are conducted, it is useful to establish 

ground rules for the panel, and to include these in the induction pack. It may also be useful 

for these ground rules to be read out by the Chair at the start of each panel meeting. 

Possible ground rules include: 

• we welcome everyone equally, and agree to make the Panel open and accessible 

• we support and train our members 

• we understand and respect confidentiality, and agree not to discuss, inappropriately, the 

information provided to members 

• we ensure everyone’s right to speak 

• we respect the opinions of others 

• we listen to each other and respond to each other with sensitivity 

• we provide accurate and practical information. 

Ground rules may change and evolve over time, reflecting the input of panel members. You 

may want to establish provisional ground rules when you set up your panel and then ask the 

panel members to review these once the group is set up. You may wish to also establish 

specific ground rules relating to confidentiality. For example, the Sheffield Motor Neurone 

Disorders Research Advisory Group asks panel members to sign a Confidentiality and 

Disclosure Agreement, available here, on joining the Panel. 

Questions to think about when establishing ground rules for your panel? 

• What ground rules would support the successful conduct of the panel’s meetings? 

• Should panel members be asked to sign a confidentiality agreement? 

What material should be submitted by the researcher to the panel? 

Material submitted to the panel will of course vary depending on whether the researcher is 

seeking PPI input into a grant application currently in development, or seeking PPI input into 

an ongoing, funded study. 

At the grant development (i.e. research design stage), you need to carefully consider the level 

of detail that panel members require to enable them to provide useful feedback to the 

researcher. Some panels provide the full draft protocol to panel members (if available), while 

other panels provide just a summary of the planned research. It is suggested that the 

following documents could be provided to panel members when researchers are seeking PPI 

input into grants that they are developing: 

• The full protocol/grant application (or as far as the research team has got in developing it) 

• A summary of the research proposal (i.e. a condensed version of the full protocol/grant 

application) written in lay terms, which could be the lay summary of the grant application 

itself) 

• A copy of the proposed participant information sheet and consent form (if these are 

available) 

• A copy of the planned data collection instruments (e.g. questionnaires/interview schedules) 

https://www.rds-yh.nihr.ac.uk/wp-content/uploads/2013/05/10.-Confidentiality-and-Disclosure-Agreement-for-SMND-RAG.doc


(if these are available) 

• A list of specific questions/issues that the researcher wants feedback on from the panel. 

For ongoing, funded studies, researchers may wish to get PPI input from the panel for a 

variety of reasons. For example, they may be having difficulties in recruiting participants into 

the study, and they may wish to ask the PPI panel if they have any ideas how their 

recruitment could be boosted. Or, they may wish for the panel to help interpret the findings of 

their study or to provide advice on how best to disseminate the findings of the study to 

relevant lay people. Again, you need to carefully consider the level of detail that panel 

members require to enable them to provide useful feedback to the researcher. 

Questions to think about when deciding on the material to be submitted to the panel: 

• What documents need to be submitted by the researcher to enable the panel to provide 

useful input? 

• How can the submission requirements of the panel be publicised to the relevant research 

community? 

How much time ahead of each meeting should researchers submit their material? 

We recommend that researchers submit their material two weeks ahead of the panel meeting. 

This allows time for the Panel secretary to email the material out to panel members who have 

requested to receive material electronically. It also allows time to send out the material by 

post to panellists’ home addresses. 

Questions to think about when deciding on the material to be submitted to the panel: 

• Given the focus of the panel, how long would panel members need to read and digest the 

material ahead of each meeting? 

• In what format (post/e-mail/both) would panel members prefer their material to be sent? 

 

Should a member of the research team attend the meeting? 

Some panels conduct their review in isolation from the researcher; others prefer the 

researcher to present his/her research to the panel in person prior to the panel’s discussion of 

the research. For example, the Sheffield Motor Neurone Disorders Research Advisory Group 

invites researchers to do a short presentation on the study. It is up to each individual panel to 

decide if it wishes the researcher to be present at some point during the meeting. 

Questions to think about when considering inviting researchers to attend panel review 

meetings: 

• Would researchers in your institution/research group attend a PPI panel review meeting? 

• Do your panel members want to meet the researchers? 

 

In what format, and how quickly, should the panel send their feedback to the 

researcher? 

The researcher should receive a timely summary of the views of the panel on the particular 

issues/questions on which feedback was sought, along with any other issues that the panel 



wishes to draw the researcher’s attention to. The Chair of the panel needs to work with the 

Secretary (perhaps outside of the meeting) to prepare a report of the feedback. It is suggested 

that feedback from the panel should be provided in written form rather than a verbal account, 

and that this report should be emailed to the researcher within a week of the meeting taking 

place. For example, the Sheffield Motor Neurone Disorders Research Advisory Group uses a 

standardised feedback form, available here, that the panel uses to feed back to the researcher. 

Questions to think about when considering the format and turn-around time of panel 

feedback: 

• What systems and processes need to be in place to ensure the panel’s feedback is received 

in timely fashion by the researcher? 

Should the researcher respond to the panel’s feedback? 

It is important for the panel’s development that it is provided with a response from each 

researcher to the feedback that it provided. The panel needs feedback on the usefulness of its 

advice, whether or not this advice led to any changes to the grant application/ongoing study. 

The panel also needs to hear about instances when its advice was not considered helpful, and 

where their advice was not taken forward. 

In circumstances where the PPI panel was asked to provide input into a grant application, it is 

important, for the panel to be able to demonstrate its effectiveness and added value, if the 

researcher lets the panel know in due course if their grant application was successful or not. 

This information may have to be chased on a yearly basis by the Panel’s secretary. 

Questions to think about when considering inviting responses to Panel feedback: 

• What systems and processes need to be in place to capture researchers’ responses to panel 

feedback? 

How long should members remain on the panel? 

Some PPI panels offer membership for a particular time period (e.g. 5 years), while for some 

panels, membership is open-ended. There are advantages to each approach. The advantage of 

having time-restricted membership is that it is said to stop members becoming overly-

professionalised, whereby they begin to examine issues primarily from a health professional 

perspective instead of from a patient/public point of view. The advantage of having open-

ended membership is that panels do not lose expertise and confidence levels that may have 

been built up slowly over time. The RDS YH does not prescribe whether membership of PPI 

panels should be time-limited or open-ended. Either way, it will be useful to advertise for 

new members at particular intervals to ‘inject new blood’ into the panel, and to prevent the 

panel from becoming too stale or professionalised. If you cannot decide whether to make 

membership time-limited or open-ended, membership periods should be discussed early on 

with new members once the panel has been established. 

Questions to think about when considering length of panel membership: 

• Should membership be open-ended or time-limited? 

• If membership should be time-limited, how long should terms be? 

https://www.rds-yh.nihr.ac.uk/wp-content/uploads/2013/05/11.-SMND-RAG-Feedback-Form-v2.doc


 


