Centre for Cancer Prevention, Screening and Early Diagnosis PPI Toolkit
Outlined steps and components are based on pre-existing PPI work, PPI best practices and our Centre PPI operational structure.

Request PPI input via the PPI Operations Team
Planning your PPI, including budgeting
Conducting PPI work
Payment of expenses and contributors
Feedback from researchers and PPI contributors
Study impact summary sent to PPI contributors
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CCSPED PPI Coordinator: Nia Otake John                       Clinical Project Manager: Jane Rigney
n.otakejohn@qmul.ac.uk                                                   jane.rigney@qmul.ac.uk 
Nia and Jane are supported by Academic PPI Leads within our centre. 
[bookmark: _Toc211439694]PPI Pool:
The PPI Pool is a database of ~175 (and growing) patient and public contributors interested in contributing to our research. We hold information such as age, ethnicity, gender, occupation, education, experience of cancer, experience of working in PPI or research on all of the people who are signed up to the PPI Pool.
Members of the PPI Pool do not receive any research-specific training, however they do receive an induction pack on signing up to the pool, containing the basics of what PPI is, and what is it like to take part in PPI at CCSPED. This information is also covered here. 
The role of the PPI Pool:
· Provide ad-hoc and project-specific PPI input, as per the needs of CCSPED research projects, from reviewing lay summaries to being co-applicants.
· The pool can be approached about relevant PPI opportunities (e.g. to join a CCSPED PPI Panel or a study’s dedicated PPI advisory group).
· May be emailed or contacted for the purpose of obtaining study feedback (e.g. via a short survey)
Please encourage any PPI members you are working with to sign up to the PPI pool, here.
[bookmark: _Toc211439695]CCSPED PPI Panels 
CCSPED has two PPI Panels who contribute to PPI priorities across the Centre: the CPTU PPI Panel and the CCSPED PPI Panel. 

The PPI Panel is intended to be a group of 5-10 patient and public contributors, who will be provided with research-specific training. 

· PPI Panel members will be asked to attend PPI Panel meetings approximately 3 times per year. The topic of each meeting will be in line with relevant CCSPED and CPTU needs.


[bookmark: _Toc211439696]PPI at each stage of the research cycle: 
This table should be used to identify and plan how PPI input can be useful at different stages of the research cycle.
PPI at the grant application stage:
Obtaining funding for PPI at the grant application stage:
· Centre for Public Engagement Small Grants - Queen Mary University of London 
· Research Support Service | NIHR
· QMUL’s School for Primary Care Research
· There may also be scope to obtain funding from PPI underspend on existing grants, and FRF budgets. 
If the applicant does not have access to the above we advise them to contact Basia Behnke to request support from the Centre budget or other sources (including pooled FRF funds and other PI’s underspends).
For more information and support on PPI at the grant application stage, please contact the PPI team directly. 

	When 
	How
	PPI role
	Relevant to project? 

	Development of the Grant Proposal



	PPI meeting (with the CCSPED PPI Panel, or with selected PPI Pool contributors) before and during grant proposal development.

Consider recruitment of PPI contributors as study co-applicants, if applicable (see NIHR guidance for further information).

Complete the EDI-PPI Assessment form
	· Assist with development of research questions + study design 
· Provide views on the ethics of research and proposed methods
· Identify areas where patients and the public could be involved, for subsequent PPI contribution.
· Assist with writing of a study lay summary
· Advise on PPI plans throughout the study, and review of the EDI-PPI Assessment form (e.g.  flagging where additional PPI input + costs may be necessary)
	☐Yes
☐No

	Protocol Design
	PPI meeting to discuss writing detailed study protocol. 

This could operate as a continuation of PPI contribution to grant proposal development, if suitable. 

PPI contributors can assist in reviewing study documents as part of: Research Ethics Committee (REC) submission; Health Research Authority (HRA) submission; study amendments.
	· Provide views on proposed recruitment strategies
· Help decide on data collection methods
· Aid in designing the study protocol
· Assist with the design of study documents and patient-facing materials. 

	☐Yes
☐No

	Recruitment and Data Collection
	PPI contributors can sit on committee meetings i.e. Trial management groups, trial steering committees and data monitoring committees. 

PPI contributors should help writing study amendments i.e. review changes to protocol, PIS etc 
	· Provide community-level feedback on proposed retention strategies 
· Review ethics of study amendments 
· Review amendments to patient-facing documents
· Assist in undertaking interviews and surveys
	☐Yes
☐No

	Analysis and Interpretation
	PPI contributors can sit on committee meetings for discussion of study results. 

PPI contributors can input on qualitative data analysis.
	· Support in reviewing data coding and generating themes from study data
· Check data interpretation
	☐Yes
☐No

	Dissemination
	PPI contributors can sit on study steering/advisory/ stakeholder groups.

Consider holding a separate PPI meeting, or setting up a meeting with relevant community group(s) for discussion of most appropriate dissemination formats. 


	· Advise on different avenues for dissemination (e.g. via newsletters, public engagement events, existing patient groups)
· Assist in producing lay summaries of study findings
· Jointly present results (e.g. at conferences)
· Write information aimed at local patient groups, hospitals and health centres
· Assist in creating summaries for relevant health charity website publication
· Help distribute findings through informal networks
· Create patient-friendly research updates
	☐Yes
☐No

	Implementation
	PPI members can sit on steering / advisory / stakeholder groups
	· Inform implementation of research outcomes
· Develop patient information for new services within hospitals, GP surgeries and other healthcare settings
· Increase the likelihood of research results informing policy
	☐Yes
☐No


The PPI Process: From Planning to ImpactPPI contributor payments and expense claim requests are sent to the PPI Coordinator. (Vouchers will be emailed directly to PPI contributors, or confirmation of BACS payments instead emailed).
Payment and expenses for PPI contributors
Research and project teams will share an impact summary of the PPI work with any PPI contributors. 
Study impact summary sent to PPI contributors
Contact the PPI Operations team to discuss your request, via the ccsped-ppi@qmul.ac.uk shared inbox.
After speaking to you, the PPI team will reach out to relevant PPI Pool members in the first instance, and contact wider community groups beyond this if needed. The PPI team will keep you updated on the response and next steps.
The PPI team will also assist with delivering any training needed for PPI contributors.
Planning your PPI
Request PPI input via the PPI Operations Team
[bookmark: _Hlk159591448][bookmark: _Hlk159591449]Any ad-hoc PPI sessions will by default be arranged and run by research teams. The PPI team can help support this on an individual request basis.

For any longer-term project-specific PPI Panels, the PPI team can support meeting facilitation. (Large-scale projects or trials should have dedicated staff member time in place for organising and delivering PPI sessions)
Conducting PPI work
You should create a clear PPI plan as early as possible in the research process. The EDI PPI Assessment Plan V1.0_08MAR2023.docx
should be used to assist you in creating this. The PPI Operations Team can also help with creating and refining this.

Things to consider:
· What are the aims of your PPI work? What format will you use?
· Who do you want to hear from? (Patients, carers, the wider public, at-risk groups, health and social care service users?)
· Which other demographic characteristics are important for your project? (Age, gender, ethnicity, socioeconomic status, education, disability, cancer experience, geographic location, PPI experience)
· How many PPI representatives do you need? (Minimum of 2)
· How much time is required? Over what time period?
· Budget for PPI (NB: large-scale projects or trials should consider appropriate project or programme manager time for organising and delivering PPI work i.e. including in job descriptions)
· Training needs of PPI contributors




Feedback will be collected from project teams and PPI contributors following completion of PPI work, using separate structured feedback forms. The PPI team will be in touch with a link to the form.  

Feedback from researchers and PPI contributors

[bookmark: _Toc163550790]Identifying PPI Contributors
You must first identify – and decide on – the type of PPI input necessary for your study, together with the relevant group(s) and stages of the research cycle most appropriate. Please complete the EDI and PPI Assessment Tool.

Demographics of the CCSPED PPI Pool: 
This data is up to date as of 27.08.2025 and will be updated quarterly, here. 
	Total sign ups 

	Individuals   
	· 174 

	Ethnicity    
	· 117x White 
· 27x Asian 
· 19x Black 
· 6x Mixed 
· 2x Other 
· 3x Prefer not to say  

	Gender   
	· 127x Woman 
· 46x Man 
· 1x Non-binary 

	Age*
	· 20-29: 6 
· 30-39: 27 
· 40-49: 26 
· 50-59: 47 
· 60-69: 38 
· 70-79: 12 
· 80-89: 3 

	Education level 
	· University Degree: 66 
· A Levels: 30 
· Masters: 30 
· GCSE: 18 
· Other: 15 
· PhD: 10 
· Don’t know: 2 
· Prefer not to say: 1  
· Did not finish school: 0  


*Some data for this category is missing. 






Steps for connecting with potential PPI contributors: 
1. Email the PPI team at ccsped-ppi@qmul.ac.uk, listing the following information, including the questions as headings:
· What is the name of the study?
· Short paragraph in plain English to explain what the study is hoping to achieve:
· Short paragraph in plain English to explain what the PPI contributors will be asked to do: 
· Timelines for PPI involvement:
· How many PPI contributors are you looking for? 
· Are there any specific characteristics you are looking for? (e.g. age, sex, ethnicity, cancer experience or cancer type, other health condition)
· What will the time commitment be for PPI contributors? (If you are asking them to read documents/ do preparation for a meeting, please include guidance on how much time you expect them to spend on the activity)
· Will the activity be online or F2F? 
· If F2F, where will this be held? Will travel be reimbursed/ will there be lunch/ catering etc?
· How will PPI contributors be paid for their time? ie choice of voucher/ BACS
· The deadline for confirming expression of interest
2. The PPI team will generate a list of potential PPI contributors from the CCSPED PPI Pool. 
3. If a sufficient number of potential PPI contributors cannot be sourced from the PPI Pool,
    the PPI team can work with you to create a targeted PPI recruitment plan.


[bookmark: _Toc163550793][image: A person pointing at a wall with sticky notes

Description automatically generated]Meetings
Once you have confirmed PPI contributors for your study the following checklist can be used to plan for the first (or stand-alone) meeting. 

	First meeting checklist

	Title of study
	☐

	Funders
	☐

	Study aim(s)
	☐

	Time commitment required
	☐

	Payment + expense claim process
	☐

	Future meeting format (in-person vs. online vs. hybrid)
	☐

	Right to withdraw
	☐

	Questions
	☐



The agenda and any other relevant documents, such as pre-reading, should be shared with your PPI contributors at least one week in advance of the meeting.
Pre-Meeting To Dos
1. Ensure you plan in advance
2. Schedule meetings at least 2 weeks in advance
3. Share the purpose of the meeting, an agenda, a lay summary and any discussion primers ahead of time
4. Familiarise yourself with ground rules, and share these at the beginning of your meetings
Ground rules:
· Please communicate in a friendly and respectful manner.

· Please give everyone a chance to contribute​.

· Please respect everyone’s opinions, even if you don't agree​.

· If at any point something is unclear, please raise your hand and ask for an explanation.

· Our time is limited, so any interruptions by the facilitator will only to keep us on schedule​.

[bookmark: _Toc163550794]Post-Meeting To Dos
All researchers are asked to provide PPI contributors with timely updates following any involvement for a study. Updates should include:
i) Email to thank and acknowledge PPI contributors’ input, and ask for feedback
ii) Email to share the impact of PPI contributors’ input on the study or trial
iii) Updates on the progress of the study or trial
iv) Timelines for remaining study components (and any further study updates)
[bookmark: _Toc163550796]Researchers will be sent a link to the Researcher PPI Feedback Form by the PPI team following completion of the PPI activity. The participants will be sent a separate link to a Participant PPI Feedback Form. There is a mechanism for PPI members to raise serious concerns to the PPI team.
On completion of the Researcher PPI Feedback Form, you will be contacted by a member of the CCSPED PPI team to ask you to share the impact of this work with the PPI contributors via email. 

[bookmark: _Toc211439698]Budgeting and Payment
Effective public involvement takes both time and money, and it is important to have an adequate budget for both. Ensure that you have sufficient funding to undertake your PPI activities. 

Potential costs include:
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· 
· PPI contributor payment
· Venue hire
· Refreshments and/or catering
· Travel expenses
· Carer costs (for PPI contributor to attend meeting)
· Childcare (for PPI contributor to attend meeting)

Please follow NIHR guidance or contact the CCSPED PPI  team for any queries or further guidance on this.

Payment Format:
All PPI contributors must be properly remunerated for their time and contributions. 

Please use this slide to inform participants of the choice between vouchers or BACS: CCSPED PPI payment slide (sharepoint.com), highlighting timescales to set expectations. 

Please ensure that you are aware of the expiry date of your budget codes. It can take a while to get PPI members and voucher suppliers paid so it is important to think ahead, especially if your budget code is close to expiry.

[image: ]Vouchers: 
CCSPED’s preferred method of payment is e-vouchers. These avoid intrusive paperwork and delays with payments that go to QMUL’s finance team. 

Project teams can order batches of e-vouchers in advance. These can be requested from Nia (n.otakejohn@qmul.ac.uk).  

E-vouchers can usually be processed in one week. 

To order vouchers, please contact Nia (n.otakejohn@qmul.ac.uk) with the following information:
· The budget code for the study:
· The expiry date of the budget code: 
· The name of the research lead:
· The name of the study:
· The date of the PPI activity:
· The number of PPI contributors involved: 
· The value of each voucher and corresponding PPI contributor
* Please note, the supplier charges a 50p activation fee per voucher 
* Please note, the voucher supplier only issues vouchers of whole figure, i.e. they can’t issue a voucher of value £37.50. Any vouchers should be rounded up to a whole figure. 
*Pluxee will invoice monthly for the number of gift cards that have been activated and QM Finance work to a 4-week turnaround, so it is important that the gift card’s expiry date does not extend beyond the budget code/grant being live.


If possible, it would be helpful for researchers to distribute the voucher codes directly to the PPI contributors. However, if preferred, Nia can send the voucher codes to the contributors if their email addressed are provided. 

Here is a template email for distributing voucher codes:TEMPLATE EMAIL TO PPI PARTICIPANTS: 
SUBJECT LINE: PPI Participation voucher: (Study name)
Dear (Their name),	
Thank you for your time and supporting us in (Activity, Study name, on date), please find the activation codes below for your (£ Voucher value) voucher.	
Chx No.	Validation
XXXXXXXX	XXXXXXX
The voucher can be redeemed against multiple suppliers at https://www.vouchershopexchange.co.uk/  	
Here is a video on how to activate it: How to Use your eCheque and eVouchers (videomarketingplatform.co)
Many thanks, 
(Your name)

*Please ensure that you are careful when circulating the information, making sure that you are sending the codes to the right individual, and you are not sending the same codes more than once.

Physical vouchers: can also be ordered but take at least one week to be delivered. 
· Love2shop has a minimum total order of £100 for physical vouchers
· Love2shop physical voucher orders under £2,500.00 will be charged £7.50 plus VAT delivery cost.
· Love2Shop paper vouchers are only available in £5 and £10 denominations.
· Researchers must take responsibility for collecting and sending on the physical voucher to the PPI contributors.
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Bank transfers (by BACS payment) are suitable for longer-term PPI contributors. This includes project-specific PPI Panels, and contributors working on a project over a prolonged period.
Please note these payments are taxable and can impact on welfare benefits. PPI contributors are advised to check with their benefits office, where applicable, before agreeing to payment by bank transfer.

If the PPI contributor has not been set up on our system for previous payments, this form must be filled out. 
Please either send the form to your PPI contributor to fill out, or provide Nia (n.otakejohn@qmul.ac.uk) with the following information to do so on their behalf:
· 
· Study budget code:
· Date of the PPI activity:
· Research Lead:
· Amount: (£)
· Surname:
· Forename:
· Address:
· Email address:
· Bank name and address:
· Sort code:
· Account number:

Nia will then forward the claim to the finance department for processing. 

Expense Reimbursement:
For reimbursement of relevant expenses incurred, PPI contributors must complete a compensation form. To enable payment for the first time, payees must complete the Queen Mary research volunteer compensation form [DOC 49KB] - on both page 2 and the Payment Request Form on page 3. For each subsequent session, payees will only need to complete the Payment Request Form (page 3). 
Evidence must be provided alongside this, in the form of receipt, invoice, travel ticket, etc.
The form needs to be signed by the relevant manager and then emailed to finance-ap-processing-query@qmul.ac.uk with the words 'PPIE Claim' in the email's subject line.

PPI members should receive their reimbursement within 4 weeks of finance receiving the claim. 

[bookmark: _Toc211439699]Payment Rates: 
	Rate
	PPI Involvement

	£12.50
	A half-hour activity, such as reading and commenting on an abstract


	£25
	A one-hour activity, requiring little or no preparation


	£50
	A two-hour activity, requiring some preparation


	£75
	A half day activity, requiring substantial preparation


	£150
	Involvement in all-day meetings


	£300
	Involvement in all-day meetings requiring substantial preparation



CCSPED works with recommended NIHR payment rates for PPI contributors:
· Please inform PPI contributors that if they are being paid over to £184.30 total in any given week for PPI work, this will affect their ability to claim benefits.
· Please inform PPI contributors that if they are being paid over £1000 per year for taking part in PPI activities, they must declare these earnings to HMRC. 

[bookmark: _Toc211439700]CCSPED PPI Payment Policy 
To ensure clarity around agreed time commitment for PPI tasks and to avoid requests for additional reimbursement, we have developed a short explanatory note to include in communications sent beforehand:
"To keep things fair, we pay everyone the same amount for each PPI activity. The amount will be set by the researcher according to how long it is expected to take, for example two hours to review a few short documents.
This means that everyone doing the same activity will receive the same payment, as agreed with the researcher before the activity. This helps us to manage our PPI budgets – especially for smaller projects, where varying payment claims could reduce the funds available for others to be involved.
If you have a learning difficulty or another circumstance that means certain tasks may take longer, please speak to us about this before starting the activity.

[bookmark: _Toc211439701]CCSPED PPI Complaints Policy 
Below is the CCSPED PPI Complaints Policy. It is circulated as part of an induction pack when new PPI members sign up to the pool. Please share it with your PPI members at the beginning of your correspondence. 

CCSPED is committed to maintaining an environment where staff and PPI members interact with honesty, respect, and integrity. This policy provides a framework for addressing and resolving genuine concerns to ensure that any issues are managed fairly and constructively.
How to make a complaint
If you have a complaint or concern to raise relating to your involvement in our research as a PPI member, you can raise this in the following routes:
1. Contact the relevant study team: if you feel comfortable to contact someone from the study team you are working with, please get in touch with them to explain the issue and see if they can help resolve it. You can copy in the centre’s PPI email (ccsped-ppi@qmul.ac.uk) if you would like us to keep a central log of the complaint or concern, and to help you to follow it up.
2. If you would prefer not to raise it directly with the study team, or if your complaint does not relate to an individual study, please raise your concern by emailing the centre’s PPI email (ccsped-ppi@qmul.ac.uk) and putting ‘PPI complaint’ in the subject line.
What happens next?
If you make a complaint, we will try to:
· Respond to your complaint promptly (within two weeks) 
· Talk with any staff who are referred to in the complaint (unless the complainant has asked us not to), to give them feedback and listen to their perspective
· If appropriate, discuss the issue with more senior members of staff, such as the relevant line manager or study lead
· Keep you updated (at least every 4 weeks if the matter is taking some time to resolve)
· Give you a full summary once the complaint has been resolved to a satisfactory level
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