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Participation Request
for Patient and Public Involvement (PPI) Activities Template

Publication date
This Participation Request for Patient and Public Involvement (PPI) Activities Template (version 1.0) was published on 1 March 2023.

Instructions for use
This document is intended to be used when looking for a PPI contributor for an initiative or research project, for example an individual patient, a patient organisation representative, a caregiver, a family member, a member of the public, a patient expert, or a patient advocate. It provides information about the initiative/research project, a description of its PPI activities, the knowledge/experience/skills needed, the amount of work/time required, and compensation for PPI activities. Providing this information will help identify PPI contributors who are suited to the planned PPI activities.

The content of this template can be adapted as necessary. Headings and examples are suggestions and are not intended to be prescriptive or exhaustive. Text within [square brackets] is either information intended for the person preparing the final document that should be deleted or information intended for the PPI contributor that needs to be adapted (“OR” and “/” indicate a choice; please delete the option not chosen). The final document should not include any of the original square brackets.

Copyright
This template has been developed by the PPI Working Group of the Swiss Clinical Trial Organisation (SCTO). It is licensed under CC BY-NC 4.0. The content of this template may be shared, adapted, and used for non-commercial purposes as long as the terms of the license are followed. To view a copy of the license, visit http://creativecommons.org/licenses/by-nc/4.0/.

Disclaimer
This document reflects the views of the SCTO. The SCTO is not liable for any use that may be made of the information contained herein.

This cover page is for information purposes only. Please delete this cover page (including the SCTO’s logos in the header and the text in the footer) before using the template.



Participation Request
for Patient and Public Involvement (PPI) Activities
Patient and public involvement (PPI) in clinical research refers to research that is done with or by patients and members of the public rather than to, about, or for them. It means that patients or other people with relevant experience are actively involved as PPI contributors in planning, implementing, or evaluating an initiative or research project. For more information about patient and public involvement, please visit the PPI section of the SCTO’s website.

It is of great importance to us to carry out this [initiative/research project] in a patient-friendly and patient-oriented manner for the patients and their relatives involved. [OR: We care about organising/designing/implementing/managing this [initiative/research project] in a patient-friendly and patient-oriented manner.] Therefore, we would like to include your perspective, insights, and experiences. 

We would like to invite you to [become involved in/become a member of] the [insert name of research/study team or committee] as a PPI contributor for our [initiative/research project] [insert name of initiative/research project]. Please read below for more information about the role and profile of PPI contributors in this [initiative/research project]. If you have any further questions, please contact [insert name and email address]. 
[Initiative/Research project] overview
[Insert a brief summary/description of the initiative/research project written in lay language with the following information: the organisation responsible/who is leading the initiative or research project, the name of the contact person, what the initiative/research project is about, its objectives, its current status/phase, funding, etc.]
Involvement and role overview
[Insert a summary of the opportunity for involvement, details about the PPI contributor’s role, and the purpose of his or her involvement (e.g. in the planning and execution of a study).]

If you agree to become a PPI Contributor to [insert name of initiative/research project], we will ask you to commit to being involved in the following tasks:

[The following list (not exhaustive) contains some examples of PPI activities taken from the SCTO Remuneration Policy for Patient and Public Involvement (PPI) Activities. Additional examples can be found in the SCTO's PPI Guide for Researchers. Please tailor the examples to your initiative/research project.] 

1) [Collaborate in defining the [initiative’s/research project’s] research question(s).]
2) [Give advice on study endpoints that matter most to patients (i.e. what the study should explore from the patient’s point of view).]
3) [Provide input on what level of risk most patients would be willing to take.]
4) [Assess the study’s benefits for the patients participating in it.]
5) [Provide practical input on how the study is conducted (i.e. how to make the study more meaningful and feasible as well as more comfortable and easier for patients and their relatives).]
6) [Support the development of patient information that is easy to understand.]
7) [Assess and interpret study results.]
8) [Support the communication of study results in lay language (i.e. figure out how the study results can be communicated in an understandable way).]
9) [Evaluate the impact of patient involvement (e.g. with regards to the planning and implementation of the study).] 
10) [Become a co-author of publications that communicate study results in lay language.]
11) [Join an advisory board or committee (e.g. Data and Safety Monitoring Board).]
12) [Participate in subgroup [insert name of subgroup] as a group member.]
13) [Lead subgroup [insert name of subgroup] as its project manager.]

The [activity/activities] listed above will involve you as a PPI contributor and the study team, and [they] will take place in the context of: 

[See the list below (not exhaustive) for some examples. Please tailor the examples to your initiative/research project and add the task number(s) above that correspond(s) to each example.]

· [being an active part of the research/study team (responsible for designing, preparing, and implementing the study) or one of its committees (e.g. responsible for preparing new guidelines for treatment) (task [insert number(s) of the corresponding task(s) above])]
and/or
· [a survey (task [insert number(s) of the corresponding task(s) above])]
· [an interview (task [insert number(s) of the corresponding task(s) above])]
· [a focus group (task [insert number(s) of the corresponding task(s) above])]
· [a meeting/workshop/structured feedback session (task [insert number(s) of the corresponding task(s) above])]
· [an advisory board/committee meeting (task [insert number(s) of the corresponding task(s) above])]

Please note that meetings will be held [virtually OR in person at [insert meeting location]].


Role requirements
We are looking for [an individual patient/a patient organisation representative/a caregiver/a family member/a member of the public/a patient expert/a patient advocate] with the following profile to become a PPI contributor to our [initiative/research project]:

[Depending on the type of PPI, your initiative/research project may require different knowledge, experiences, and skills. The following table contains a list of categories (not exhaustive) of PPI knowledge, experience, and skills. Please tailor the table to your initiative/research project. For additional information on PPI skill/competency categories, see Table 2 of the SCTO’s PPI remuneration policy.]
 
	Knowledge/experience/skills
	Essential
	Desirable

	[Basic/Extended/In-depth understanding/knowledge/lived experience of [insert topic (e.g. the disease under study)] and insights into the patient population involved/insights into the difficulties of living with and managing the disease]
	
	

	[The ability to [insert ability (e.g. focus on a task and communicate its results clearly and in a way that is easy to understand)]]
	
	

	[An interest in [insert interest (e.g. gaining basic knowledge of the requirements of clinical research)]]
	
	

	[Language skills]
	
	

	[Computer skills/access]
	
	

	[Age]
	
	

	[Gender]
	
	

	[You do not need any specific skills to join our initiative/research project]
	
	


Duration of involvement and time required
Your involvement in the [initiative/research project] is expected to start [on [date]/in [month]] and to end [on [date]/in [month or year]]. We anticipate your involvement to require a time commitment of approximately [insert hours] hours per [week/month/year]. If this were to change during the [initiative/research project], we would inform you. We will not make any changes without your agreement. Most of your PPI work will take place [online OR in person at [insert meeting location]]. Meetings will take place [insert frequency] [online OR in person at [insert meeting location]].
Introductory meeting, support, and training
We will provide you with support for fulfilling your role/tasks [(e.g. arrange an introductory meeting and provide support throughout the [initiative/research project])]. In addition, specific training [(e.g. on informed consent)] can be arranged as the need arises.
Compensation
Your work as a PPI contributor will be compensated according to the SCTO Remuneration Policy for Patient and Public Involvement (PPI) Activities.

Alternatively, you may choose to decline compensation or ask for non-monetary compensation [(e.g. in the form of gift vouchers or the opportunity to participate in courses, training events, or conferences)]. Please note that declining monetary compensation does not have an impact on your ability to become involved.
Stop involvement
We assume that everyone involved will do their best to make this collaboration work. However, in case of unforeseen circumstances, you may stop your involvement as a PPI contributor at any time by notifying your contact person for this [initiative/research project]. You do not need to specify any reason. However, we would appreciate it if you indicated why you wish to stop your involvement so we can improve how we collaborate with our PPI partners on future [initiatives/research projects].
Contact details
The main contact person for this [initiative/research project] is [insert name]. If you are interested in becoming involved as a PPI contributor or would like to find out more about [a PPI contributor’s role and/or this [initiative/research project]], please contact [insert name] via [insert email and/or telephone number].

[OR: Insert a web page/link (if available) where prospective PPI contributors can find further relevant information about a PPI contributor’s role and/or the initiative/research project.]

Thank you for considering our request. We would welcome the opportunity to partner with you on this [initiative/research project].

Sincerely

[Insert the name and signature of the main contact person for this initiative/research project.]
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