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EFCNI participation in research projects
Request form
EFCNI welcomes inquiries for patient representation in research projects. In this form we ask for information about your proposed project and the role and tasks you would wish EFCNI to take over. The information you give us here will help us understand your project and expectations better and thus guide us in our decision-making process. We will prioritise research projects where EFCNI can play an active role and form part of the budgeted project activities. 
Please complete this request form and send it to research@efcni.org. EFCNI will determine whether the requested involvement for your project is feasible for us at this time and will get back to you within ten working days.
We ask for your understanding that requests can only be processed when the submission deadline is at least 8 weeks from when EFCNI has received this request form. 

	A) Contact details of Principal Investigator / coordinator

	Organisation / Institution

	Click here to enter text.
	Name

	Click here to enter text.
	Email address

	Click here to enter text.
	Address

	Click here to enter text.
	Phone number

	Click here to enter text.



	B) Project

	Title of the research project (Please spell out if an abbreviation/acronym is used)
Click here to enter text.


	Objective(s) of the project
Click here to enter text. 


	Short description / summary of the project
Click here to enter text.


	Potential benefits of the project for maternal health (before and during pregnancy), newborn infants and/or their families?
Click here to enter text.


	Type of project / trial / study
☐ Clinical Trial?
☐ Randomised controlled trial
☐ blinded	
☐ Placebo-controlled
☐ Phase I
☐ Phase II
☐ Phase III
☐ Phase IV
☐ Pre-clinical study
☐ Observational study / data collection
☐ Other (please specify)
Click here to enter text. 


	Number of planned patients / trial participants
Click here to enter text. 

	Countries / clinical sites planned to be involved
Click here to enter text.

	Funding scheme (national, H2020, other EU funding instrument …)
Click here to enter text.

Total amount of the (proposed) funding
Click here to enter text. 


	Submission date for proposal (1 or 2 stage application?)
Click here to enter text.	
Approximate decision date on success of proposal
Click here to enter text. 

Planned start of the project
Click here to enter text.


	Total duration of the project 
Click here to enter text.

	If applicable: other partners planned to be involved in the project (e.g. research partners, patient representatives, industry partners)
Click here to enter text.

Are industry partners involved in the project?
☐ Yes (please specify) Click here to enter text.
☐ No 




	C) Tasks envisioned for EFCNI 

	Please indicate the tasks/topics where you wish to involve EFCNI in your project
	☐ Grant writing, research application
	Research Design and Planning

	☐ Agenda setting, research prioritisation (e.g. gap analysis, prioritisation of tasks, identification of topics for maternal and newborn research)
	

	☐ Support of protocol design / synopsis (e.g. definition of patient relevant endpoints, clarification of research questions, review/comment on questionnaires and data collection methods; risk-benefit criteria, data protection)
	

	☐ Assistance with application to the Ethics Committee (e.g. participation in the Ethics Committee Board meeting, review of the application to the Ethics Committee, provide advice on the application to the Ethics Committee, join ethical discussions)
	

	☐ Input on patient’s journey and quality of life (background and “state of the art” information) with support of focus group
	

	☐ Input on data protection
	

	☐ Education and training for investigators on patient perspectives and patient perceptions, patient needs, limits, expectations across the study process (recruiting to follow-up)
	

	☐ Set-up and coordination of a parent advisory board
	Research Conduct and Operation

	☐ Building a patient network of affected families
	

	☐ Assistance in study conduct / field work (e.g. Review and comment on interviews, surveys, questionnaires, organisation of focus groups, assure patient/user friendly information material)
	

	☐ Assistance in the development of a patient recruitment strategy 
	

	☐ Assistance in the development of a patient retention strategy (e.g. regular interaction, motivation of participating families)
	

	☐ Study reporting 
	

	☐ Assistance in the development of information for participants (e.g. informed consent and patient friendly information, protocol amendments, new safety information, content, visual design, readability, language)
	

	☐ Represent the patient’s voice in the steering committee
	

	☐ Represent the patient’s voice in the data monitoring board
	

	☐ Support analysis and interpretation of data (e.g. data interpretation from patient perspective, advise on key messages and recommendations arising from research data, advice on patient relevance)
	Data analysis

	☐ Advocacy (e.g. championing adoption of research findings into actual practice)
	Dissemination, communication and translation into policy

	☐ Dissemination & communication (e.g. dissemination of findings to diverse audiences (participating families as well as, joint publications and presentations of findings, information leaflets)
	

	☐ Awareness building for disease and trial among patient/parent organisations or the general public
	

	☐  Other, please specify Click here to enter text.	
	




	Please indicate the partner role of EFCNI in your project. (e.g. work package leader, work package member, beneficiary / co-applicant, advisor, …)
Click here to enter text.	



Thank you for taking the time to answer our questions.
Please send this form to  research@efcni.org . Please don’t hesitate to also contact us via this email address should you have any questions.
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