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Patient Representative Recruitment 2.0
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Fall/
Winter
2020

• Recorded an introductory webinar on YouTube
• Wrote formal patient representative role description
• Simplified online application 

Jan./Feb. 
2021 

• Advertised new recruitment (n=51 applicants)
• Held live recruitment Q+A and new member social

Spring 
2021

• New representatives joined meetings in March 2021
• Scheduled alternating meeting times and recording 

meetings to facilitate participation 



REiNS Patient Representatives (n=67)
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85%

Country of Residence

USA United Kingdom France The Netherlands Austria Canada Cyprus

15%

49%51%

Representative Type

Person with NF
Family Member/Caregiver

75%

15%

10%

Type of NF

NF1 NF2 SWN

24%

76%

Gender

Male Female



REiNS Patient Representatives (n=67)
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4, 6%

3, 5%
1, 1%

57, 
88%

Race

Black Asian Native American White

60, 95%3, 5%

Hispanic/Latinx Ethnicity

Not Hispanic/Latino Hispanic/Latino

8%
16%

40%

30%

6%Education
High School Degree or equivalent

Some College

2 or 4 year college degree

Master's Degree

Doctoral Degree



What do you hope to accomplish by being a REINS 
patient representative?
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New Educational Training Materials

7https://docs.google.com/document/d/1se0B26to0k0yK1589M90Ex4xJq7hMBe
11Vt6q61CbEQ/

About Clinical Trials
•What is a clinical Trial?
•Clinical Trial Phases
•Deciding to participate in a clinical trial
•Clinical Trials for NF
•Clinicaltrials.gov
•Clinical Trial Endpoints (fda.gov)
•Clinical endpoint - Wikipedia

Glossary of Neurofibromatosis and Medicine and Research
1.Neurofibromatosis manifestation list with short definition/explanation
2.Glossary of medicine and research
3.NF Registry Glossary

REINS
1.About REINS Patient Representative Program
2.REINS Frequently Asked Questions
3.REINS International Collaboration
4.REINS Working Groups
5.REINS Presentations

https://www.ctf.org/images/uploads/documents/WhatIsAClinicalTrial_(1).pdf
https://www.nfregistry.org/cms/pages/clinical_trials_phases.html
https://www.nfregistry.org/cms/pages/deciding_to_participate
https://www.ctf.org/research/clinical-drug-pipeline
https://clinicaltrials.gov/
https://www.fda.gov/media/84987/download
https://en.wikipedia.org/wiki/Clinical_endpoint
https://drive.google.com/file/d/1ogfWH0iZ4C76kJWP46WpAUtJMnUK43NL/view?usp=sharing
https://learning.eupati.eu/mod/glossary/view.php?id=109&mode&hook=ALL&sortkey&sortorder&fullsearch=0&page=0
https://www.nfregistry.org/cms/pages/glossary.html
https://youtu.be/mEbnhCI2ZMo
https://drive.google.com/file/d/1DJwO4z2J1ImEx0FbNh3B1HPGNsnOgDMP/view?usp=sharing
https://ccrod.cancer.gov/confluence/display/REINS/Home
https://ccrod.cancer.gov/confluence/display/REINS/Working+Groups
https://ccrod.cancer.gov/confluence/display/REINS/Presentations


Scientific

REiNS 
Working Groups

Clinical Trial   
Design Input

(Academic/Pharma)

Operational

Recruitment
(Andrés Lessing)

Education
(Traceann Rose)

Evaluation
(Vanessa Merker)
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REiNS Patient Representative Working Group
Researcher Co-Chairs: Andrea Gross, Vanessa Merker

Patient Representative Co-Chairs: Andrés Lessing, Claas Röhl



Patient Engagement in REiNS
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Patient 
Representation 
Working Group

REINS 
Working 
Groups

• ≥3 “assigned” patient 
representatives per group

• More involved feedback
• Sustained engagement 

across project lifecycle

Leadership 
Council

• 3 patient representatives
• High-level view
• Overall program leadership

• Many patient 
representatives “at-large”

• Diverse viewpoints
• Ad-hoc, targeted feedback 



Patient Representative Feedback 
on Research Studies
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Presenter Topic
Liny John/Andrea Gross Disfigurement Rating Scale (Observers)

Heather Thompson Communication difficulties survey

Andrea Gross PN Secondary Prevention Trial

Staci Martin Disfigurement Rating Scale (Patients)

Rob Avery
Vision Restoration/
Vision Preservation Therapies

Karin Walsh Sleep survey

Vanessa Merker
Grant proposal to embed qualitative 
interviews in NF Clinical Trials

Brigitte Widemann/Aerang Kim MPNST triple combination therapy trial

Andrea Gross/Jonathan Rios Prospective study of MEKi effects on bone

To present your NF clinical trial or related research study, email us at 
andrea.gross@nih.gov or vmerker@mgh.harvard.edu. Open to all!

mailto:andrea.gross@nih.gov
mailto:vmerker@mgh.harvard.edu
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Next Steps

• Write Plain English Summaries of REINS 
manuscripts

• Continue to update educational materials on 
REiNS website

• Addressing additional priority items
– Develop a ‘best practices’ handbook for patient 

engagement including presentation template
– Conduct follow-up evaluation of patient 

representative program
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Patient Representative Group
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What are the most important values for a program to 
engage patients and their family members in research?
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