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REiNS Meetings

December 2023 Winter Meeting (Baltimore, MD)

1. REiNS 2023 Winter Meeting Welcome and Introduction

2. Understanding decentralized trials: benefits and challenges

3. Inching towards decentralized trials for NF1 and SWN

4. FDA Guidance on Decentralized Clinical Trials

5. Digital Biomarkers to support decentralized trials

6. Assessing functional endpoints for NF1 and SWN in decentralized trials

7. Visual Outcomes in Decentralized Trials

8. Imaging Working Group Update: Imaging Outcomes in Decentralized Clinical Trials

9. Assessing cutaneous neurofibromas in decentralized trials

10. Assessing Patient-Reported Outcomes (PROs) in Decentralized Trials

11. Decentralized Neurocognitive Trials

12. Biomarkers in decentralized trials

June 2023 Summer Meeting (Scottsdale, AZ)

1. REiNS 2023 Summer Meeting Welcome and Introduction

2. Perspectives of Adolescents with NF1 and Cutaneous Neurofibromas

3. A core outcome domain set to assess cutaneous neurofibromas related to neurofibromatosis type 1 in clinical trials

4. REiNS Patient Representative Membership and Activities

5. Updates from the PRO Working Group: An Evaluation of Measures Used to Assess Anxiety and Depression for Individuals with Neurofibromatosis and 
Schwannomatosis

6. Neurocognitive Outcomes Working Group Update: Evaluation of Measures of Intellectual Ability, Memory, Language and Executive Functions
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https://ccrod.cancer.gov/confluence/download/attachments/141000929/Donoghue_REiNS%20December%202016_Patient%20Engagement.pdf?version=1&modificationDate=1487947699467&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Plotkin_REiNS%20Patient%20Engagement%20Teleconference%2011-20-17.pdf?version=2&modificationDate=1511211986520&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/REiNS%20PRO%20group%20poster%20Revised%20061416.pptx?version=1&modificationDate=1474313997970&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/CTF%20Functional%20Outcomes%20Poster%20AG%20BW%206-13-16.pptx?version=1&modificationDate=1474313997970&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Neurocognitive%20Outcomes%20Conference%20Poster.pptx?version=1&modificationDate=1474313997970&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/PN-volume-segmentation.pptx?version=1&modificationDate=1492996442313&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/PN3-Volume-segmentation-Neck-chest-Date1.pptx?version=1&modificationDate=1509642619953&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/PN3-Volume-segmentation-Neck-chest-Date2.pptx?version=1&modificationDate=1509642658737&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/PN3-Volume-segmentation-Neck-chest-Date3.pptx?version=1&modificationDate=1509642691233&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/1%20Plotkin%20Widemann%20Introduction%202023%20REiNS_%20Winter.pdf?version=1&modificationDate=1703262957657&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/2%20Merker_DCT_REINS_Winter%202023_final.pdf?version=1&modificationDate=1703262970897&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/3%20REiNS%20talk%20Plotkin_Winter%20Meeting%202023.pdf?version=1&modificationDate=1703262983523&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/4%20Bradford%20Decentralized%20Trials%20REiNS%20meeting%20final%20without%20animations.pdf?version=1&modificationDate=1703262928443&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/5%20Anoopum%20Gupta%20Digital%20Biomarkers%20to%20Support%20Decentralized%20Trials.pdf?version=1&modificationDate=1703263006633&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/6%20Gross%20REiNS%20Functional%20Eval%20Decentralized_Winter%20Meeting%202023%2012-2-23.pdf?version=1&modificationDate=1703263075453&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/7%20Avery_Decentralized%20visual%20outcomes%20REiNS_Winter%20Meeting%202023.pdf?version=1&modificationDate=1703263105047&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/8%20Shivani%20Ahlawat%20Imaging%20Working%20Group%20Update_Imaging%20Outcomes%20in%20Decentralized%20Clinical%20Trials.pdf?version=1&modificationDate=1703263119680&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/9%20Kavita%20Sarin_Assessing%20cutaneous%20neurofibromas%20in%20decentralized%20trials_2.pdf?version=1&modificationDate=1703263135703&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/10_Wolters_REiNS%20PRO%20talk_Winter%20Meeting%202023_12-4-23_Final.pdf?version=1&modificationDate=1703263157163&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/11%20Walsh_Decentralized%20Neurocognitive%20Trials_DEC2023.pdf?version=1&modificationDate=1703263185020&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/12%20Sundby%20REiNS%20Biomarkers_Winter%20Meeting%202023.pdf?version=1&modificationDate=1703263204793&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/1%20-%202023%20REiNS_%20Summer%20Updates%20Plotkin%20Widemann%5B1%5D.pdf?version=1&modificationDate=1703263322480&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/2%20-%20ACannon_REiNSmeeting_06222023.pdf?version=1&modificationDate=1703263336360&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/3%20-%20REiNS%20meeting%20Fertitta%202023.pdf?version=1&modificationDate=1703263353783&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/4%20and%205%20-%20REiNS%20Summer%202023%20-%20Patient%20Representative%20Update.pdf?version=1&modificationDate=1703263368597&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/6%20-%20REiNS%20PRO%20Group%20Anxiety%20and%20Depression%20FINAL.pdf?version=1&modificationDate=1703263383063&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/6%20-%20REiNS%20PRO%20Group%20Anxiety%20and%20Depression%20FINAL.pdf?version=1&modificationDate=1703263383063&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/7%20-%20REiNS%20Neurocognitive%20slides%20Scottsdale%202023.pdf?version=1&modificationDate=1703263414567&api=v2


7. Gene-Targeted Therapies Working Group: Patient preference studies for gene-targeted therapy

8. REiNS Functional Group Update

9. Opportunities to Engage with FDA

10. Prospective Evaluation of Skeletal Disease Manifestations in NF1

December 2022 Winter Meeting (Baltimore, MD)

1. Summarizing key regulatory issues of interest for REiNS

2. What is Required for Drug Approvals in Common and Rare Diseases and How Natural History Studies Can Help

3. FDA Perspective: Approach to Rare Diseases and Use of Natural History Studies

4. Support for developing medicines to address unmet medical needs of patients with a rare disease

5. Regulatory Approval of Selumetinib for NF1 Plexiform Neurofibromas: How Did We Get There & Lessons Learned

6. The natural history of Neurofibromatosis Type 2: National Institutes of Health Cohort

7. Natural History of Schwannomatosis-Related Pain

8. Natural History Study of Cutaneous Neurofibromas In People With NF1

9. International Multi-Center Natural History Study of Newly Diagnosed NF1-Associated Non-Optic Pathway Glioma

June 2022 Summer Meeting (Philadelphia, PA)

1. Neurocognitive Outcomes Working Group Update

2. REiNS Functional Group Update

3. Imaging Working Group Update

4. Biomarker Group Update

5. REiNS Mini-symposium: Consensus meeting to define the minimal set of outcomes to be reported for clinical trials of cutaneous neurofibromas 

Virtual Winter Meeting - March 2022

Patient Representative Meeting

1. Understanding the Genetic Code and Successful/Unsuccessful Approaches to Gene Directed Therapies 

2. A (Very Brief) History of Gene Directed Therapy Trials for Humans

General Meeting

3. Welcome Slides

4. Facilitating the Development of Gene Therapy for Conditions that are Less Common

5. Gene Therapy Approaches for the Leukodystrophies 

6. Scientific Approaches to Gene Directed Therapies for NF2 and Schwannomatosis

7. Safety Issues of Gene Therapy

8. An Ethical Framework for Initiating Human Trials of Gene Directed Therapies in NF: Deciding When? Who? How?

9. Gene Directed Therapies: Interactive Exercise 

Virtual Summer Meeting - June 2021

1. Welcome Slides 

2. Developing Endpoints Across Multiple Cognitive Domains

3. Update from the Patient Reported Outcomes Working Group

https://ccrod.cancer.gov/confluence/download/attachments/141000929/8%20-%20Gene%20targeted%20therapy_Plotkin.pdf?version=1&modificationDate=1703263590897&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/9%20-%20REiNS%20Functional%20Group%20Update%206-22-23.pdf?version=1&modificationDate=1703263440550&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/10%20-%20REINS%20Summer%202023%20-%20Bradford%206-23-23%20for%20distribution.pdf?version=1&modificationDate=1703263467707&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/11%20-%20REiNS%20NF1%20Bone%20Protocol%20Presentation%206-20-23.pdf?version=1&modificationDate=1703263494560&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Scott%20Talk%20REiNS%20Winter%20Pre-Meeting%2012-4-2022.pdf?version=1&modificationDate=1670859606847&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Brigitte%20Talk%20REiNS%20Winter%20Meeting%2012-4-2022B.pptx?version=1&modificationDate=1670859812560&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/FDA.pdf?version=1&modificationDate=1670859903950&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/EMA.pdf?version=1&modificationDate=1670859950857&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Regulatory%20Approval%20of%20Selumetinib.pdf?version=1&modificationDate=1670859996670&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/nf2_natural_history.pdf?version=1&modificationDate=1670860085367&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/SWN_pain_natural_history.pdf?version=1&modificationDate=1670860128243&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/cNF_Natural_history.pdf?version=1&modificationDate=1670860038763&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/glioma_natural_history.pdf?version=1&modificationDate=1670860183340&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/5.pdf?version=1&modificationDate=1656427717907&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/5.pdf?version=1&modificationDate=1656427717907&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/6.pdf?version=2&modificationDate=1656428263740&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/7.pdf?version=1&modificationDate=1656427984720&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/8.pdf?version=1&modificationDate=1656428131910&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/9.pdf?version=1&modificationDate=1656428146287&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/REiNS%20June%202021-Updated%206-16-21.pdf?version=2&modificationDate=1624372832550&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Wallis%20REiNS%20talk.pdf?version=1&modificationDate=1647058376057&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/1%20-%20Welcome%20slides%20_%20Mar%2014%202022_final.pptx?version=4&modificationDate=1662042566817&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/2%20-%20Facilitating%20the%20development%20of%20gene%20therapy_REiNS%20Meeting%20Marks%20031422.pptx?version=7&modificationDate=1662042736223&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/3%20-%20Gene%20Therapy%20approaches%20for%20the%20leuko.pdf?version=3&modificationDate=1662042885157&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Scientific%20Approaches%20to%20Gene%20Therap.pdf?version=2&modificationDate=1662042990687&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/7%20-%20Safety%20of%20gene%20therapy_Plotkin.pptx?version=4&modificationDate=1662043050720&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/8%20-%20An%20Ethical%20Framework.pptx?version=2&modificationDate=1662043136907&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/9%20-%20Gene%20Directed%20Therapies.pptx?version=1&modificationDate=1662043203067&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/1%20-%20Welcome%20slides%20_%20summer%202021%20BW.pdf?version=1&modificationDate=1624372444350&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/2%20-%20REiNS%20Neurocognitive%20slides%20Virtual%202021_Walsh.pdf?version=1&modificationDate=1624372493957&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/3%20-%20REiNS%20PRO%20group%20Disfigurement%20slides_061621%20Thompson.pdf?version=1&modificationDate=1624372554287&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/3%20-%20REiNS%20PRO%20group%20Disfigurement%20slides_061621%20Thompson.pdf?version=1&modificationDate=1624372554287&api=v2


4. REiNS Patient Representative Group Update

5. REiNS Functional Group Update

6. Identifying Clinical, Genetic, and Radiologic Features Associated with Increased Risk for MPNST

Virtual Winter Meeting - March 2021

1. Developing skeletal outcomes for NF Clinical Trials: Welcome and Direction

2. Techniques and Endpoints for Osteoporosis in NF1

3. Longitudinal Evaluation of Bone Density in Children & Young Adults with Neurofibromatosis Type 1

4. Endpoints for Study of Scoliosis

5. Radiation Risks of Imaging Studies

6.  X-ray, MRI, pQCT, and DXA in a Natural History Study of Scoliosis Progression in Children with NF1Application of 

7. Getting Ahead of the Curve: MRI vs. Radiographs for NF1 Related Scoliosis

8. Dystrophic Scoliosis and NF1: Parent Perspective

9. Patient reported outcomes for NF1-related Scoliosis: domains of interest 

Virtual Summer Meeting - June 2020

1. Introduction and REiNS Updates

2. Taking the REiNS: FDA Approval of Selumetinib for NF1

3. Developing Endpoints for Skeletal Manifestations of NF1

4. Developing Endpoints Across Multiple Cognitive Domains

5. Assessing Perceived Disfigurement in NF Clinical Trials 

6. Recruiting Patient Representatives to REiNS: Version 2.0

REiNS Winter Meeting - December 2019 (Baltimore, MD)

1. REiNS Functional and PRO Recommendations Applied in NF1 Trials: From Theory to Practice

2. Evaluating the Impact of REiNS on Clinical Trials for NF2 and SWN: 2011 - 2019

3. Clinical Trial Design for Cutaneous Neurofibromas

4. Review of Proposed Outcome Measures for cNF: Tumor Size, PROs, and Global Assessment of Change (GAC)

5. Selumetinib Trial Targeting Cutaneous Neurofibromas: Preliminary Findings and Lessons Learned

6. Proposed Design for an Activity Finding Trial Using Local Therapy

7. Proposed Design for Activity-Finding Trial Using Systemic Therapy for cNF

8. Assessing the Strengths and Weaknesses of the REiNS Patient Representative Program

 

September 2019 CTF Conference REiNS Session (San Francisco, CA)

1. Reliability of measuring muscle strength using a hand-held dynamometer in NF .pdf

2. Assessing Established PROs for cNFs: Are these Scales Adequate for Clinical Trials?

3. Using Patient Views to Inform the Design of Clinical Trials for cNF

4. Evaluating the REiNS Patient Representative Program

5. REiNS Neurocognitive Update - Preschool Subcommittee and Broader Committee

6. REiNS Patient Reported Outcomes (PRO) Working Group

https://ccrod.cancer.gov/confluence/download/attachments/141000929/4%20-%20REiNS%20Summer%202021%20-%20Patient%20Representative%20Update_Merker.pdf?version=1&modificationDate=1624372644107&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/5%20-%20REiNS%20Functional%20Group%20Update%206-14-21_Gross.pdf?version=1&modificationDate=1624372698310&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/5%20-%20REiNS%20Functional%20Group%20Update%206-14-21_Gross.pdf?version=1&modificationDate=1624372698310&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/REiNS%20June%202021-Updated%206-16-21.pdf?version=2&modificationDate=1624372832550&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/1%20-%20CS%20%2B%20P.pdf?version=1&modificationDate=1620842398703&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/2%20-%20CS%20%2B%20P%20.pdf?version=1&modificationDate=1620842416267&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/3%20-%20CS%20%2B%20P.pdf?version=1&modificationDate=1620842418643&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/4%20-%20CS%20%2B%20P.pdf?version=1&modificationDate=1620842426643&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/5%20-%20CS%20%2B%20P.pdf?version=1&modificationDate=1620842449243&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/6%20-%20CS%20%2B%20P.pdf?version=1&modificationDate=1620842617870&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/7%20-%20CS%20%2B%20P.pdf?version=1&modificationDate=1620842465807&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/8-%20CS%20%2B%20P.pdf?version=1&modificationDate=1620842657460&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/9%20-%20CS%20%2B%20P.pdf?version=1&modificationDate=1620842700627&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/1%20-%20Welcome%20slides%20_%20summer%202020%20%20-%20%20Read-Only.pdf?version=1&modificationDate=1592249700607&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/REiNS%20Role%20in%20FDA%20Approval%20Selumetinib%206-13-20%20%20-%20%20Read-Only.pdf?version=2&modificationDate=1592250142230&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Endpoints%20for%20NF1%20Skeletal%20Manifestations.pdf?version=1&modificationDate=1592250408707&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Endpoints%20across%20multiple%20cognitive%20domains.pdf?version=1&modificationDate=1592250507307&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Percieved%20Disfigurement.pdf?version=1&modificationDate=1592250612090&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/REiNS%20Summer%202020%20-%20Patient%20Representative%20Recruitment%20-%20Merker%20%20-%20%20Read-Only.pdf?version=1&modificationDate=1592250713297&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/1%20-%20REiNS%20Criteria%20Applied%20to%20NF1%20Clinical%20Trial%2012-8-19-updated.pdf?version=1&modificationDate=1582049343693&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/2%20-%20REiNS%20criteria%20applied%20to%20NF2-SWN.pdf?version=1&modificationDate=1582049475263&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/3%20-%20Welcome%20slides%20_%202019.pdf?version=1&modificationDate=1582049530330&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/4%20-%20Proposed%20outcome%20measures%20for%20cNF.pdf?version=1&modificationDate=1582049613677&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/5%20-%20WinterREiNS_cNFTrial_FINAL_redacted.pdf?version=1&modificationDate=1582049783343&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/6%20-%20Screening%20trial%20for%20local%20treatment.pdf?version=1&modificationDate=1582049877143&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/7%20-%20CNF%20trial%20design%20for%20systemic%20therapyBW.pdf?version=1&modificationDate=1582049925817&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/8-%20Patient%20Representative%20Evaluation%20Talk.pdf?version=1&modificationDate=1582049986697&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/REiNS%20-%20Reliability%20of%20measuring%20muscle%20strength%20using%20a%20hand-held%20dynamometer%20in%20NF%20.pdf?version=1&modificationDate=1573232646807&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/3%20-%20REiNS%20PROs%20for%20cNF%20Trials_Sept%202019%20-%20Read-Only.pdf?version=1&modificationDate=1573232682107&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/4%20-%20REiNS%20Patient%20Views%20to%20Design%20cNF%20Trials_Sept%202019%20-%20Read-Only.pdf?version=1&modificationDate=1573232816017&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/5%20-%20REiNS%20Patient%20Representative%20Evaluation%20Results%20Sept%202019%20%20-%20Read-Only.pdf?version=1&modificationDate=1573232883117&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/6%20-%20REiNS%20Neurocognitive%20Preschool%20and%20Social%20Skills%20Measures_Sept%202019%20-%20Read-Only.pdf?version=1&modificationDate=1573232916773&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/7%20-%20REiNS%20PRO%20group_Disease-specific%20QOL%20and%20Hearing%20Measures_Sept%202019%20-%20Read-Only.pdf?version=1&modificationDate=1573232999790&api=v2


December 2018 Winter Meeting (Bethesda, MD)

1. Incorporating Biomarkers into Cutaneous Neurofibroma Trials 

2. A Regulatory Perspective on Novel Efficacy Endpoints 

3. Designing Clinical Trials for Cutaneous Neurofibromas, an Unmet Need for Patients with NF1

4. Measuring Change in Cutaneous Neurofibroma Size - Novel Techniques and Endpoints 

5. The Path Traveled: Progress in Developing Therapeutics for Cutaneous Neurofibromas

6. What Constitutes Clinical Benefit for Trials of cNF?

7. Patient Reported Outcomes for Trials of Cutaneous Neurofibromas

8. Ongoing Studies of Cutaneous Neurofibromas: Trial Design and Endpoints 

9. Results of a Survey of NF1 Patients Defining Symptom Burden of Cutaneous Neurofibromas 

10. REiNS Survey Results

 

November 2018 CTF Conference REiNS Session (Paris, France)

1. Introduction to 2018 Summer REiNS Meeting - Paris

2. Social Cognition Outcomes Measures

3. Patient Reported Outcomes (PRO) Working Group

 4. Combined Whole Body MRI and Tumor Imaging

   5. Patient Representative Training

6. Functional Motor Outcome Measures in Adults with NF1

7. Statistical Validation of Skindex Between Two Institutions

8. Translating Patient Views into Global Assessments

 

May 2018 NF Forum REiNS Session (Atlanta, GA)

1. Patient Engagement in REiNS: Benefits, Challenges, and Opportunities

2. REiNS Patient Representative Training

3. Functional Measurements in Clinical Trials for Plexiform Neurofibromas

4. REiNS Neurocognitive Committee

5. Cutaneous Neurofibromas

 

 REiNS Working Group Updates (Bethesda, MD)December 2017

1. REiNS Functional Group  

2. REiNS PRO  

3. REiNS Tumor Imaging Group  

4. REiNS WBMRI Group  

5. REiNS Visual Outcomes Group  

6. REiNS Neurocognitive Group 

7. REiNS Biomarkers Group  

8. REiNS cNF Group

 

https://ccrod.cancer.gov/confluence/download/attachments/141000929/9%20-%20Biomarkers%20for%20cNF%20_%20Sarin.pdf?version=1&modificationDate=1548183920997&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/2%20-%20FDA%20perspective%20novel%20endpoints_Reyes.pdf?version=1&modificationDate=1548184101807&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/1%20-%20Cutaneous%20Neurofibromas%20-%20Unmet%20needs%20for%20NF1%20.pdf?version=1&modificationDate=1548184419230&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/8%20-%20measuring%20change%20in%20cNF%20and%20trial%20design%20_%20Plotkin.pdf?version=1&modificationDate=1548184545610&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/3%20-%20cNF%20summit%20by%20NTAP_%20Blakeley.pdf?version=1&modificationDate=1548184866450&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/6%20-%20What%20is%20clinical%20benefit%20for%20cNF%20_%20Pichard.pdf?version=1&modificationDate=1548185018163&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/7%20-%20cNF%20patient%20reported%20outcoms%20_berman%20moertel.pdf?version=1&modificationDate=1548185087977&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/5%20-%20ongong%20studies%20of%20cNF%20_%20Cannon.pdf?version=1&modificationDate=1548185619657&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/4%20-%20cNF%20survey%20of%20NF1%20patients%20_%20Erickson.pdf?version=1&modificationDate=1548186214787&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/2018%20REiNS%20Survey%20Results_.pdf?version=1&modificationDate=1549992927463&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/5%20-%20Patient%20Representative%20Training%20for%20Paris%2011-5-18.pdf?version=1&modificationDate=1542320275013&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/0-%20introduction.pdf?version=1&modificationDate=1548186467310&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/6%20-%20REiNS%20Neurocognitive%20slides%20Paris%202018%20final.pdf?version=1&modificationDate=1542320421533&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/7%20-%20Wolters_REiNS%20QOL%20Paris_2018_FINAL.pdf?version=1&modificationDate=1542320740367&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/8%20-%20REiNS-imaging-Nov2018.pdf?version=1&modificationDate=1542320705827&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/5%20-%20Patient%20Representative%20Training%20for%20Paris%2011-5-18.pdf?version=1&modificationDate=1542320275013&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/5%20-%20Patient%20Representative%20Training%20for%20Paris%2011-5-18.pdf?version=1&modificationDate=1542320275013&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/1%20-%20REiNS_Ferner%20Motor%20outcome%20measures.pdf?version=1&modificationDate=1548186741207&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/3%20-%202018%20Paris%20PRO%20-%20Berman%20and%20Moertel.pdf?version=1&modificationDate=1548186819103&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/4%20-%20translating%20patient%20views%20into%20global%20assessments.pdf?version=1&modificationDate=1548186880303&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Wolters%26Hussey_REiNS%20Forum_PatientEngagmentTalk_Final_050418.pdf?version=1&modificationDate=1543427315947&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Patient%20Representative%20Training.pdf?version=1&modificationDate=1543427518267&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/PN%20Functional%20Assessments%204-30-18.pdf?version=1&modificationDate=1543427629517&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/REiNS%20Neurocognitive%20Committee.pdf?version=1&modificationDate=1543427679827&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/REiNS%20cNF%20presentation.pdf?version=1&modificationDate=1543427777517&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/1.%20REiNS%20Functional%20Group%20December%202017_Akshintala.pdf?version=1&modificationDate=1513971881050&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/2.%20REiNS%20PRO%20December%202017_Thompson.pdf?version=1&modificationDate=1513971881300&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/3.%20REiNS%20Tumor%20Imaging%20Group%20Decemeber%202017_Dombi.pdf?version=1&modificationDate=1513971881487&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/4.%20REiNS%20WBMRI%20Group%20December%202017_Ahlawat.pdf?version=1&modificationDate=1513971881627&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/5.%20REiNS%20Visual%20Outcomes%20Group%20December%202017_deBlank.pdf?version=1&modificationDate=1513971882113&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/6.%20REiNS%20Neurocognitive%20Group%20December%202017_Janusz.pdf?version=1&modificationDate=1513971882377&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/7.%20REiNS%20Biomarkers%20Group%20December%202017_Bottegowda.pdf?version=1&modificationDate=1513971882533&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/8.%20REiNS%20cNF%20Group%20December%202017_Cannon.pdf?version=1&modificationDate=1513971882690&api=v2


December 2017

Invited Speakers

1. REiNS Introduction

2. REiNS PCORI

3. REiNS Patient Representation 

4. REiNS Training Researchers

5. REiNS Teaching Patient Reps

6. REINS Patient Engagement

 

June 2017

1. REiNS Roadmap for Patient Engagement

2. REiNS Strength Testing in NF

3. REiNS cNF Working Group Update

4. REiNS Preschool Neurocog Update

5. REiNS General QOL Update

 

December 2016

1. REiNS Patient Priorities

2. REiNS Enhancing Patient Engagement

3. REiNS Patient Engagement

4. REINS Developing PROS using patient focus groups

REiNS slide template for presentations

REiNS slide template with logo and name_1.pptx

REiNS cover slide template for posting presentations 

REiNS cover slide for re-sharing data 

https://ccrod.cancer.gov/confluence/download/attachments/141000929/A.%20REiNS%20Introduction%20December%202017_Plotkin.pdf?version=1&modificationDate=1513970741153&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/B.%20REiNS%20PCORI%20December%202017_Aggarwal.pdf?version=1&modificationDate=1513970741637&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/C.%20REiNS%20Patient%20Representation%20December%202017_Plotkin.pdf?version=1&modificationDate=1513970744040&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/D.%20REiNS%20Training%20Researchers%20December%202017_Merker.pdf?version=1&modificationDate=1513970744790&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/E.%20REiNS%20Teaching%20Patient%20Reps%20December%202017_%20Claas.pdf?version=1&modificationDate=1513970744960&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/F.%20REINS%20Patient%20Engagement%20December%202017_Rose.pdf?version=1&modificationDate=1513970748860&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Plotkin_REiNS%20June%202017_Roadmap%20for%20Patient%20Engagement.pdf?version=1&modificationDate=1498138570010&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Akshintala_REiNS%20June%202017_Strength%20Testing%20in%20NF.pdf?version=1&modificationDate=1498138429213&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Cannon%26Pichard_REiNS%202017_cNF%20Working%20Group%20Update.pdf?version=1&modificationDate=1498138502427&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Klein-Tasman_REiNS%20June%202017_Preschool%20Neurocog%20Update.pdf?version=1&modificationDate=1498138612660&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Vranceanu_REiNS%20June%202017_General%20QOL%20Update.pdf?version=1&modificationDate=1498138634940&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Blakeley%20_%20REiNS%20December%20Meeting%202016_Patient%20Priorities.pdf?version=1&modificationDate=1487946574073&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/De%20Witt%20_%20REiNS%20December%20Meeting%202016_Enhancing%20Patient%20Engagement.pdf?version=1&modificationDate=1487947758733&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Donoghue_REiNS%20December%202016_Patient%20Engagement.pdf?version=1&modificationDate=1487947699467&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/Struemph_REINS%20December%20Meeting%202016_Developing%20PROS%20using%20patient%20focus%20groups.pdf?version=1&modificationDate=1487947866613&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/REiNS%20slide%20template%20with%20logo%20and%20name_1.pptx?version=1&modificationDate=1511818749993&api=v2
https://ccrod.cancer.gov/confluence/download/attachments/141000929/REiNS%20slide%20template%20to%20add%20re-%20sharing%20data.pdf?version=1&modificationDate=1573233122187&api=v2
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