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Provides a snapshot of important academic research studies funded by the CF 
Foundation. These studies highlight the breadth of research supported by the 
Foundation beyond just drug development. 

This playlist includes a wide variety of educational content, including the "Intro to CF" 
video series and recordings from virtual events like ResearchCon. This playlist will 
continue to be updated as new videos become available. 

The CF Foundation is dedicated to helping people with CF thrive in their everyday lives – 
whether navigating financial challenges, building community and social supports, sharing 
experiences, contributing to research and science, or finding purpose through creativity 
and exercise. Preview a list of Wellness Opportunities available to you through the CF 
Foundation.  

• Research 2023 Opening Keynote Presentation 

• CF and Mental Health: A guide to thriving with ADHD 

• Managing CF Mental Health 

• How to Report an Adverse Event 

• ResearchCon 2023 CF Genes Presentation 

• What is a mutation? 

• Newborn Screening for CF 

• History of Newborn Screening 

• Benefits, risks, and recommendations for state newborn screening programs 

• CFTR Related Metabolic Syndrome (CRMS) 

• Clinical guidelines for making a CF diagnosis 

• After 50 Years, Newborn Screening Continues to Yield Public Health Gains  

• Recommended Uniform Screening Panel (RUSP) 

• A retrospective Cystic Fibrosis Foundation patient registry cohort study 

• Clinical and Functional Translation of CFTR 

• Guidelines for diagnosis of CF in newborns through older adults: CFF Consensus 
report 

• Practice variation of genetic counselor engagement in the cystic fibrosis 
newborn screen-positive diagnostic resolution process 

• Pediatric and adult recommendations vary for sibling testing in CF 

• Screening and Treating Depression and Anxiety Guidelines 

• Find a Genetic Counselor 

https://www.cff.org/sites/default/files/2021-09/Academic-Research-Highlights.pdf
https://www.youtube.com/playlist?list=PLhoQ6vyZhgqphQVDraWu-kVhSQeaPIYYD
https://emma-assets.s3.amazonaws.com/wwbcb/aae37d25c00375770bdc1b3e1f6e3edc/2023_CFF_Wellness_Handout__1_.pdf
https://emma-assets.s3.amazonaws.com/wwbcb/e4a95dbf23f9e81b9cfaabc119da97e3/ResearchCon_Opening_Keynote.pdf
https://emma-assets.s3.amazonaws.com/wwbcb/e4a95dbf23f9e81b9cfaabc119da97e3/ResearchCon_Opening_Keynote.pdf
https://emma-assets.s3.amazonaws.com/wwbcb/92f45061d94d33cf2fb493cfd8ceb54c/CF__Mental_Health_-_Thriving_With_ADHD.pdf
https://cff.org/managing-cf/mental-health
https://www.fda.gov/safety/reporting-serious-problems-fda/how-consumers-can-report-adverse-event-or-serious-problem-fda?sf128133878=1
https://emma-assets.s3.amazonaws.com/wwbcb/9f97bf53a0fabad9f4728a536841229d/ResearchCon_CF_Genes.pdf
https://emma-assets.s3.amazonaws.com/wwbcb/9f97bf53a0fabad9f4728a536841229d/ResearchCon_CF_Genes.pdf
https://www.cff.org/research-clinical-trials/types-cftr-mutations
https://www.cff.org/intro-cf/newborn-screening-cf
https://www.nejm.org/doi/pdf/10.1056/NEJM199710023371403
https://www.cdc.gov/mmwr/preview/mmwrhtml/rr5313a1.htm
https://www.cff.org/intro-cf/cftr-related-metabolic-syndrome-crms
https://www.cff.org/medical-professionals/cf-diagnosis-clinical-care-guidelines
https://jamanetwork.com/journals/jama/article-abstract/1672235
https://www.hrsa.gov/advisory-committees/heritable-disorders/rusp
https://onlinelibrary.wiley.com/doi/abs/10.1002/ppul.25658
https://cftr2.org/
https://www.sciencedirect.com/science/article/abs/pii/S0022347608003983
https://www.sciencedirect.com/science/article/abs/pii/S0022347608003983
https://pubmed.ncbi.nlm.nih.gov/31550062/
https://pubmed.ncbi.nlm.nih.gov/31550062/
https://onlinelibrary.wiley.com/doi/abs/10.1007/s10897-018-0220-1
https://www.cff.org/medical-professionals/screening-treating-depression-anxiety-guidelines
https://findageneticcounselor.nsgc.org/?reload=timezone
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• ResearchCon 2023 Now You Tell Me Presentation 

• Models of post-transplant care for individuals with CF 

• Find a lung transplant center 

• Lung Transplant Referral Guidelines | Cystic Fibrosis Foundation (cff.org) 

• Lung transplant referral for individuals with cystic fibrosis: Cystic Fibrosis 
Foundation consensus guidelines - Journal of Cystic Fibrosis 
(cysticfibrosisjournal.com) 

• OPTN Policy Notice_Lung Continuous Distribution_Jan 2023 PC (hrsa.gov) 

• Learn about lung CAS - OPTN (hrsa.gov) 

• CF Foundation Launches Lung Transplant Biorepository and Patient Registry | 
Cystic Fibrosis Foundation 

• Patient Registry | Cystic Fibrosis Foundation (cff.org) 

• ResearchCon 2023 One Size Doesn’t Fit All Presentation 
 

• ResearchCon 2023 Genetic Therapies Presentation 

• Genetic Therapies for CF: Glossary of Terms 

• Questions to ask before enrolling in a clinical trial 

• Understanding Genetic Therapies 

• Video: Emerging Genetic-Based Therapies for CF 

• Video: Delivery Challenges Animation 

• Video: How Genetic-Based Therapies Could Restore CFTR Protein 

• Patient Safety Is a Priority 

• Types of CFTR Mutations 

• Know Your CFTR Mutations 

• CF Genetics: The Basics 

• Exploring Treatments for Nonsense and Rare Mutations 

• Research Into Genetic Therapies 

• mRNA Therapy 

• Gene Therapy 

• Gene Editing 

• Gene Delivery 

• ResearchCon 2023 CFRD Management Presentation 

• Cystic Fibrosis-Related Diabetes Overview 

• Clinical Care Guidelines for Cystic Fibrosis-Related Diabetes 

• Guide for patients and families on managing CFRD 

• ISPAD Clinical Practice Consensus Guidelines 2022: Management of cystic 
fibrosis-related diabetes in children and adolescents 

• ResearchCon 2023 Healthy Sleep and Movement Presentation 

• Sleep health information and tools 

• Stay up to date on the latest education around sleep 

• CF Yogi: A virtual yoga studio with weekly livestreamed yoga classes led by 
instructors who have firsthand knowledge of yoga and CF. 

• Coach-Ed: This program provides financial sponsorships for people with CF to 
participate in fitness-related activities and guidance to find the right sport. 

• Move Your Way: Tools, videos, and fact sheets with tips that make it easier to 
get a little more active. 

https://emma-assets.s3.amazonaws.com/wwbcb/e0c7693bda2df145a76af39edf8e1312/ResearchCon_Lung_Transplant_Presentation.pdf
https://emma-assets.s3.amazonaws.com/wwbcb/e0c7693bda2df145a76af39edf8e1312/ResearchCon_Lung_Transplant_Presentation.pdf
https://www.sciencedirect.com/science/article/pii/S1569199323000590
https://www.cff.org/managing-cf/find-lung-transplant-center
https://www.cff.org/medical-professionals/lung-transplant-referral-guidelines
https://www.cysticfibrosisjournal.com/article/S1569-1993(19)30056-6/fulltext
https://www.cysticfibrosisjournal.com/article/S1569-1993(19)30056-6/fulltext
https://www.cysticfibrosisjournal.com/article/S1569-1993(19)30056-6/fulltext
https://optn.transplant.hrsa.gov/media/b13dlep2/policy-notice_lung_continuous-distribution.pdf
https://optn.transplant.hrsa.gov/data/allocation-calculators/lung-cas-calculator/learn-about-lung-cas/
https://www.cff.org/news/2021-08/cf-foundation-launches-lung-transplant-biorepository-and-patient-registry
https://www.cff.org/news/2021-08/cf-foundation-launches-lung-transplant-biorepository-and-patient-registry
https://www.cff.org/medical-professionals/patient-registry
https://emma-assets.s3.amazonaws.com/wwbcb/818f8398f92fa6e2b9e443cc57cb7c3a/ResearchCon_Nutrition_Presentation.pdf
https://emma-assets.s3.amazonaws.com/wwbcb/818f8398f92fa6e2b9e443cc57cb7c3a/ResearchCon_Nutrition_Presentation.pdf
https://emma-assets.s3.amazonaws.com/wwbcb/d45c451ea8627df3a19bfa9ce683a8af/ResearchCon_Genetic_Therapies_Presentation.pdf
https://emma-assets.s3.amazonaws.com/wwbcb/d45c451ea8627df3a19bfa9ce683a8af/ResearchCon_Genetic_Therapies_Presentation.pdf
https://emma-assets.s3.amazonaws.com/wwbcb/4ac3e1d77a62dde310634f9c4c053798/Genetic-Therapies-for-CF-Glossary-of-Key-Terms.pdf
https://emma-assets.s3.amazonaws.com/wwbcb/00d3175b828197fee4fb75ceab978c35/Questions-to-Ask-Before-Enrolling-in-a-Genetic-Therapy-Trial.pdf
https://emma-assets.s3.amazonaws.com/wwbcb/df8dbf4908b1c662e484618c498ef9f4/Understanding-Genetic-Therapies.pdf
https://www.youtube.com/watch?v=8TX870irTDA&list=PLhoQ6vyZhgqpUNYeIHdYm4GtYkqSRLW4W&index=7
https://www.youtube.com/watch?v=BvJuoq0Ubko&list=PLhoQ6vyZhgqoZwsiRITGxDK1echeoCsAY&index=2
https://www.youtube.com/watch?v=4lFOcKT9c3A&list=PLhoQ6vyZhgqpUNYeIHdYm4GtYkqSRLW4W&index=9
https://www.cff.org/research-clinical-trials/patient-safety-priority
https://www.cff.org/research-clinical-trials/types-cftr-mutations
https://www.cff.org/sites/default/files/2021-12/Know-Your-CFTR-Mutations-Infographic.pdf
https://www.cff.org/intro-cf/cf-genetics-basics
https://www.cff.org/community-posts/2022-11/exploring-treatments-people-nonsense-and-rare-mutations
https://www.cff.org/research-clinical-trials/research-genetic-therapies
https://www.cff.org/research-clinical-trials/mrna-therapy-cystic-fibrosis
https://www.cff.org/research-clinical-trials/gene-therapy-cystic-fibrosis
https://www.cff.org/research-clinical-trials/gene-editing-cystic-fibrosis
https://www.cff.org/gene-delivery-cystic-fibrosis
https://emma-assets.s3.amazonaws.com/wwbcb/c4dc9a6661b7340de1cabce9dfb39f1c/ResearchCon_CFRD_Presentation.pdf
https://emma-assets.s3.amazonaws.com/wwbcb/c4dc9a6661b7340de1cabce9dfb39f1c/ResearchCon_CFRD_Presentation.pdf
https://www.cff.org/managing-cf/cystic-fibrosis-related-diabetes
https://www.cff.org/medical-professionals/cystic-fibrosis-related-diabetes-clinical-care-guidelines
https://www.cff.org/sites/default/files/2022-05/CFRD-Manual-2015.pdf
https://cdn.ymaws.com/www.ispad.org/resource/resmgr/consensus_guidelines_2018_/guidelines2022/2nd/Ch._5-_Pediatric_Diabetes_-_.pdf
https://emma-assets.s3.amazonaws.com/wwbcb/34df2b6484a7e72c0bcf52fa3993a9b3/ResearchCon_Sleep_and_Activity_Presentation.pdf
https://emma-assets.s3.amazonaws.com/wwbcb/34df2b6484a7e72c0bcf52fa3993a9b3/ResearchCon_Sleep_and_Activity_Presentation.pdf
https://sleepeducation.org/
https://www.thensf.org/sleep-health-topics/
https://cfyogi.org/
https://www.coach-ed.org/
https://health.gov/moveyourway
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• The Cystic Fibrosis Lifestyle Foundation (CFLF) empowers and educates people 
with CF toward lifestyle choices that positively impact mental and physical well-
being. 

• ResearchCon 2023 What’s Bugging You Presentation 

• Infection Research Handouts  

• ResearchCon 2023 Closing Keynote Presentation 

• Is It My Age or Is It CF 2022 ResearchCon Recording 

• Clinical Care Guidelines 

• Bone Disease in CF Clinical Care Guidelines  

• Get Involved at the CF Foundation  

• National Institute on Aging (NIA)  

• National Council on Aging (NCOA)  

• AARP  

• Alzheimer's Disease and Healthy Aging Resources 

• The Cystic Fibrosis Reproductive and Sexual Health Collaborative  

• Diagnosed with CF as an Adult | CF Foundation    

 

http://www.cflf.org/
https://emma-assets.s3.amazonaws.com/wwbcb/dd5e876d7a0ff6c20c82bf70d8cec57c/ResearchCon_2023_Infections_Presentation.pdf
https://www.cff.org/sites/default/files/2023-01/Infection-Research-Handout.pdf
https://emma-assets.s3.amazonaws.com/wwbcb/71fe4bec8b6cb966357e0eed464dca96/ResearchCon_2023_Closing_Keynote_Presentation.pdf
https://emma-assets.s3.amazonaws.com/wwbcb/71fe4bec8b6cb966357e0eed464dca96/ResearchCon_2023_Closing_Keynote_Presentation.pdf
https://www.youtube.com/watch?v=J9Ge7pqBZRg&list=PLhoQ6vyZhgqo5mhC9j7WN5ilEBjxYiQm_&index=5
https://www.cff.org/medical-professionals/clinical-care-guidelines#infection-prevention-and-control-care-guidelines
https://www.cff.org/medical-professionals/bone-disease-cf-clinical-care-guidelines
https://www.cff.org/get-involved
https://www.nia.nih.gov/
https://ncoa.org/
https://www.aarp.org/
https://www.cdc.gov/aging/caregiving/resources.htm
https://cfreshc.org/
https://www.cff.org/just-diagnosed-adult
https://www.cff.org/get-involved/community-conferences
https://www.cff.org/get-involved/community-conferences
https://assets.swoogo.com/uploads/2487164-6425f9272b5f0.pdf
https://www.surveymonkey.com/r/NB23BC24R_AO
https://hopin.com/events/copy-of-nextbreath-2023-7ad59140-81cb-41c0-a793-fc59e3f7fc00/registration
https://www.cff.org/Assistance-Services/About-Compass/What-Is-Compass/
https://emma-assets.s3.amazonaws.com/wwbcb/d4d7a5ee4e97b6cdb4cda127232ddc98/CF_Foundation_Compass_-_One_Pager.pdf
https://www.cff.org/PeerConnect
https://www.cff.org/blog
https://www.surveymonkey.com/r/CFCommunityBlog
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https://www.cff.org/get-involved/impact-grants
https://emma-assets.s3.amazonaws.com/wwbcb/6587a1801ed2756c7504d7664b5dc275/2022_Community_Grant_Directory_v2.pdf
https://my.cff.org/CommunityVoiceSignup
https://www.cff.org/Care/Clinician-Resources/Mutation-Analysis-Program/
https://www.cff.org/Care/Clinician-Resources/Mutation-Analysis-Program/

