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# Title (w/ link embedded) Topic (Year) Description
Fabry Disease Overview with Overview |Dr- Robert Hopkin provides an in-depth overview of Fabry disease to open the NFDF’s 2025 Fabry
1 Neurology Focus (2025) Family Conference. The end of this presentation focuses on the nervous system.
2 |Fabry D in Child Overview |Dr. Robert Hopkin provides an overview of what is known about children with Fabry disease from the
abry Uisease in Lhildren (2024) literature and his practice.
Studying Fabry Disease Symptoms in| Overview Dawn Laney, MS, CGC presents data from The Fabry MOPPet Study: Prospective characterization of
3 V Y child (2025) early symptom onset and progression in young pediatric patients with variants in the GLA gene
4 |Fabry Disease in Adults Overview |Dr. Staci Kallish provides an overview of Fabry disease, focusing on symptoms and management in
(2024) adulthood.
Patient Reported Experiences with Overview Lisa Berry, MS, CGC reviews the article "Patient-reported experience with Fabry disease and its
5 B v management in the real-world setting: results from a double-blind, cross-sectional survey of 280
Fabry disease (2026) respondents," for which she is the lead author as part of the NFDF’s Notable Publication Series.
Optimizing Health and Wellness in Overview |Dr- StaciKallish presents strategies for “Staying Fab with Fabry disease”; how to manage your overall
6 ; health AND your Fabry disease to live better, longer lives.
Fabry disease (2025)
. Dr. Robert Hopkin provides an overview of Fabry disease. Dr. Rob reviews signs and symptoms
. Overview o )
7 |Fabry Disease (FD) Update experienced over the lifetime of individuals with Fabry disease, with a focus on minimizing serious
(2020) complications with treatment to increase lifespan and quality of life.
Fabry Disease (FD) Symptoms - Overview [/erry Walter, president of the National Fabry Disease Foundation and Fabry patient, presents an
8 Recognize And Rescue Everyone (2011) illustrated overview of Fabry disease symptoms to increase recognition and diagnoses.
. Cardiology |Dr.John Jefferies provides an overview of cardiac symptoms in Fabry disease, focusing on monitoring
9 |Fabry Disease and the Heart
(2025) and treatment.
Cardiol Dr. Jefferies reviews the article “"Impact of cardiac magnetic resonance on the clinical management
10 | Utility of Cardiac MRI in FD a 2(')(2)60gy of patients with Fabry disease: Data from the CMR lItalian research and CLinical nEtwork for Fabry
( ) disease (CIRCLE-FD)" by Camporeale et al as part of the NFDF’s Notable Publication Series.
11 |Eabry Di d the Heart Cardiology |Dr. Kalra provides an overview of the cardiac symptoms of Fabry disease, focusing on the lifelong
aldry visease an e near

(2024)

management of cardiac disease.



http://www.youtube.com/TheNFDF
http://www.fabrydisease.org
https://youtu.be/XaD-QTxPvSE
https://youtu.be/XaD-QTxPvSE
https://www.youtube.com/watch?v=wFzvzeox4Eo
https://youtu.be/IVUCrGUK914
https://youtu.be/IVUCrGUK914
https://www.youtube.com/watch?v=OtQaSzS_A4k&t=843s
https://youtu.be/dbaTRtlVEBM?si=qiBweLekTti3DmH5
https://youtu.be/dbaTRtlVEBM?si=qiBweLekTti3DmH5
https://youtu.be/pe7NE3aA6DA
https://youtu.be/pe7NE3aA6DA
https://www.youtube.com/watch?v=P2cPR3CWyR8&t=914s
https://www.youtube.com/watch?v=OF0jEPeVC0I
https://www.youtube.com/watch?v=OF0jEPeVC0I
https://youtu.be/f4Djy_aAP10
https://youtu.be/ccH0cQu7dJo?si=11fhCx8ASNPLjVRN
https://youtu.be/gRuNX_T4GLk?si=oVRdtjhLsXpLierI

# Title (w/ link embedded) Topic (Year) Description
. Cardiology |Dr. John Jefferies provides an overview of cardiac symptoms in Fabry disease, focusing on monitoring
12 |Fabry Disease (FD) and the Heart (2023) and treatment.
ino f di | Cardiology Dr. Jefferies provides an overview of cardiac symptoms in Fabry disease, focusing on the tests
13 | Testing for Cardiac Involvement (2021) suggested for symptomatic and asymptomatic individuals.
il . b . Cardiology |Dr. Jefferies reviews the late stages of heart disease, called heart failure, that can be seen in
14 |Heart Failure in Fabry Disease (2021) advanced Fabry disease.
. . Cardiology |Dr. Al-Khatib provides an overview of the physical and electrical heart problems in individuals with
15 [ED Cardiology and Electrophysiology (2020) Fabry disease.
Fabry Disease: A Kidne)( Doctor’s Nephrology Dr. Metha reviews kidney involvement in Fabry disease, detailing how the kidney functions at ideal
16 Perspective (2025) health and at varying stages of chronic kidney disease over time and its management.
. . Nephrology |Dr. Metha reviews kidney involvement in Fabry disease, including assessing kidney function,
17 | Fabry Disease and the Kidney (2024) therapeutic options, and long-term outcomes
. . Nephrology |Dr. Wallace provides information about kidney manifestations in Fabry disease, focusing on
18 |Fabry Disease and the Kidney (2023) monitoring and treatment.
| | . b . Nephrology |Dr. Wallace reviews kidney involvement experienced over the lifetime of individuals with Fabry
19 Renal Involvement in Fabry Disease (2021) disease and possible management options.
. . . Dr. Wallace reviews kidney involvement in Fabry disease and discusses kidney-directed therapies
20 |Adjunct Therapies for Kidney Health Nephrology . o Vi y y P
(2021) often used in addition to primary Fabry therapy.
21 |Kidnev and U Nephrology |Dr. Rastogi provides an overview of kidney function and health in Fabry disease.
Kidney and U
(2020)
. Dr. Hopkin provides an in-depth overview of Fabry disease, focusing on the nervous system.
22 |FD Overview: Focus on Neurology | Neurology prin P P y & Y
(2023)
23 |Fabryv and the Nervous Svstem Neurology |Dr. Nicolas Abreu provides a comprehensive review of nervous system involvement in Fabry disease,
Labry ond tRe Hervolls oYstem (2024) including stroke risk, cognition and mood, neuropathy and pain, abnormal sweating, and hearing.
. . Dr. Lawson provides an overview of how small fiber neuropathy in Fabry disease causes symptoms of
24 |Understanding Fabry Pain Neurology |Pr- provides pathy y ymp
(2021) pain across the lifetime.
75 el brv di Neurology |Dr. Nicolas Abreu reviews the article "Stroke in Fabry Disease: Identification of Risk Factors for Stroke
stroke in Fabry disease (2021) in a Large Single-Centre Cohort" by Moreno-Martinez et al for the NFDF’s Notable Publication Series.
26 . Neurology |Dr. Lau reviews how Fabry disease affects the blood flow and blood vessels in the brain, leading to a
Cerebrovascular Involvement in FD (2021) risk of TIA and stroke.
Dr. Lau reviews how Fabry disease affects the nervous system and provides management
27 |Effects of FD on the Nervous System Neurology Y Y P &

(2020)

recommendations to manage the risk of neurological symptoms.
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# Title (w/ link embedded) Topic (Year) Description
. . . Gastro Dr. Zar-Kessler reviews gastrointestinal symptoms experienced over the lifetime of individuals with
28 |Gastrointestinal Upset in FD (2021) Fabry disease and possible management options.
- . . Gastro Dr. Zar-Kessler reviews what is known about dietary considerations and nutritional interventions for
29 [Nutritional Interventions in FD (2021) Gl symptoms in Fabry Disease.
30 | Gastroenterology Involvement in ED Gastro Dr. Zar-Kessler provides an overview of the digestive system involvement in Fabry disease.
(2020)
. . Women |Learn about how females with Fabry disease experience symptoms over their lifetime with a review
31 (Eemales with Fabry Disease (2021) of data from peer-reviewed publications.
. Women Learn about common misconceptions regarding females and Fabry disease, presented in the fun
32 [ED in Women - MythBusters (2023) "Mythbusters" format.
. . . Family Kristin Paulyson Nufiez, MS, CGC provides an overview of family planning options available to
\ g0p A . .
33 (Family Planning Options (2025) individuals with Fabry disease.
34 |Pulmonary Involvement in FD Lungs Dr. Skloot reviews what is known about pulmonary (lung) function in Fabry disease.
(2021)
35 |Eve Involvement in Fabry Disease Eyes Dr. Michaud provides information about eye involvement in Fabry disease.
Lye Involvement in rabry DISEase
(2021)
. . Edema Dr. Hopkin provides an in-depth overview of lymphedema, commonly seen in the lower legs, ankles,
Lymphedema in Fabry Disease
36 [Lymphedema in Fabry Di (2021) and feet.
37 | Anxiety and Depression with ED Psychology |[Dr. Ali reviews what is known about stress, anxiety, and depression with Fabry disease.
(2021)
. . Genetics [Jerry Walter, president of the National Fabry Disease Foundation and Fabry patient, presents an
38 | Fabry Disease (FD) Inheritance (2012) illustrated overview of Fabry disease inheritance.
39 |1 Gb3/L GL3 testing in FD Biomarkers [Dr. Uma Ramaswami reviews the article “The use and performance of lyso-Gb3 for the diagnosis and
Y20 Y20 esting 1n (2026) monitoring of Fabry disease: A systematic literature review" for which she is the lead author.
. Biomarkers |Dr. Albinia Nowak presents via Zoom to provide an overview of important biomarkers to monitor in
40 |GB3 and Lyso-GB3 in FD (2023) individuals with Fabry disease.
. . . Treatment |Dr. Hopkin reviews treatment with enzyme replacement therapy and the incidence and management
41 |EFabry Disease Infusion Reactions (2021) of infusion-related reactions.
42 Il Th ith Glafab Treatment |Chris Hopkins, PhD, CEO of Glafabra Therapeutics provides an overview of cell therapy for Fabry
Cell Therapy with Glafabra (2025) disease and summarizes the results of the Canadian Facts trial.
43 |chaperone Therapy for ED Treatment |Dr. Ganesh provides information about oral chaperone therapy available to treat some individuals
Lhaperone Inerapy for rt

(2021)

with Fabry disease.
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# Title (w/ link embedded) Topic (Year) Description
44 | An Update on Gene Therapy Treatment |Dr. Hopkin provides an overview of gene therapy and reviews ongoing clinical trials.
(2021)
45 |sangamo ST-920 Update Treatment |Dr. Sandy Macrae provides an update about Sangamo’s gene therapy candidate, called ST-920.
(2025)
46 |Fabry Disease and Covid-19 COVID Dr. Lau provides an update regarding what is known about COVID and Fabry disease.
(2021)
. . COVID Dawn Laney, CGC provides an overview about what is known thus far about COVID and Fabry
47 |Fabry Disease and the Pandemic (2020) disease.
48 |FD Psvcholosy Update: Pandemic COVID Dr. Ali provides guidance for taking care of ourselves during the global pandemic.
D rsychology Update: Fandemic
(2020)
.. Q&A Dr. Robert Hopkin, Dr. Staci Kallish, and Dr. Ankit Mehta answered audience questions at the 2025
49 |Physician Panel (2025 conference) (2025) Fabry Family Conference.
.. & A Dr. Abreu, Dr. Mehta, Dr. Kallish, and Dr. Kalra answered audience questions at the 2024 Fabry Family
Physician Panel (2024 conference) | &
50 [Physician Panel (2024 conference (2024) Conference.
. . Support |NFDF Family Assistance Program in partnership with KGA provides valuable psychosocial resources
51 [NEDF Family Assistance (KGA (2023) available free of charge for individuals with Fabry disease and their family members.
. . . Support |Learn about The Assistance Fund program that supports financial needs of individuals with Fabry
JAF Financial Assistance .
52 |TAE Financial Assistan (2023) disease,
. . . Support Learn about the PAN Foundation program that supports financial needs of individuals with Fabry
53 [PAN Financial Assistance (2023) disease,
- . . Support |Learn about the Accessia Health program that supports financial needs of individuals with Fabry
54 | Accessia Financial Assistance (2023) disease.
. . . Support |Learn about the American Kidney Fund program that supports financial needs of individuals with
55 | AKF Financial Assistance (2023) Fabry disease who are on dialysis or post kidney transplant.
. . . Support |Learn about the NORD (National Organization for Rare Disorders) program that supports financial
56 | NORD Financial Assistance (2024) needs of individuals with Fabry disease.
. Support |Stacey Feuer, PsyD reviews what is known about the psychosocial aspects of living with lysosomal
57 |Bsychosocial Aspects of FD (2024) storage disorders including common concerns and provides strategies to increase quality of life.
58 | NEDE Familv Assistance Program Support |Learn about the NFDF Family Assistance Program with KGA. This free program provides valuable
amily Assistance rrogra (2024) psychosocial support and referrals as well as assistance with financial, legal, work, and family life.
59 | Mindfully Rare Resources Support |Mindfully Rare is a resource developed by with Chiesi and the National Alliance of Mental lliness
Mindrully hare hesources

(2024)

(NAMI) to support the mental health of individuals with Fabry disease and their caregivers.
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# Title (w/ link embedded) Topic (Year) Description
60 | Chiesi’s Patient P Support |Learn about Cheisi’s total care program and other patient resources as presented by Mike
1€51 5 Tatient Frograms (2025) Clavadetscher, Lead Case Manager.
61 [s fi’s Patient P Support Learn about Sanofi’s Care Connect Patient Support Services and other patient resources as presented
anom s Fatient Frograms by Joanie Vignovich, Patient Education Liason.
(2024)
62 | Ami ! Patient Programs Support Learn about the Amicus Assist program and other patient resources as presented by Susan Flynn,
leUS I rog (2024) Patient Education Liason.
63 |10 Things about Clinical Trials Support |Learn about what it’s like to participate in a clinical trial, as presented by Sangamo.
(2020)
64 |is Home Infusion Right for You? Support [Learn about the home infusion process, as presented by Diplomat Specialty Infusion Group.
* (2020)
65 | Data Registry Services Support Learn about the Fabry Registry hosted by Data Registry Services, LLC.
(2020)
66 |Understandine 504 P Support Katherine Graves, a teacher with 20 years of experience, provides a practical overview of 504 plans in
~NCerstanaing ov's £ans (2025) school as mother to a child with Fabry disease, and a person living with Fabry disease herself.
67 [504 pI in School Support |As part of a patient panel, Katherine Graves provides an overview of 504 education plans, outlines
ans 10 2CHOO (2024) steps in the process, and gives advice for advocating for your child.
68 | Ami ch . P | Community A panel of three Fabry disease champions moderated by Sherrita Dorsey, US Head of Patient &
amicus Lnamplon ranel Professional Advocacy.
(2025)
69 | Angiokerat Check Y B Community Watch the short awareness video created by Jerry Walter, president of the National Fabry Disease
ANZIOKErdlomas - LAECK TOUT B3 Foundation and Fabry patient.
(2024)
20 Community Feedback from NEDF's | Community Listen to what some of our attendees have to say about the NFDF's annual conference and camp.
annual conference & camp (2023)
71 |October 2022 Fabrv Family Cam Community See behind the scenes of the NFDF’s Fabry Family Camp at Victory Junction in 2022.
Lctopber V22 Fabry Family Lamp
(2024)
. . Community |Duane Clarke, General Manager of US Rare Disease at Sanofi reflects on the state of rare disease
72 |Rare Disease Update from Sanofi treatment.
(2023)
. Community Watch the short awareness video created by Jerry Walter, president of the National Fabry Disease
73 Fabry Disease from the NFDF Foundation and Fabry patient.
(2015)
c . Individuals with Fabry disease list it many symptoms and share their personal/family stories.
74 [The Faces of Fabry Disease ommunity

(2015)
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# Title (w/ link embedded) Topic (Year) Description
. ity | Teenagers with Fabry disease share what they want you to know about this rare genetic disorder.
75 |Fabry - Please Take Us Seriously Community
(2015)
. Community |Interview of multiple individuals with Fabry disease who share stories about their diagnosis,

76 |NFDF Awareness Video (2014) treatment, and ongoing symptoms.

. . Tech Guide |Are you eager to join our webinars but unsure of how to use Zoom? Watch this training guide to
77 |Zoom Training for Webinars

(2023)

learn how to use Zoom and prepare to join in our webinars.
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