2020 ANNUAL MEETING & PATIENT LEARNING
o ACADEMY

FRIDAY NOVEMBER 13 & SATURDAY NOVEMBER 14, 2020

FRIDAY NOVEMBER 13: ANNUAL MEETING

TIME PROGRAM
(Click on any Session Name for the Link to join!)

(All Times Shown EST)

FRIDAY WELCOME: UPDATES ON ALD & AMN

10:00 AM -10:25 AM Dr. Florian Eichler, Massachusetts General Hospital

FRIDAY NON-BMT RESOLUTION OF CEREBRAL ALD

10:30 AM -10:55 AM Dr. Troy Lund, University of Minnesota

FRIDAY RESULTS OF A PILOT STUDY OF VITAMIN D IN ALD BOYS
11:00 AM - 11:25 AM Dr. Keith Van Haren, Stanford University

FRIDAY NEW INSIGHTS INTO CEREBRAL ALD
11:30 AM - 11:55 AM Dr. Joshua Bonkowsky, University of Utah

FRIDAY ALD NEWBORN SCREENING PILOT PROJECT
12:00 PM - 12:25 PM Dr. Eric Mallack, Weill Cornell Medicine

METABOLIC REROUTING OF VERY-LONG-CHAIN FATTY ACID
FRIDAY SYNTHESIS
12:30 PM - 12:55 PM IMPACTS ADRENOLEUKODYSTROPHY

Dr. Stephan Kemp, Amsterdam University Medical Centers

PATIENT PANEL

FRIDAY Moderator: Tim Maguire

. 1 Patients:

100 PM - 1:40 PM Ken Dieffenbach, Jillian Smith
Sharon Mau, Barbara Machado



https://zoom.us/webinar/register/WN_lQk8mfCYR9eMj6vr40CSQA
https://zoom.us/webinar/register/WN_Gnjp6CnLSVynz-51wLlyRA
https://zoom.us/webinar/register/WN_Tb7HqKimS-iq4NZftfntyA
https://zoom.us/webinar/register/WN_OfnR0Y2xSKalb2r_ZOlNJA
https://zoom.us/webinar/register/WN_CtsBU8XfSNKtQmxJx8gITQ
https://zoom.us/webinar/register/WN_NzNSHmmjTS2SZpBMGYJNsw
https://zoom.us/webinar/register/WN_NzNSHmmjTS2SZpBMGYJNsw
https://zoom.us/webinar/register/WN_NzNSHmmjTS2SZpBMGYJNsw
https://zoom.us/webinar/register/WN_-L0ROMyeTTGhHZZeF00DwA

FRIDAY
1:45 PM - 2:40 PM

INDUSTRY PANEL

Moderator: Ben Lenail
Presenters: bluebird bio, Inc., ImStem Biotechnology
Autobahn Therapeutics, Minoryx Therapeutics
Poxel, SwanBio Therapeutics
Viking Therapeutics

FRIDAY
2:45 PM - 3:10 PM

YOUNG INVESTIGATOR PANEL

Moderator: Dr. Ali Fatemi
Dr. Jonanlis Ramirez Alcantara, Massachusetts General Hospital
Dr. Isha Srivastava Lucile Packard Children’s Hospital
Dr. Ashish Gupta, University of Minnesota

FRIDAY
3:15 PM - 3:30 PM

MULTI-OMIC APPROACH TO IDENTIFY PHENOTYPIC MODIFIERS
UNDERLYING CEREBRAL DEMYELINATION IN X-LINKED
ADRENOLEUKODYSTROPHY

Phillio Richmond, University of British Columbia

FRIDAY
3:30 PM - 3:45 PM

THERAPEUTIC EFFICACY POTENTIAL OF PXL770 - A NOVEL DIRECT AMPK-
ACTIVATOR and PXL065 - DEUTERIUM-STABILIZED R-PIOGLITAZONE - FOR

X-LINKED ADRENOLEUKODYSTROPHY

Dr. Jaspreet Singh, Henry Ford Hospital

FRIDAY
3:45 PM - 4:10 PM

GENE CORRECTION IN HEMATOPOIETIC STEM CELLS RESTORES WHITE
MATTER MICROVASCULAR FUNCTION IN CEREBRAL
ADRENOLEUKODYSTROPHY

Dr. Patricia Musolino, Massuchusetts General Hospital

FRIDAY
4:15 PM - 4:30 PM

NEWBORN SCREENING UPDATE

Elisa Seeger

FRIDAY
4:30 PM - 4:45 PM

ALD CONNECT AWARDS

Presented by Kathleen O'Sullivan-Fortin and Greg Benton



https://zoom.us/webinar/register/WN_U4-EApaoRsu8155f-3baCQ
https://zoom.us/webinar/register/WN_Op1fQGGETSmnX7VCh0pZzA
https://zoom.us/webinar/register/WN_SE-qV1xvRUiaknpNCc7yPQ
https://zoom.us/webinar/register/WN_SE-qV1xvRUiaknpNCc7yPQ
https://zoom.us/webinar/register/WN_SE-qV1xvRUiaknpNCc7yPQ
https://zoom.us/webinar/register/WN_R9dUoMYbTFOygVgIkK81Vw
https://zoom.us/webinar/register/WN_R9dUoMYbTFOygVgIkK81Vw
https://zoom.us/webinar/register/WN_R9dUoMYbTFOygVgIkK81Vw
https://zoom.us/webinar/register/WN_-r6KlFtsTLCbTq_PKHnyEg
https://zoom.us/webinar/register/WN_-r6KlFtsTLCbTq_PKHnyEg
https://zoom.us/webinar/register/WN_-r6KlFtsTLCbTq_PKHnyEg
https://zoom.us/webinar/register/WN_bWWgdZGYQ3O-Icsk0V0lpw
https://zoom.us/j/97094373029?pwd=WmxWS2lSWjh6Ukp3eEl5YzJ0eklpdz09

SATURDAY, NOVEMBER 14: PATIENT LEARNING ACADEMY

TIME PROGRAM
(Click on any Session Name for the Link to join!)
(All Times Shown EST)
SATURDAY WELCOME & INTRODUCTION TO ALD CONNECT

10:00 AM -10:25 AM

Kathleen O’Sullivan-Fortin

SATURDAY
10:30 AM - 10:55 AM

ALD FAMILY WEEKEND: BUILDING COMMUNITY

Nic Adler

SATURDAY
11:00 AM - 11:40 AM

MORE THAN A DIAGNOSIS: LIVING WITH ALD AND THE MENTAL
HEALTH IMPACT

Johanna Bond, LMHC

SATURDAY
11:45 AM - 12:25 PM

BREAKOUT SESSIONS

Community Call Facilitators

Breakout Room 1: Asymptomatic / Newborn Screening

Breakout Room 2: Cerebral ALD

Breakout Room 3: Men

Breakout Room 4: Women

SATURDAY
12:30 PM - 1:10 PM

ENDOCRINE CONSIDERATIONS IN ADRENOLEUKODYSTROPHY

Dr. Molly Regelmann

SATURDAY
115 PM - 1:40 PM
(3 Options)

GENETIC COUNSELING

Moderator: Felicity Emerson
Deirdre Sumski, GC
Janis Sherwood

FUNCTIONAL CONSIDERATIONS IN SYMPTOMATIC MYELOPATHY

ASSOCIATED WITH ALD

Dr. Brian Wishart

WOMEN WITH ALD: CURRENT RESEARCH, PREVENTION OF SYMPTOMS,

THERAPIES FOR SYMPTOMS

Dr. Nutan Sharma
Dr. John Winkelman



https://zoom.us/webinar/register/WN_fs5yRunFSvePht61LXA1-Q
https://zoom.us/webinar/register/WN_VWVWR8AKSje-FtUVFGXmOQ
https://zoom.us/webinar/register/WN_Q9MTcO5aRHWCowHhKODFKA
https://zoom.us/webinar/register/WN_Q9MTcO5aRHWCowHhKODFKA
https://zoom.us/meeting/register/tJEodO6tqzorHtbNBkjWZ9iEbVoAfupt5T9C
https://zoom.us/j/91277958965?pwd=Njl3aThyc3RKME5IbFg3L2duNXVpUT09
https://zoom.us/meeting/register/tJYof-6rrz8sG9dtTbUWfz6nhb9bQVm3h5II
https://zoom.us/meeting/register/tJcqcOGhrjItHdz33Pal0WxijkW768zkIvV8
https://zoom.us/webinar/register/WN_I3gbM8NwRoGyL4gZCRE0kQ
https://zoom.us/webinar/register/WN_AY0_MPEqQkWnFstoNEdMhQ
https://zoom.us/webinar/register/WN_liIlFUbjSpGo2OsgXQu_KA
https://zoom.us/webinar/register/WN_liIlFUbjSpGo2OsgXQu_KA
https://zoom.us/webinar/register/WN_cqLXUFxhRZOZeG8EygJnJQ
https://zoom.us/webinar/register/WN_cqLXUFxhRZOZeG8EygJnJQ

EDUCATION SUPPORTS FOR ALD BOYS: IEPs AND 504 PLANS

Moderator: Kathleen O’'Sullivan-Fortin
Nicole Metsisto Mazer, Esq.
Bill and Kate Groel

SATURDAY POST-TRANSPLANT
1:45 PM - 2:25 PM

(3 Options) Moderator: Dr. Troy Lund

Julie Purschke

PLANNING FOR THE FUTURE: FINANCIAL PLANNING
Alexandria Nadworny, CFP, CTFA
Jesse Torrey

SATURDAY GRASSROOTS FUNDRAISING

2:30 PM - 2:55 PM

Moderator: Greg Benton
Chris and Katie Marino, X out ALD

SATURDAY
3:00 PM - 3:55 PM

BREAKOUT SESSIONS

Community Call Facilitators

Breakout Room 1: Asymptomatic / Newborn Screening

Breakout Room 2: Cerebral ALD

Breokout Room 3: Men

Breaokout Room 4: Women

Breakout Room S: Industry Advisory Council

SATURDAY
4:00 PM - 4:55 PM

ASK THE EXPERTS

Dr. Joshua Bonkowsky, Dr. Florian Eichler
Dr. Troy Lund, Dr. Molly Regelmann
Dr. Keith Van Haren

SATURDAY
5:00 PM - 6:00 PM

SOCIAL HOUR: ALD Connect: 2 Truths and a Lie

Hosted by Jon Kuderer



https://zoom.us/webinar/register/WN_MZLszBSdTZOqHw6aDp_EZA
https://zoom.us/webinar/register/WN_lRHnA_W9RyildVio4NbYIw
https://zoom.us/webinar/register/WN_M465uIGkQv6ByIPoLqSL8g
https://zoom.us/webinar/register/WN_KPG_FsBYQg6bGe6stndx0g
https://zoom.us/meeting/register/tJAof-mqrj4rHNRFbxubXNPugAatcO6pF1LY
https://zoom.us/j/98935968367?pwd=WXpVWkpUdTNEaWJIeDQyY2k0NUZ2QT09
https://zoom.us/meeting/register/tJIpd-GhrDIiGt2UmE9JT7TLlT7hg05lw-2G
https://zoom.us/meeting/register/tJMoce2vrzkpG9doNw6T70E5_aIAGhzGO5fk
https://zoom.us/j/96088115648?pwd=UWk0VTJZallrcFliZFQzc0ZCY2txUT09
https://zoom.us/webinar/register/WN_OBEaMgmjSAm24HFwXm4fCA
https://zoom.us/j/96558988996?pwd=TCt3eFRyY3BPNk5wWmlaYjdqVXpUUT09

