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DAY ONE / Wednesday, June 21, 2023

Breakfast

7:15 a.m. — 8:00 a.m. Outside Sabal A-B

Welcome to the Medical and Scientific Conference - James Loker, MD, Clinical Professor, Department of
Pediatric and Adolescent Medicine, Western Michigan University and Ann Manzardo, MSCR, PhD, Associate
Professor, Department of Psychiatry & Behavioral Sciences, University of Kansas Medical Center

Sabal A-B

8:00 a.m. —8:10 a.m.

Overview of the Newly Formed Clinical/Scientific Advisory Board (CSAB) - Ann Scheimann, MD, MBA,
8:10 a.m. —8:25a.m. Pediatric Gastroenterologist, Johns Hopkins School of Medicine
Sabal A-B

Keynote Presentation - Tony Holland, MD, Clinical and Academic Psychiatrist, President of IPWSO

8:25a.m.—9:25a.m. Sabal A-B

Presentation from Deepan Singh, MD, Vice-Chair of Ambulatory Psychiatry Services, Maimonides Medical Center

9:25a.m. —10:25 a.m. Sabal A-B

BREAK

10:25 a.m. — 10:40 a.m. Outside Sabal A-B

Presentation from Moris Angulo, MD, Pediatrics, Genetics, and Pediatric Endocrinology, Catholic Health Physician
10:40 a.m. — 11:40 a.m. Partners
Sabal A-B

ABSTRACT | - PATH for PWS Study 2023 Update: A Non-Interventional, Observational, Natural History Study of
Serious Medical Events in Prader-Willi Syndrome (PWS) by Lisa Matesevac, PATH for PWS Study Coordinator,

11:40 a.m. —12:00 p.m. Foundation for Prader-Willi Research

Sabal A-B
. . Lunch
12:00 p.m. — 1:00 p.m. Veranda
ABSTRACT Il - The Lived Experience of Parents of Children with Prader-Willi Syndrome: Food-Secure Feeding
1:00 p.m. - 1:20 p.m. Practices by Terrilynn Fox Quillen, RN, MSN, PhD
Sabal A-B
ABSTRACT Il - Cognitive Rigidity - Phenotypic Fidelity in PWS by Janice Forster, MD, Developmental
1:20 p.m. —1:40 p.m. Neuropsychiatrist, Pittsburgh Partnership
Sabal A-B
ABSTRACT IV - Current Research in Behavior Analysis and PWS by Kasey Bedard, PhD, BCBA-D, Behavior
1:40 p.m. - 2:00 p.m. Analyst, Delta Behavior Services
Sabal A-B

ABSTRACT V - Evaluating Electronic Health Record Data in Individuals with a Defined Computable Phenotype for
Prader-Willi Syndrome by Olivia J. Veatch, PhD, Assistant Professor, Department of Psychiatry & Behavioral

2:00 p.m. —2:20 p.m. Sciences University of Kansas Medical Center

Sabal A-B

ABSTRACT VI - Neuropsychiatric Manifestations of Post Infectious Syndromes in a Case Series of Patients with
2:20 p.m. —2:40 p.m. PWS by Linda Gourash, MD, Developmental and Behavioral Pediatrician, Pittsburgh Partnership

Sabal A-B

ABSTRACT VII - Infants with PWS: a Critical Period for Diagnosis, Evaluation, Management and Treatment Based
2:40 p.m. —3:00 p.m. on French Experience and European Studies by Maithe Tauber, MD, Pr, CHU Toulouse

Sabal A-B

Closing Remarks - James Loker, MD, Clinical Professor, Department of Pediatric and Adolescent Medicine,
Western Michigan University and Ann Manzardo, MSCR, PhD, Associate Professor, Department of Psychiatry &
Behavioral Sciences, University of Kansas Medical Center

Sabal A-B

3:00 p.m. - 3:15 p.m.

3:15 p.m. — 4:00 p.m. BREAK (Go to room to freshen up and get ready for reception)

Reception and Poster Presentations (Light hors d’oeuvres, cash bar)

4:00 p.m. — 6:00 p.m. Sabal Lobby

Clinical and Scientific Advisory Board Meeting

6:30 p.m. - 8:00 p.m. Sabal A-B
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DAY TWO / Thursday, June 22, 2023

7:15a.m. - 8:00 a.m.

Breakfast
Outside Sabal A-B

8:00 a.m. —8:10 a.m.

Welcome to the Medical and Scientific Conference (Day 2) - James Loker, MD, Clinical
Professor, Department of Pediatric and Adolescent Medicine, Western Michigan University and
Ann Manzardo, MSCR, PhD, Associate Professor, Department of Psychiatry & Behavioral
Sciences, University of Kansas Medical Center

Sabal A-B

8:10 a.m. —-9:10 a.m.

Outcome Measures for Prader Willi Syndrome: How Far Have We Come and Where We
Need to Go - Jessica Duis, MD, Pediatrics and Genetics, Children’s Hospital Colorado,
University of Colorado

Sabal A-B

9:10 a.m. - 10:10 a.m.

Roundtable - PWS Clinical Trial Endpoints with speakers Jessica Duis, MD, Pediatrics and
Genetics, Children’s Hospital Colorado, University of Colorado, Tony Holland, MD, Clinical
and Academic Psychiatrist, President of IPWSO, Theresa Strong, PhD, Director of Research
Programs, Foundation for Prader-Willi Research, Janice Forester, MD, Developmental
Neuropsychiatrist, Pittsburgh Partnership, Maria Picone, Founder/CEO, TREND Community
Sabal A-B

10:10 a.m. — 10:30 a.m.

ABSTRACT VIII - A Quality Improvement Project to Improve Puberty and Reproductive Health
Counseling of Patients with Prader-Willi Syndrome by Hiba Salhah, MBBS, Pediatric
Endocrinology Fellow, Nationwide Children’s Hospital

Sabal A-B

10:30 a.m. — 10:50 a.m.

ABSTRACT IX - Experiences and Support Needs of Unaffected Siblings and Parents of
Individuals with Prader-Willi Syndrome - A Qualitative Study by Meghana Wadnerkar Kamble,
PhD, Lecturer in Psychology, University of East Anglia

Sabal A-B

10:50 a.m. — 11:00 a.m.

Closing Remarks - James Loker, MD, Clinical Professor in the Department of Pediatric and
Adolescent Medicine, Western Michigan University and Ann Manzardo, MSCR, PhD,
Associate Professor, Department of Psychiatry & Behavioral Sciences, University of Kansas
Medical Center

Sabal A-B

11:00 a.m. - 11:30 a.m. | BREAK
Lunch

11:30 a.m. - 12:00 p.m. | Free boxed lunch provided
Sabal Foyer

12:00 p.m. — 4:30 p.m.

Externally-Led Patient-Focused Drug Development Meeting (EL-PFDD)
Main Sabal Ballroom

June 21-24, 2023 | Hilton Orlando Buena Vista Palace, Orlando, FL

(941) 312-0400 | www.pwsausa.org/convention2023 | 1032 E Brandon Blvd #4744, Brandon, FL 33511




