
AGENDA
Thursday, October 17th

7:00 pm – 9:00 pm Thursday Evening Meet and Greet
Friday, October 18th

8:00 am – Midnight Teen Lounge
8:30 am – 9:00 am Peer Facilitator Orientation
9:15 am –10:15 am Newcomer Orientation

10:15 am –10:45 am Mentor/ Mentee Meet-Up
10:45 am –11:45 am Get to Know Our Industry/Pharma Sponsors
11:45 am –12:45 pm Peer Group Gathering with Lunch  
12:45 pm – 1:00 pm Passing Period to General Session

1:00 pm – 1:45 pm Friday General Session
Celebrating the 20-Year History of PSC Partners

Keynote: Celebrating the 20-Year History of PSC Partners
PSC Partners is There for You: Education and Support - Our Progress Over 20 Years
PSC Partners Research Themes and Impacts Through the Years: Registry, SMAC, Grants
Closing Instructions for the Afternoon
“Our Liver Love Story: A PSC Patient’s Fight for Life”

1:45 pm – 2:00 pm Passing Period to Breakout Session I 
2:00 pm – 2:50 pm Breakout Session I

The Basics Track -
PSC 101

 The Pediatric Track [for parents of children 18 and under with PSC] -
 Pediatric PSC 101: Everything You Want to Know
 Q&A with a Panel of Young Adults

 The Transplant Track  -
 Transplant 101: Pre-Transplant: Everything You Want to Know
    “Finding a Living Donor” with patient speaker

 The Teen Track -
 Teens 101: Question and Answer - Every Question is Fair Game

 The Caregivers Track -
 Caregivers and a PSC Patient Panel - Everything You’d Like to Ask

 The Caring for You Track: Open Invitation to All  -
 Experience the Benefits of the Empower Program for PSC
 The Six Paths to Mindfulness

 Identifying PSC Symptom Burden and Connecting the Patient Experience through 
 the PSC Partners Symptom Assessment Project (PROM)

 For Patients: The Everyday Stresses of Living with PSC
 Practical Nutritional Menu Planning for People Living with PSC
 How Do Drugs Get to Patients?
 Presentation:  3-D Virtual Reality of the Liver

2:50 pm – 3:05 pm Passing Period to Breakout Session II
3:05 pm – 3:55 pm Breakout Session II

The Basics Track -
 PSC 201: Interpreting Test Results and Imaging

The Pediatric Track -
Pediatric PSC 201: Coping with PSC as a Family

 The Transplant Track -
 Transplant 201: Post-Transplant Management, Complications, and Outcomes in PSC

 The Teen Track -
 Teens 201: How Do You Share Having PSC with Family, Friends, and at Work?
 Q&A with a Young Adult Panel

 The Caring for You Track: Open Invitation to All -
  Gentle Movement: An Invitation to Move Your Mind and Body
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 The Caring for You Track: Open Invitation to All -
 T’ai Chi Chih for PSC Patients and Caregivers

 For Caregivers: Challenges and Rewards: Psychological and Social Stresses in PSC
 Intersections in Women’s Health: PSC, IBD, and Liver Transplantation
 Cholangiocarcinoma and PSC
 How Can Collaboration Lead to Discovery and Innovation?
 How to Interpret New Findings on the Microbiome and PSC?
 How Do We Evaluate the Rigor of PSC Research Studies?

3:55 pm – 4:25 pm Snack and Passing Period to Clinical Trials in PSC 
3:55 pm – 5:30 pm Teens: Snack and Poolside Gathering  
4:25 pm – 5:30 pm Industry Updates: Ongoing Clinical Trials in PSC 
5:30 pm – 6:45 pm Break and Refresh 
6:30 pm – 6:45 pm Mentor/Mentee Meet Up for Late Attendee Arrivals 
6:45 pm – 9:00 pm Dinner and Social Time  
9:00 pm –10:15 pm Canadian Meet Up 

Saturday, October 19th
8:00 am – 9:00 am Breakfast
9:00 am – 9:15 am Passing Period to General Session I
9:15 am –10:45 am Saturday  General Session I

 Moving the Needle Towards a Cure: 20 Years of Progress in PSC Research
Keynote: 20 Years of International PSC Research: What Have We Learned?  
Update on PSC Partners Research, WIND Updates, and ICRNetwork Updates 
Promising New Therapies in PSC

10:45 am –11:15 am Break with Snack
11:15 am –12:35 pm Saturday General Session II

 New Approaches to Improving Patient Care 
Promoting Resilience While Living with PSC 
PSC Diet: Nutrition Highlights and Insights 
EMPOWER: A 12-week Online Wellness Program for People Living with PSC or Post-Transplant

12:35 pm –12:55 pm Group Photo  
12:55 pm – 2:10 pm Lunch with Peer Groups and Medical Professionals 

2:10 pm – 2:20 pm Passing Period to Ask the Experts 
2:20 pm – 3:05 pm  Ask the Experts: Medical Professionals and PSC Partners Community Members  

Pediatric Research Discussion
Vancomycin: IBD and PSC
Artificial Intelligence and PSC
Living with IBD
From Bench to Bedside: Drug Development from Basic Science
Family Communication and Support in the Context of Uncertainty
Connection Matters: Brainstorming Ways to Ensure No One Feels Alone
Tools for Improving Mental Health
Adventures of a PSCer Walking the Appalachian Trail
How to Access the New Patient Features of the Patient Registry
European PSC Research Collaborations
Managing PSC Symptoms
Post-Transplant Issues and Concerns: Patient Panel

3:05 pm – 3:35 pm Break with Snack and Passing Period to General Session III
3:35 pm – 5:05 pm Saturday General Session III

Looking Ahead at Our Quest to Find New Therapies for PSC
 Challenges and Possible Solutions for Increasing Clinical Trial Participation

 Challenges in Patient Participation in Clinical Trials
 Possible Solutions for Clinical Trial Participation and Building Inclusivity

 Questions for the Future
 Measuring PSC Severity: Which Tools Hold the Most Promise? 
 How to Dampen Scarring and Negative Effects of the Immune System?
 Do the New IBD Therapeutics Have Relevance for PSC?

5:05 pm – 6:30 pm Break and Refresh
6:30 pm –11:00 pm Gala Dinner and Evening Entertainment 

Sunday, October 20th:  For Patients and Caregivers
8:00 am – 9:00 am Breakfast 
9:00 am – 9:10 am Passing Period to General  Session
9:10 am – 9:25 am General Session
9:25 am – 9:35 am Passing Period to Peer Session Rooms 
9:35 am –11:45 am Peer Sessions 

11:45 am –12:15 pm Break with Snack 
12:15 pm – 1:30 pm Feedback from Peer Sessions and Closing Remarks 

1:30 pm Conference Adjourns 
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