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Day 1- Saturday, September 27, 08:40-17:40

Time Presentation Speaker
08:40 Registration
(20m)

Session 1 — Welcome session

Moderator: Martine Pergent, IPOPI President

09:00 Icebreaker - What’s in Your Cultural Backpack? Miriam Ferreira,

(30m) IPOPI NMO
Programmes Manager

09:30 Opening remarks and setting the scene for the meeting | Martine Pergent,

(10m) IPOPI President

09:40 Welcome from the sponsor Grifols TBC

(5m)

09:45 Shared Struggles, Shared Strength: PID in Eastern Otilia Stanga,

(45m) Europe IPOPI Board Member

- What does health with a PID mean to you? (one
sentence)

- What are the 2 key challenges for patients with
PIDs and associated conditions in your country?

- What are the 2 key achievements for the PID
community in your country?

We invite participants to think about these questions ahead
of the meeting.

10:30 COFFEE BREAK
(30m)

Session 2: Diagnosis Challenge Lab

Moderator: Leire Solis, IPOPI Health Policy and Advocacy Director

11:00 Regional Mapping & Opening Frame Otilia Stanga

(10m)

11:10 Setting the Scene: What If It Were Your Country? Dr Vera Goda

(15m) (Hungary)

11:25 Case Walkthrough: The Diagnosis Challenge Dr Vera Goda

(10m) (Hungary) and Otilia
Stanga

11:35 Open Group Discussion: What are the barriers and Otilia Stanga

(15m) opportunities for collaboration?

11:50 Workshop: Diagnosis Without Borders Leire Solis

(55m)

IPOPI aisbl is an international non-profit association registered in Belgium - Numéro d’entreprise BE 0761.784.055



12:45 Group picture
(10m)

12:55 LUNCH BREAK
(1h15m)

Immunoglobulin Treatments

Moderator: Otilia Stanga

Session 3: Securing the Future: Plasma Collection and Access to Life-Saving

14:10 Understanding the plasma chain: from collection to Martine Pergent
(10m) patient access

14:20 Where does your country stand on plasma collection? Martine Pergent
(15m)

14:35 Pathways to plasma access: What can work in your Otilia Stanga &
(30m) country? Miriam Ferreira
15:05 Beyond Collection: How Immunoglobulins Reach the Leire Solis
(15m) Market

15:20 Where does your country stand on access to Leire Solis

(5m) Immunoglobulins?

15:25 Policy Hooks and Tools to Champion Ig Access Leire Solis
(15m)

15:40 Conclusions Otilia Stanga
(5m)

15:45 COFFEE BREAK

(30m)

Session 4: Regulation surrounding access to therapies

Moderator: Miriam Ferreira

16:15 Getting to know the basics of accessing therapies Leire Solis

(15m)

16:30 Patient organisation: role and activities Miriam Ferreira
(10m)

16:40 Scenarios on access to therapies Leire Solis &
(40m) Miriam Ferreira
17:20 Key takeaways Leire Solis &
(10m) Miriam Ferreira
17:30 Day Wrap-up & Reflection Tree Martine Pergent &
(10m) Otilia Stanga
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DAY 2: Sunday, September 28, 08:30-12:30

Session 5: Transition of care: From Teens to Adults

Moderator: Martine Pergent

Session 6: The Power of Speaking Up

Moderator: Otilia Stanga

08:30 Welcome to the 2"? day, and set the scene Otilia Stanga
(5m)

08:35 What is Transition of Care Martine Pergent
(15m)

8:50 How is transition of care in your country? Otilia Stanga
(10m)

9:00 Interactive Activity: Plan and Present Your Transition Leire Solis &
(45m) Pathway Miriam Ferreira
09:45 Role-Play All

(30m)

10:15 Discussion on each intervention and key learnings to Leire Solis &
(15m) take home Miriam Ferreira
10:30 COFFEE BREAK

(30m)

Speak Up: How Good Communication Drives Change Otilia Stanga
(5m)
11:05 Where to Get Reliable Data? Leire Solis
(10m)
11:15 Free resources to help you start Miriam Ferreira
(5m)
11:20 Mini Workshop: Build a Post or Mini-Campaign Miriam Ferreira
(35m)
11:55 2-day Workshop reflection Martine Pergent &
(20m) Otilia Stanga
12:15 Summary remarks Martine Pergent &
(10m) Otilia Stanga
12:25 Feedback form Leire Solis
(5m)
12:30 LUNCH
(1h)

IPOPI wishes to thank for their support

GRIFOLS
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