EDIN Leaders Meeting 2026

Programme - 18-20 September - Taastrup (Copenhagen), Denmark

Friday — 18 September

18:00 Welcome

18:30 Train to Copenhagen

19:00-20:30 Dinner in Copenhagen

20:30-21:30 Walking tour in Copenhagen city centre
21:30 Return to hotel by train

22:00 Good night

Saturday — 19 September

09:30-10:30 Session 1 — Danish Health Registers and ED

10:30-11:00 Coffee break

11:00-12:00 Session 2 — Siblings: the “Shadow Children”

12:00-13:00 Lunch with Danish patient organisation (traditional Danish smgrrebrgd — open sandwiches)
13:00-14:00 Guided tour in Danske Handicaporganisationers Hus

14:00-15:15 Session 3 — Professionals Living with ED

15:15-15:45 Coffee break

15:45-17:15 Session 4 — Retaining Members & Building Sustainable Organisations

19:00-20:30 Dinner (location TBC)

Sunday — 20 September

09:00 Check-out

09:30 Departure to Roskilde (private cars)

10:00-13:00 Viking ship sailing

13:00-14:00 Lunch

14:00-14:30 Farewell

14:30-15:30 Optional parallel sessions:

- ExCom Meeting

- Research project by Pierre Fabre (recommended for new members)

Session Content

Danish Health Registers and ED

Laura Krogh Herlin (PhD). Denmark has some of the world’s most comprehensive health registers. This
session explores what the Danish registries can tell us about ectodermal dysplasias (ED), including
diagnosis, prevalence and long-term health outcomes.

Siblings — the “Shadow Children”

Presentations from Rigshospitalet and SMIL Fonden. Children with chronic conditions often receive most
of the family’s attention. This session focuses on siblings of children with ED and why it is important to
support them as well. How can patient organisations ensure that siblings are seen, included and
supported?

Professionals Living with ED
Dr. Martin (dentist, Chile) and Jeppe Fransson (Danish politician) share their personal journeys. The
session explores identity, role models and how living with ED can shape professional life.

Retaining Members & Building Sustainable Organisations

This combined session brings together two key themes:

» Families with teenagers — many families leave organisations during teenage years. We share best
practices and experiences on how to retain families and create meaningful activities.

« Establishing new patient organisations — how to support new countries in building sustainable structures,
support volunteers and strengthen international collaboration within EDIN.
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Practical Information

Contact & Registration

Please register by email: lars@edinetwork.org
Mobile: +45 22885583

Venue

Danske Handicaporganisationers Hus
Blekinge Boulevard 2

2630 Taastrup

Denmark

The venue is located outside Copenhagen city centre. Participants may consider extending their stay to
explore Copenhagen.

We will showcase how inclusive and accessible buildings can be designed and experienced in practice.

Accommodation

Thon Partner Hotel Hgje Taastrup — approx. 9 minutes walk
Carl Gustavs Gade 1, 2630 Taastrup

MyHotel Taastrup — approx. 25 minutes walk
Estland Allé 1, 2630 Taastrup

Best prices via Tripadvisor or similar.

Transport
Estimated travel times are based on train/metro.
Public transport from Copenhagen Airport is very easy and efficient.

Airport—-Copenhagen: ~15 min

Copenhagen—Taastrup: ~20 min

Taastrup—Roskilde: private cars arranged

Taxis are available but expensive and always run on taximeter.

Food & Drinks

Lunch meals are included.

Dinner: 40 EUR per meal (excl. drinks).

Breakfast must be booked separately at the hotel.

Please inform us of dietary requirements when registering.

Luggage
Luggage will be stored in a locked room at Roskilde Harbour during the boat trip.

Currency

Denmark uses Danish Kroner (DKK). Credit cards are accepted everywhere.

Emergency

Emergency number: 112



