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Agenda

	Time
	Topic
	Lead
	Venue

	FRIDAY
	Book in and games from 3PM onwards 
(Collect accommodation keys from Reception)
	Leisa Batkin & Committee
	Reception 
& Outside Cabins

	5:00 PM
	Evening meal – food finishes at 8.00pm
	PGL Staff
	Dining Room

	7:00 PM
	Welcome session – kids with PGL staff
	PGL Staff
	Courthouse

	8:00 PM
	Kids Disco and further welcome drinks in the bar
	PGL Staff & Committee
	Bar 
(Next to dining hall)

	SATURDAY
	Breakfast at (Latest Available Slot)
	PGL Staff
	Dining Room

	9:00 AM
	Kids sent to PGL activities/crèche. Please be prompt!
Then head to meeting room for arrival coffee/tea
	PGL Staff
	Outside Courthouse

	9:30 AM
	Conference introduction and mutual welcomes
Introduction of 1-to-1’s (Helen Till)

DBA UK Video
	Leisa Batkin
	Courthouse

	10:30 AM
	Introduction to DBA & Care Pathway Discussion
	Josu De La Fuente
	Courthouse

	11:15 AM
	Nutrition and DBA
	Katie Elwig
	Courthouse

	11:45 PM
	DBA Research - Steroids
	Deena Iskander
	Courthouse

	12:15 PM
	End of kids PGL activities
	PGL Staff
	Courthouse

	12:30 PM
	Group photo
	James Bye
	Big Stone Steps

	1:00 PM
	LUNCH
	PGL Staff
	Dining Room

	2:00 PM
	Kids sent to PGL activities/crèche. Please be prompt!
Then head to meeting room for arrival coffee/tea
	PGL Staff
	Outside Courthouse

	2:30 PM
	DBA Research – Genetics Lab & Updates
	Sandra Hing, Jamshid Khorashad, Mary Alikian

Josu De La Fuente
	Courthouse

	3.30 PM
	Euro DBA
	Alyson MacInnes, Marcin Wlodarski, Lydie Da Costa
	Courthouse

	4:00 PM
	UCL Teen/Adult Transitional Care Package
	Beth Payne, Sara Trompeter, et al
	Courthouse

	4:30 PM
	Rare Anaemia Priority Setting Partnership
	Noémi Roy
	Courthouse

	5:00 PM
	Adult PGL adventure session for the brave 
	PGL Staff
	Outside

	6:00 PM
	BBQ (including raffle draw)
	DBA UK
	Outside Courthouse

	8:00 PM
	Bonfire and songs
	PGL Staff 
	In the woods

	8:00 PM
	Cheese and wine, DBA UK Bar and fundraising games!
Further informal chats for non-bonfire lovers
	PGL Staff & DBA UK Committee
	Courthouse / Teachers’ Lounge

	SUNDAY
	Breakfast at (Latest Available Slot)
	PGL Staff
	Dining Room

	9:00 AM
	Kids sent to PGL activities/crèche. Please be prompt!
Then head to meeting room for arrival coffee/tea
	PGL Staff
	Outside Courthouse

	10:00 AM
	DBA Research - Ribosome biogenesis, cellular signalling pathways and Diamond Blackfan Anaemia
	Nick Watkins
	Courthouse

	10:30 AM
	DBA UK Charity report, Finance and Elections (AGM)
	Leisa Batkin, 
Peter Redmond
	Courthouse

	11:00 AM
	Bone Marrow Transplants
	Rob Wynn
	Courthouse

	12:00 PM
	Fundraising Summary 
	Martin Winter
	Courthouse

	12:10 PM
	Family Weekend Summary and Close
	Leisa Batkin
	Courthouse

	12:15 PM
	End of kids PGL activities
	PGL Staff
	Courthouse

	1:00 PM
	LUNCH (Optional)
	PGL Staff
	Dining Room

	2:00 PM
	First committee meeting of 2016/2017 year
	DBA UK Committee
	Teacher’s Lounge

	2PM – 3:30PM
	Family free time/further PGL activities (Queue and do)
	PGL Staff and families
	Outside


PGL adventure sessions
KIDS - 9am - 12.15pm Saturday

KIDS - 2pm - 5pm Saturday
ADULTS - 5pm - 6pm Saturday
KIDS - 9am - 12.00pm Sunday
FAMILIES – 2pm – 4pm Sunday
1-on-1 time clinics – availability

	Dr Josu de la Fuente 
(DBA Specialist)
	Saturday
	2pm – 5pm

	Dr Josu de la Fuente 
(DBA Specialist)
	Sunday
	12pm – 1pm

	Katie Elwig

(NHS Dietician)
	Saturday
	12pm – 1pm

	Dr Beth Payne

(Adult Care Clinic)
	Saturday
	10am – 1pm
2pm – 4pm

	Dr Beth Payne

(Adult Care Clinic)
	Sunday
	10am – 1pm

	Rob Wynn
(Bone Marrow Transplant)
	Sunday
	12pm – 1pm



Bookings can be made for a 20 minute time slot. Please speak to Helen Till to make an appointment.

These people have kindly donated their time to speak with DBA UK members. Please respect that, and remember that they will need breaks and food during this packed schedule.
Due to limited availability this year, priority will be given to new families and those who have not seen medics before.

Crèche Details

· 0-2 Year olds – TV Room
· 2-4 Year olds – Snooker Room
· 4-6 Year olds – Mini Activity Group (Nature Trail etc.)

· If your child is on the cusp of an age group, it’s up to you to decide which group they should go into
· Crèche staff are not responsible for feeding, changing or administering any medication
· Children must be signed in and out of Crèche facilities, the door kept closed when not is use
· We intend to have a bouncy castle available, the groups will need to rotate around to avoid overcrowding
· The Crèche is a free babysitting facility only, the children are ultimately your responsibility
2016 AGM Agenda

· Sign-off minutes of 2015 meeting – All present

· Charity report – Leisa Batkin, Chair
· Accounts 2015 – Peter Redmond, Treasurer
· Committee Elections – Leisa Batkin, Peter Redmond, Martin Winter
· Any Other Business – All present
· Close
[image: image1.png]