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Date: Monday 5 January 2015
Dear	
ALL-PARTY PARLIAMENTARY GROUP FOR 22Q AND SUPPORT THE 22Q CLINIC BUSINESS CASE 
[bookmark: _GoBack]I live in your constituency and I would like to ask you to support and join an All-Party Parliamentary Group for 22q11 deletion syndrome because someone close to me is affected by this common lifelong genetic condition and I believe awareness needs to be firmly on the agenda of decision makers and influencers both here in Northern Ireland and in the UK. Health Minister Jim Wells has been speaking with Gillian Cassidy from 22q11 Northern Ireland in an attempt to establish a 22q clinic for those living with 22q in Northern Ireland.  22q probably affects upwards of 35,000 people in the UK (it is the second most common genetic condition after Down’s syndrome) but is still widely unrecognised and currently falls under the Rare Disease umbrella as so many people go undiagnosed.  Most families affected by 22q struggle to access appropriate care from services including medical, educational, social and employment. 

On 2 December 2014 Gillian Cassidy represented 22q11 Northern Ireland at the first Inaugural Meeting of the APPG for 22q in Westminster hosted by Jack Lopresti MP with no interest by my local constituency leader or disappointingly any other Northern Irish Member of Parliament.  I personally felt I would help her in this quest and write to you myself and ask for your support. You can find out about 22q11 syndrome and the people it affects by visiting the Max Appeal website at www.maxappeal.org.uk, or follow the local support group on Facebook (22q11 Northern Ireland) or Twitter (@22q11_NI). There is a proposed second 22q APPG meeting due mid-late January and I was wondering if you could contact Gillian Cassidy on 07743554114, email gillian.cassidy@gmail.com or write to 22q11 Northern Ireland, 89 Donaghadee Road, Bangor, BT20 4NJ and show your support by joining this group.  I would really appreciate if you could respond and let me know if you can lend your support to this group.   
Also, locally Gillian and Tabib Dabir (a geneticist from the Belfast City Hospital) are currently writing a business case for a 22q clinic for those already diagnosed under the Draft Northern Ireland Implementation Plan for Rare Diseases  consultation period which is due to be submitted  to the Health Minister Jim Wells on 19 January 2015. Last year the English based 22q charity, Max Appeal, launched the UK’s first “National Consensus Document for 22q11DS” at the House of Commons which was enthusiastically embraced by professionals and families both within the UK and internationally.  This document is also a care plan protocol which can be implemented here in Northern Ireland.  Your support in creating this 22q clinic will not only save money within the health care system in Northern Ireland through a ‘work smarter’ initiative but change the lives of those living with this syndrome.   The Max Appeal hope to use this 22q clinic as a model to be implemented across the UK and then further afield throughout Europe and beyond with Northern Ireland being the ground breaking forerunners in this area. If you could please contact the Health Minister Jim Wells and encourage this 22q clinic I would be most grateful.  

I look forward to our future correspondence. 
Yours sincerely,
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	Name of MP
	District
	Party
	Address
	Tel  
	Email 

	Gregory Campbell 
	East Londonderry
	DUP
	25 Bushmills Road, Coleraine, BT52 2BP
	028 70327327
	wilkinsonh@parliament.uk

	Nigel Dodds
	Belfast North
	DUP
	39 Shore Road, Belfast, BT15 3PG
	028 9077 4774
	ndodds@dup-belfast.co.uk

	Pat Doherty
	West Tyrone
	Sinn Féin
	4 James Street, Omagh, BT78 1DH
	020 7219 8159
	dohertyp@parliament.uk

	Jeffrey Donaldson
	Lagan Valley
	DUP
	The Old Town Hall 29 Castle Street Lisburn Co. Antrim BT27 4DH
	028 9266 8001
	jeffrey.donaldson.mp@parliament.uk

	Mark Durkan
	Foyle
	SDLP
	23 Bishop Street Derry, BT48 6PR
	02871 360 700
	m.durkan@sdlp.ie

	Michelle Gildernew
	Fermanagh and South Tyrone
	Sinn Féin
	Thomas Clarke House, 60 Irish Street, Dungannon, BT70 1QD 
	028 8772 2776
	michelle.gildernew@sinn-fein.ie

	
	
	
	5 Market Street, Enniskillen, Co. Fermanagh, BT74 7DS
	028 6632 8214
	michelle.gildernew@sinn-fein.ie

	
	
	
	115 Main Street, Lisnaskea, Co. Fermanagh, BT92 0JE
	028 6772 1642
	michelle.gildernew@sinn-fein.ie

	Sylvia Hermon
	North Down
	Indep
	17a Hamilton Road, Bangor, BT20 4L
	020 7219 8491
	jamisons@parliament.uk

	Naomi Long
	Belfast East
	Alliance
	56 Upper Newtownards Road, Belfast, BT4 3EL
	028 9047 2004
	naomi.long@allianceparty.org

	William McCrea
	South Antrim
	DUP
	5-7 School Street, The Square, Ballyclare, BT39 9BE
	028 9334 2727
	william.mccrea.mp@parliament.uk

	Alasdair McDonnell 
	Belfast South
	SDLP
	120 Ormeau Road, Belfast, County Antrim BT7 2EB
	028 9024 2474
	mcdonnella@parliament.uk

	Francie Molloy
	Mid Ulster
	Sinn Féin
	26 Burn Road, Cookstown, Co Tyrone, BT80 8DN
	028 86765850
	sinnfeincookstown@yahoo.com

	Paul Maskey
	Belfast West
	Sinn Féin
	53 Falls Road , Belfast, BT12 4PD
	028 9034 7350
	westbelfastmp@ireland.com

	Conor Murphy
	Newry and Armagh
	Sinn Féin
	1 Kilmorey Terrace, Patrick Street, Newry, BT35 6DW
	028 3026 1693
	murphyc@parliament.uk

	Ian Paisley, Jr.
	North Antrim
	DUP
	9-11 Church Street, Ballymena, BT43 6DD
	028 2564 1421
	ian.paisley.mp@parliament.uk

	Margaret Ritchie
	South Down
	SDLP
	32 Saul Street, Downpatrick, Co Down, BT30 6NQ
	028 4461 2882
	m.ritchie@sdlp.ie

	Jim Shannon
	Strangford
	DUP
	34A Frances Street, Newtownards, BT23 7DN
	028 9182 7990
	jim.shannon.mp@parliament.uk

	David Simpson
	Upper Bann
	DUP
	13 Thomas Street, Portadown, Craigavon, BT62 3NP
	028 3833 2234
	davidsimpson@upperbanndup.co.uk

	Sammy Wilson
	East Antrim
	DUP
	East Antrim DUP, 116 Main Street, Larne, BT40 1RG
	028 2826 7722
	barronj@parliament.uk



