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LIST OF UK SUPPORT GROUPS



	Barth Syndrome Trust

	The Barth Syndrome Trust was created in the United Kingdom in order to better serve the needs of affected families here in the UK and in the rest of Europe.  An affected family in the UK may have certain specific needs that cannot always be fully met unless it is through a regional organisation that understands these issues.  The Barth Syndrome Trust aims to increase awareness amongst physicians and the general public both to facilitate accurate diagnosis and to provide continuing support to affected families after diagnosis.  They put families in touch with each other and share information and experiences, both regionally and internationally.
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1 The Vikings, Romsey SO51 5RG Website: www.barthsyndrome.org.uk



	Brompton Fountain
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The Brompton Fountain is a parent support charity for families whose children are being treated for cardiac and respiratory conditions at the Royal Brompton and Harefield NHS Trust.


The Brompton Fountain was born from a need and desire on the part of the hospital and families to improve parent involvement with patient care. A meeting in November 2003, organised by the hospital, brought together staff and parents to discuss how better to improve the experience for paediatric patients and their families.  As a result of this, a group of parents went on to form The Brompton Fountain. 

1 Love Lane, London EC2V 7JN Website: www.bromptonfountain.co.uk

	Cardiomyopathy Association
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The Cardiomyopathy Association (CMA) is a registered charity that offers information and support to people and their families affected by the heart muscle disease cardiomyopathy. The charity has a freephone helpline (0800 0181 024), manned from 8.30am to 4.30pm on weekdays, support groups and a network of volunteers who offer support on the telephone. It holds information days around the country and produces a quarterly newsletter for its members.

Unit 10 Chiltern Court, Asheridge Road, Chesham, Bucks HP5 2PX
Website: www.cardiomyopathy.org



	Children’s Heart Association

	Formed in the UK in 1973, the Children’s Heart Association is a support group run by families and friends of cardiac children for families with, or who have had, children with heart disorders. 

The Children’s Heart Association is based in the North West of England and has a sister charity, the Scottish Association for Children with Heart Disorders (www.sachd.org.uk), which has branches throughout Scotland.

26 Elizabeth Drive, Helmshore, Rossendale, Lancashire BB4 4JB
Website: www.heartchild.info
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	Children’s Heart Unit Fund

	The Childrens Heart Unit Fund is a registered charity that supports the Children’s Heart Unit at the Freeman Hospital in Newcastle. 

They help by funding equipment, personnel, research, or anything else that may be needed to help keep the unit at the forefront of children’s cardiac care.

Freeman Hospital, Newcastle upon Tyne, NE7 7DN Website: www.chuf.org.uk
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	CRY Cardiac Risk in the Young

	CRY is a charity founded in May 1995 to raise awareness of Cardiac Risk in the Young - Sudden Cardiac Death (SCD), Sudden Death Syndrome (SDS, SADS). 

CRY offers support to those who have suffered a loss through a network of affected families & counselling. They promote heart screening, ECG Testing Programmes & contribute to medical research. CRY has also donated medical equipment to doctors' surgeries and hospitals and they fund the CRY Centre for Sports Cardiology at the Olympic Medical Institute. 
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Unit 7, Epsom Downs Metro Centre, Waterfield, Tadworth, Surrey KT20 5LR

Website: www.c-r-y.org.uk


	Contact a family

	. 

. 

Contact a Family is the only UK-wide charity providing advice, information and support to the parents of all disabled children - no matter what their disability or health condition. We also enable parents to get in contact with other families, both on a local and national basis. Each year we reach at least 275,000 families. http://www.cafamily.org.uk/index.html
Contact a Family, 209-211 City Road, London EC1V 1JN Tel: 020 7608 8700 Fax: 020 7608 8701 Helpline 0808 808 3555 or Textphone 0808 808 3556 Freephone for parents and families (Mon-Fri, 10am-4pm & Mon, 5.30-7.30pm) Email: info@cafamily.org.uk


	Down’s Heart Group
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Down’s Heart Group provides support and information relating to cardiac conditions associated with Down’s Syndrome. Founded in 1988, it uses a wealth of knowledge and experience gained by parents and carers to provide services for families according to individual need.  These include a personalised Information Pack, newsletters, parent-to-parent contact, conferences, videos and DVD’s.  Also available is a telephone helpline and internet mailing list where families can find additional support and information and the comfort of knowing they are ‘not alone’.

PO Box 4260, Dunstable LU6 2ZT Website: www.dhg.org.uk



	Gift (previously Heart Transplant Families Together)

	Gift is a registered national charity that offers support to children and families who are affected by transplantation. We aim to provide both emotional and practical support throughout the journey of transplantation. Every year there is an increasing number of children who require major organ transplantation, through our work we aim to promote transplantation and enhance the lives of children and families touched by it.

36 Guildford Road, Worthing BN14 7LL Website: www.htft.org.uk
[image: image5.jpg]gift

Transplant chaniTy






	Grown Up Congenital Heart Patients Association
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GUCH Patients Association supports young people and adults who were born with a heart condition. Services include a free-phone helpline 0800 854759, conferences, workshops and weekends away. Free information and advice leaflets are provided covering areas such as transition (moving from paediatric to adult care) lifestyle issues (alcohol recreational drugs, sex and contraception etc). The organisation’s quarterly newsletter GUCH News keeps patients up to date and is entirely free of charge. Small grants are available to support young people in education, through the Beverly Downey Fund. GUCH works in partnership with the NHS to help ensure that patients receive appropriate care from an expert from a recognised GUCH centre. The organisation also campaigns more widely for changes that will benefit patients. New members are always, always welcome!

Room 5, Saracens Business Centre, 25 St. Margarets Green, Ipswich IP4 2BN

Website: www.guch.org.uk


	Heartbeat
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Heartbeat is a Parent Support Group for families of children who have heart disease in Northern Ireland. All the children living in Northern Ireland are treated at Clark Clinic in the Royal Belfast Hospital for Sick Children. 

Heartbeat is made up of several locally-based groups. The local groups work in many ways, but the primary aim of the Association is to provide moral and practical support to any family or individual who has a child with heart disease. 

9 Turloughs Hill, Annalong, Newry BT34 4XD Website: www.heartbeatni.org.uk



	Heart Children Ireland

	Heart Children Ireland was founded in 1990 by a group of parents who met in Our Lady’s Hospital in Crumlin while their children were being treated for congenital heart defects. Their aim is to provide practicable support for members in any way that they can, this will include the setting up of local groups, the purchase of medical equipment, financial assistance to families, the funding of specialist posts and special events for the children and their families.

The Carmichael Centre, North Brunswick Street, Dublin 7 Website: www.heartchildren.ie
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	Heart Link

	Heart Link was formed in 1981 to provide a vital role in parental support to parents of children with congenital heart conditions 

Heart Link’s main objectives

· Support for parents by parents 

· Provide regular social events for members

· Help parents to communicate with each other 

· Fund raising to provide better facilities for parents and children 
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Based at Glenfield Hospital, Groby Road, Leicester LE3 9QP

Website: www.heartlink-glenfield.org.uk



	Heartline

	Heartline is a voluntary organisation set up to offer help and support to children with heart disorders and their families. Telephone: 01276 707636
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Heartline provides:

· Information on congenital heart defects 

· A book Heart Children – a practical handbook for parents covering all aspects of having a heart child. 

· Contact between families by the maintenance of local support groups, social events and a regular newsletter. 

· Support through a rota of hospital visitors and the staffing of information desks at cardiac outpatients clinics. 

Community Link, Surrey Heath House, Knoll Road, Camberley, Surrey GU15 3HH

Website: www.heartline.org.uk



	Little Hearts Matter
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Little Hearts Matter is the national voice for families where a single ventricle heart condition, such as Hypoplastic Left Heart Syndrome, Tricuspid Atresia, Double Inlet Ventricle or Pulmonary Atresia has been diagnosed. The charity works with medical and social care teams to offer a multi-disciplinary approach to the support and information needed by this group of people and their carers.

Little Hearts Matter:

· Offers support to families at the time of diagnosis, through treatment and into life at home.

· Provides written information for parents and children.

· Works with health and community professionals to raise awareness 

Promotes research into single ventricle heart conditions and their treatment

11 Greenfield Crescent, Edgbaston, Birmingham B15 3AU Website: www.lhm.org.uk


	Max Appeal

	Max Appeal supports families affected by DiGeorge syndrome, VCFS and 22q11.2 deletion. They are a registered charity set up in1999 by parents of children with the condition.

Max Appeal offers:
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A wide range of information, including a comprehensive handbook covering the main, or more commonly noted, aspects of this very variable group of conditions.

· A freephone number manned by a parents who have been trained for telephone helpline services: 0800 389 1049

· Contact with other families and support to regional and local groups.

· A regular newsletter that has a circulation of 1,000 copies.
We are also developing international and research links.

15 Meriden Avenue, Stourbridge, West Midlands DY8 4QN
Website: www.maxappeal.org.uk



	The Scottish Association for Children with Heart Disorders

	Formerly part of The Association for Children with Heart Disorders, The Scottish Association for Children with Heart Disorders was formed as a new charity in 2004. There are six local / area branches in Aberdeen, Banff & Buchan, Edinburgh, Glasgow, Dumfries and Tayside and a Young Adults Group.
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They offer support and understanding in everyday care and welfare to parents and families of children with heart disorders and seek to improve facilities for children and young adults at heart units and in hospitals throughout Scotland.

104 Comiston Road, Edinburgh EH10 5QL Website: www.youngheart.info



	South West Children’s Heart Circle
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South West Children’s Heart Circle is a registered charity for the families of all children with heart conditions who live in the South West of England and Wales. They offer families lots of support from other parents of heart children as well as publishing an annual newsletter and giving out helpful information. The Group has over 1,000 families in membership.

67 Ryecroft Road, Frampton Cotterell, Bristol BS36 2HJ

Website: www.heartcircle.org.uk



	Wessex Children’s Heart Circle

	Wessex Children’s Heart Circle was founded in 1988. They aim to support children with heart disorders and their families. They provide support:

· By putting members in touch with other families who have similar problems

· By providing information concerning the experience of hospitalisation

· By providing practical help to families and offering limited financial help at times of hospitalisation

· By fundraising to provide hospital equipment and other items to make life more comfortable for children during their stay at the Centre

· By funding cardiac research. There is close liaison between our Circle and the cardiologists and surgeons at Southampton General Hospital so that funds are used effectively


Wessex Children’s Heart Circle, 48 South Avenue, Sherbourne, Dorset DT9 6AP
Website: www.wchc.org.uk



	Young at Heart
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Young at Heart is the support Group for families of children treated at the Cardiac Unit, Birmingham Children’s Hospital. YAH support babies & children with a cardiac condition and their families, whilst offering advice and information. 
YAH provide a forum for families to meet socially for trips, parties and other social events. They also provide a network of support via the telephone helpline and offer Ward visits for families & financial grants.

Young at Heart fundraises for the benefit of the Cardiac Unit, Birmingham Children’s Hospital.

42 Thetford Road, Great Barr, Birmingham B42 2HY
Website: www.youngatheart.org.uk



