An introduction to
Down’s Heart Group
Penny Green - Director

Who am I?
• Bereaved parent of baby born with Down’s
Syndrome, congenital heart defects and
Hirschsprungs
• Director of Down’s Heart Group who I’ve
been involved with since 1990
• Parent representative on the Steering group
of Down Syndrome Medical Interest Group
• Strong links with Down Syndrome
Foundation Nigeria

Who are we?
•

Founded in 1988 to address the specific needs of these families.
Became a registered charity in 1992.

•

Trustees are primarily parents, grandparents or siblings of
someone with Down’s Syndrome and cardiac conditions.

•

They have a range of personal experiences with family members
of different ages and having different medical needs – bereaved
families are also represented.

•

To access a wider knowledge base, our Constitution also allows
for the appointment of trustees without these personal links, but
limits their representation to 25% of the board to ensure the focus
remains parent led .

What do we do for families?
Provide information and support in parent friendly language via:
• Website
• Newsletters
• Information Pack
• Telephone Helpline
• Email & Social Media
• CD’s & DVD’s
• Conferences

(DHG has Information Standard accreditation for providing quality evidence-based health
and social care information)

Information
•

Individual sheets

•

Simple diagrams

•

Parent friendly language

•

Info on main heart defects and normal heart

•

Info on other topics, travel advice, teeth etc.

•

All available to view or download on website

•

Also available on a CD

Online resources
E-learning package
Link on our website homepage

When do we help?
We use knowledge gained from personal experience and interaction with
our membership to assist families on every stage of their journey
•
•
•
•
•

ante-natal diagnosis facing decisions
diagnosis after birth
through open-heart surgery
inoperable conditions
bereavement

Our support and advice is non biased and available regardless of
ethnicity, belief or any other factors
We cover all the UK and Ireland and try to help beyond when we can

Support
Until it’s your baby’s turn you don’t know how you will feel. Imagine being in a
bubble of what if’s and why me? DHG helps families move out of that bubble
and move on.
“Our surgery did not require a stay on ICU. The ward nurses were very busy
and not sympathetic or particularly helpful. We were still worried that he had
heart surgery even though to them it was a more routine procedure, but it
was serious and upsetting for us.”
“We contacted Down’s Heart Group just after * was born after finding about
the group on the internet. We were put in touch with another family who had
a young lad with Down's Syndrome and a heart condition. Just knowing that
there were others with similar experiences was a great help. The Down's
Heart Group were a big help to us and I would like to thank them for their
much needed and appreciated support - thank you.”

Recent call examples
• 4 week old boy – large hole, needs surgery soon but
needs to gain weight, leaving hospital
Worried as not been told what to expect, what to do if baby unwell etc –
should he be going home?

• 2 week old girl – vsd and small asd
feeding well, check up with NICU started on diuretics,
given open access
Been given open access to ward immediately after diuretics prescribed,
wondering what they are not being told.

What else do we do?
Raise awareness by:
• Working with other groups, schools and
the media
• Social networking
• Involvement in training of medical professionals

Provide representation and advocacy:
• At conferences and events
• Working with various organistions such as DSMIG,
Down Syndrome International and Children’s Heart Federation
• By working with staff from the various heart units in the UK

DHG contact information
PO Box 4260
Dunstable
LU6 2ZT
www.dhg.org.uk
0300 102 1644
info@dhg.org.uk

