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From the Editor Spring 2010

We welcome the new Chair of HeartLine — Sarah Sparke — and the Trustees on page 18. Itis a
difficult time for small charities like ours to have our voice heard among all the other good
causes. But this summer and autumn, as the work of the panel assessing our children’s surgical
centres is carried forward, there should be more interest in the work that we do to support
others, usually after a period in which we have been heavily reliant on the support of HeartLine
families ourselves!

So let your local children’s centre know about HeartLine, ask if your library carries the Heart
Children book. Mention it to other parents. Raising awareness is essential if we are to carry on

making HeartLine’s support available to those who need it most.
Hazel Greig-Midlane

Please remember that whatever
you have to say about the world of
children with heart conditions is

intensely interesting to other For back issues of the magazine

HeartLine parents — whether at call HeartLine on 01276 707636 or
home, in hospital, at school, see them on the website at
whether about treatment, holidays www.heartline.org.uk under
or education, buggies or feeding Information and Resources.

equipment — we want to read your
stories, your views.

Do you have something to say?
The front cover star is Emma — we

Contact Hazel Greig-Midlane: hope to publish her story soon.

By email hgmhla@btinternet.com
By post 32 Little Heath London

SE7 8HU
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Linda Hardy - Child Protection
I am Linda. I am
married to Ken and
mum to Calum, 12,
and Aaron, eight.

Aaron is treated at
Great Ormond Street
Children’s Hospital. He
was diagnosed
prenatally with Double
Outlet Right Ventricle, Pulmonary Atresia,
and Ventricular Septal Defect. He had a
full repair at eighteen months and now
has a leaking pulmonary valve that will
eventually need replacing.

I have been a member of HeartLine since
soon after Aaron’s birth. I was an area
contact and arranged many outings for the
Norfolk area. I have been a Trustee for
four years now, and I am Child Protection
Trustee for HeartLine. I am a full time
childminder.

Clare Burgess

When I heard that HeartLine were looking
for new Trustees I immediately thought it
was something I would like to do. I have
got a hectic life at the moment and so put
it to the back of my mind and thought
maybe next time. After a few days the
thought was still there and wasn’t going
away! I discussed it with my husband
Steve, as I know I will need his support to
be able to give some time to being a
Trustee. He thought it was a great idea
and gave me his full backing.

Why did I want to do it? When I was
pregnant with my little girl, and I initially
got the diagnosis of her condition when I
was twenty three weeks pregnant, I fell
apart and my world stopped turning for a
few days literally. I was pointed in the
direction of HeartLine and their support
and especially at that time the experiences
of Anya Rowson, who actually knew what
“left atrial isomerism” is, was a huge
turning point for my sanity. A few weeks
later I went to my first Wetlands day and
met children and families affected by
congenital heart disease and also met up
with Sarah whose baby was due within
days of my little one. The help and
support I received was invaluable and I
feel that this is a way I can give something
back to say “Thank You”.
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Annette Jackson

My reason for
becoming a trustee is
that HeartLine has
been there for me for
the last seven years and
I would like to try to
give something back
and, at the same time,
maintain a northern
impact and contact for all our members.

Hazel Greig-Midlane

I have been a HeartLine
member since 1983,
magazine editor since
the May 1997 edition
number 30, editor of
Heart Children book,
and occasional odd
jobber. After taking
early retirement from
the Government Information Service I
worked for CHF, and part-time for a
London local authority. Now I am self-
employed - in theory part-time — mainly
reviewing research and writing leaflets for
public bodies — and I am a representative
on the Medicines for Children Research
Network, where I pursue the right to free
oral syringes and better information about
our children’s drugs.whenever I can.

John and I have three children, the middle
one, now in his late twenties, had an atrio-
ventricular septal defect corrected and
subsequently had a mitral valve
replacement, several pacemakers for
complete heart block, surgery for
subaortic stenosis, and has atrial
fibrillation — so a long association with
structural defects, arrhythmias and
anticoagulants then!

I have been a Trustee for Children’s Heart
Federation and Evelina Children’s Heart
Organisation. I became a Trustee of
HeartLine primarily to contribute my
experience in communications and to
continue to support an organisation that
has unfailingly been there for my family.

Wendy Lynch

Hi, I'm Wendy and I am a teaching
assistant in a primary reception class. Both
my children were born with a minor
congenital heart defect, one has been

‘fixed’ and the other is now just being
monitored. I wanted to give something
back to the charity that helped me along
the way. The Trustee role I have been
given is that of Parental Support/back-up
Child Protection Officer and am looking
forward to starting my role as soon as
possible. You can contact me via the
HeartLine message boards (WENDYL) or
through the office.

Caroline Mutton

I'm Caroline and I'm Mum to Oliver. He
was diagnosed with complex congenital
heart disease in March of 2009 at three
weeks old: I went from a murmur clinic at
my local to paediatric intensive care unit
at The Brompton within hours. He was
discharged the following evening, I left
London in a total blur, carrying my
HeartLine pack.

I was lucky. I was introduced immediately
to HeartLine’s sources of information and
support which were so vital in those early
months of dealing with life after his
diagnosis. I stood as a Trustee in order to
help in any way I can to secure the future
and extend the reach of HeartLine.
Before Ollie was born I worked in
Training and HR so my role on the
committee is office
based.

| Helen Woods

I became a member of
HeartLine over five
years ago, when I was
given a hospital pack
and teddy bear by one
of the nurses on our
local children’s ward in Worthing. The
unfailing support, wealth of information
and insight from others sharing their
experiences that I gained as we faced
everything from failure to thrive through
to surgery and beyond, have been simply
invaluable.

We genuinely did feel as if the bottom had
fallen out of our world when Theo was
referred at birth to three consultants at
three different hospitals. I feel very
fortunate to have had HeartLine’s support
from the beginning of this journey, and I
hope that by volunteering as a Trustee I
can contribute to every newly diagnosed
family being able to say the same.

Senior HeartLine Message Board Moderators
The Moderators safeguard the message board on the HeartLine website and ensure that the
rules are adhered to. The message boards can be found at www.heartline.org.uk

Sheran Taylor

Kerry M-S

Nurse Advisor
Adelaide Tunstill

Kate Hatcher

Val Thrubbron

As HeartLine is unable to give medical advice our nurse advisor may be able to help you.
Contact her on 01243 782 or write to 2 Dolphin Mews, Chichester, West Sussex PO19 3HT
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HEARTLINE’S CORE SUPPORTERS

If you would like support for something that is not listed,
please telephone the HeartLine office on 01276 707636.

Sarah Batt 01908 522067

Sarah is willing to offer support for families of children
who:

* have a tracheotomy

* need strategies (for tube feeding)

* need speech and language support

* take warfarin

* have had a stroke and/or hemiplegia

e are approaching the transition to adult services

Annabel Blanch 01306 740396

Annabel is willing to offer support for families of children

who:

* need feeding strategies particularly if your child has
projectile vomiting

* have behaviour problems

* have problems with speech & language

Annabel is a SENCO and can give general advice

Liz and Keith Collins 020 8944 6603

Keith is willing to offer support to other dads and Liz is
willing to offer support for families of children who:

* have Tetralogy of Fallots

* need feeding strategies (not tube fed)

e are teenagers living with CHD

Shelly Coombs 01634 683684
Shelly is willing to offer support to other Grandparents

Rosie Freeman 01422 255086

Rosie is willing to offer support for families of children
who:

¢ attend the Freeman Hospital

* have Tetralogy of Fallots

Sue Gearing 01403 713691
Sue is willing to offer support for families of children
with Tetralogy of Fallots.

Kate Hatcher 020 8680 1002
Kate is willing to offer bereaved parents her support.

Margaret Horstead 01522 685121
Margaret is willing to offer support for families of
children who:

* are new members

* have DiGeorge Syndrome

Annette Jackson 01937 585183

Annette is willing to offer support for families of children

who:

¢ attend Leeds General Infirmary

* need strategies for helping with reflux

e are under the care of a Dietician

* need help with an application for DLA or Carers
Allowance

* need help with an application for Blue Badges

¢ attend Evelina Hospital

Jan Kingsley 01795 424150
Jan is willing to offer expectant parents pre-natal support.

Jan Lyons 01279 722745
Jan is willing to offer support for families attending the
Brompton Hospital.

Elaine Murray-Bell 01387 250284

Elaine is willing to offer support for families of children

who:

* need feeding strategies for pump fed children

* have CHARGE syndrome

* need help with an application for Disability Living
Allowance

Val Thubbron 01733 701916

Val is willing to offer support for families of children
who:

* want to use the HeartLine Message Boards

¢ attend Great Ormond Street Hospital

Debbie Ware 01234 782667

Debbie is willing to offer new parents general support,
particularly how to make the most of being a member
of HeartLine.

HeartLine Association
PO Box 957, Camberley, Surrey, GU15 9FH
01276 707636
www.heartline.org.uk
admin@heartline.org,uk
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