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Editorial

Autumn edilion abrmdy’ The DHO 4 edition and pes yel another pew sditor, As with all Lhings that are
parely il sulBcwot e the DHC we bave 10 rely oo word of mouth o get things dooe. When | (st had
contaot with Delin aboul editing our newsbetier | Dopestly didn't realise whal o workborse shewas | thought
thal here Sanolher parent willing Lo gve some Relp and experting Lo our group Well Detis ook on Lhe editing
it wiLhvout anoUher word and did a grest job on mwo editioos. Detin has been offersd & full time post, teaching
handicapped children within Badibrdshire, as well 5s beeping homie, belpng o ooy way possible with
husband Richard's business, & young son, boping lor more children and playing in a Celidha band evenings
nod weskenids Al Uks withiool what she dossn’ tell us she does. She sdmits she can |l continue the
newsletter Lo such an extenl, 8o [, Dends Hopldns, have volunteersd (0 edd Uhis edition with the belp of Debin
and sLeering commilbe: meambers. Whether | contimoe o edil depends. on how much of a8 mess this edition
furns aut. | would e 1o thank Delia for all her time and effoct she pul 1\ on the DHO newsdeti s,

| i goding b Ly ko keen Tooy Linde aod Dela's formal b tne neorsleller Dul | hope 1o miroduce poe or
ten oew llmna. To kesp the pewsletier going we deapernicly nesd more stores, pholos, etiers, i
ko P Do, dods algood bumenr, jokes, cantoons ebe,, artiches such as Doctors reporns and hospital largon;
and of course stories and drawings by our children

Do) iveswrss Chils Sclfinn, sees bwo e Areas with reghonal co-ordiiuiers. We welcoan e Pal MUchell from Wiest
buflnds sovd Mile Halpin from North Weai England.

Denls Bopkine, Editor
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DIRECTORS REPORT

Dear Friends

I hope you all have enjoyed the exceptional summer and fond memories of your holldays
last for a few more months,

The pleasant surprise of recetving a DHG newsletter so quickly following the last issue
is due largely to Denis Hopkins and Simon Paul giving so much of their valuable free
time. If the newsletter gives the impression of the Committee and Co-ordinators of the
Downs Heart Group being a large group of organised people then prepare to have your
lllustons shattered. The truth is we are a few dedicated parents scattered the length of

the British Isles trying hard to achieve the aims recognised nearly two years ago at the
birth of the DHG.

We need more help NOW. YOU CAN HELP in some way. We require help on the
committee (meetings are only once approximately every 2 months) No skills are
necessary - but a secretary would be useful. A bit of spare time and a lot of enthusiasm
will be welcomed. Other needs are area Family Support Contacts, fund-ralsers, or just
articles for the newsletter. Please get in touch if you think you can help.

An ideal opportunity to come on board is our forthcoming Inaugural General Meeting
on November 3rd - Detaills on separate sheet. We would really like to see you on the day
of our I.G.M. even {f you do not feel you can commit yourself to volunteering further. It
will be an interesting day with a guest speaker, a display team consisting of children
with Downs Syndrome - some of whom have heart conditions! And of course the
business part of the day will take approximately 45 minutes. Please read the separate
form regarding the 1.G.M. and return It as soon as possible,

Since the last newsletter our major happening has been a bereavement counselling
weekend organised to try to give us better skills to deal with bereaved families. The
weekend, organised by Denis Hopkins & family, was a great success. We had area Co-
ordinators from round the country gathered at Sherrington in Bucks with guest
speakers. Also the opportunity to meet each other socially was a major plus. The
weekend finished with a superb barbecue at the home of Jenny & Denis Hopkins where
we were able to relax and also meet and thank the sponsors of the weekend.

Please keep in touch - Do write In to the newsletter - we need to hear from you. - | hope
to meet many of you at the [.G.M.

John King
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Regional Co-ordinators

NORTH EABT ENGLAND

Sandra Welsh

LONDON & NORTHERN HOME COUNTIES

Denis Hopkina

NORTHERN [RELAND & EIRE

BRISTOL & 80UTH WEST

EAST MIDLANDS

Cina Hojabri & Anna Danson

WEST MIDLANDS

Pat Mitchell

NORTH WEST ENGLAND

Mike Hal

These are group members who have viounteered to
take over a reglon o try to develop local family
support. They live in their designatedarea and liase
with the National office, hospitals and new and
existing local members Any Informaton recelved by
the Nadonal office Is passed on to these co-
ordinators who in turn will make contact with the
people In their reglon who may require that
Informnation. However, as you will see, the reglons
covered are very largeand we still need more
regional co-ordinators, and group contacts to cover
smallerareas. [fyouthinkyou can help inyourarea
please contact the National office,

For all other areas please contact:
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STOP PRESS ...... STOP PRESS ...... STOP PRESS

Fund Raising Events

Well done to Bristol Region for their
great effort in raising £562.00 from
their cake stall at the Blaise Castle
Fair, This beat their total from last
year and shows what can be
achieved... keep up the good work
Bristol!

Congratulations.........

to Gina & Ronnie Grech from Mid
Glamorgan, Wales on the birth of
a baby girl, Rosie on the 2nd
September 1990. Rosie weighed
8lb loz at birth!

DOWNS HEART GROUP
i CHRISTMAS PARTY

December 15th 1990

Please contact Gina Hojabri
(East Midlands Regional Co- |
ordinator) at

for more details.....

Thanks to the.....

HOLY NAME ROMAN CATHOLIC
JUNIOR & INFANT SCHOOL
Cross Lane

Great Barr

Birmingham

B43 6LN

for their kind and much appreciated

donation of £550.00, a magnificent
SuIm.

and thanks also to:

Peter Hardman

for his kind and useful donation of
printed posters.... Thanks once

again.

Thanks also must go to the many
other people who donate all sorts of
gifts and cash to help the group. We
greatly appreciate all donations of
any type of help since without this
help the group could not continue. If
anyone has any ideas for
fundraising please contact Simon
Paul, our Fundraiser, on
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News from the Regions

Bristol and Southwest

We have had quite a number of children having
surgery in Bristol Royal Infirmary recently.

JOHN HINTON from Cormwall and HANNAH COX
from Marlborough, Wilts both were doing well last
tUme I was In contact with their parents. The most
recent children to have surgery are SAM SOLLARS,
Bristol and APRIL YARDLEY BLACKMORE from
Herefordwho both had AVSD and who both were on
aventilator for just over 5 weeks each. 'm pleased
report that Sam managed to get home in time to
celebrate his 1st birthday, much to Steve and
Melinda's relief and is doing well. April is still in
hospital but progressing and hopefully will be well
enough to be discharped during the next few days.

ELLA ORAM-McCANCE did so well that she was
trying to get off the ventilator the evening of her
surgery and did so the following morning. She Is
doing very well and MARILYN, her mother was
finding it strange being back home after 11 days
having anticipated being in Bristol Rayal Infirmary
for most of the school holidays. As for our terrible
two - JOE McLORINAN and SAM CRCOT who
between them have kept staff on intensive care and
baby unit in Bristol Childrens Hospitalbusy. Joe Is
now doing very well after spending his frst six
months In Hospital apart from a 12 day spell at
home, He is now 9 months old and counting........

At the time of going to press Sam is still in intensive
care unit,

We were shocked to learn that Timothy Davidson
from Bridgend who fought through a difficult
beginning to life, died suddenly, aged threewhile on
holiday In France during the summer. Our
thoughts and prayers arewith Patrida, Stuart and
Amy at this time,

The GRECH family new baby should be arriving at
the beginning of September. GINA and RONNIE lost
little JESSICA after surgery in October 1989.

FUNDRAISING.......During the summer, the group
spent a day at a charity carntval at Canford, Bristol
Our stall consisted of a Down's Heart Group
Balloon Competition for balloon travelling the

furthest distance, and Elisabeth Miller and Graeme
came with their badgemaking equipment, Our
thanks to both and also to Derek and Marion Hill
who coped very well with the crowds of people
rushing to buy balloons. The prize for the balloon
travelling furthest went to:-

STEPHEN CRANSWICK OF THORNBURY

whose balloon ended up in Drieburg, Germany. We
had a nice letter from the Ander, with a donation to
the group enclosed, both of which wewere delighted
to recetve.

We also had a successful BARN DANCE and at the
time of going to press are busy baking for our cake
stall at BLAISE FAIR, Bristol on 15th Seplember
hoping to beat the figure of £459 which we raised
last year,

THANKS.......A big thank you to the puplls of
CASTLE SCHOOL, Thornbury who have supported
Phil Thorn, who is a teacher at the school by
sponsoring him on his fund-raising, and by sharing
the proceeds of a non-uniform day at the school
between the school fund and the Down's Heart
Group.

London & Northern Home
Counties

Denis has made contact with three new [Emilies
thanks to being asked to attenda D.S A, meeting at
Chelmsford.

He has made further distribution of leaflets and
Posters etc. to the hospitals and clinics ete. within
his area.

Denis would like to thank Pauline Shayler, Mr &
Mrs G Miller, David Issacs and Simon Paul forall the
help and support they have given him.

Denis is now editing the newsletter with the help of
Simon Paul, so any news especially from London
Northern Counties, he will be glad to hear from you.
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Letters

The meaning of Baptlsm

From early childhood my mother and father taught
me that | was made by god to kmow Him, love Him
in this life and to be happy with Him forever in the
next life after death. It was something to look
forward to - I would have everything I needed or
could ever want, | was a member of His family,
entitled to share His happiness and |oy forever.

Just as [ could not become a member of my own
family unless I had first been born, so I could not
become a member of God's family unless I was born
into it; and the sure sign of this new birth Is the
sacrament of baptism,

Now after fifty eight years | belleve even more flrmly
that this {s the truth; having seen so much pain,
suffering and injustice in this world, thereisa place
where we find eternal rest and happiness, and that
place is with the one who made us.

This s why it 1s so important to make sure that our
childrenare baptisedasit istheguarantee that they
are made members of God's [amily with the right to
all that Jesus Christ promised. When we are grown
upwe can make our own decislon as to whether or
not wewish to be a part of God's family, but a child
is not in a position to do so0. and depends very much
on it's parents to do what is right for it.

Usually baptism is administered by a minister of
religion, but because of it's importance the church
allows anyone In an emergency to baptise - even a
child or a non-christian can do it; all that Is
necessary Is that they intend to baptise as Jesus
taught his disciples, pouring water over the childs’
head at the same time saying the words "] baptise
thee In the name of the Father, and of the Son, and
of the Holy Spirit.”

Itis so simple and yet the consequences are eternal,
giving the child a guarantee of happiness and peace
forever. Whatever our loss or pain we have hope for
the future, because baptiam transcends time and
this material world and unites us together in the
love of God. In him we belong to each other.

Kevin Pitt - Grandfather of one our children

A Letter from Jonathon's parents.

During a stay in Hospital with our son.Jonathon we
made many friends of the other patients and their
parents, two boys in particular outshone the
others. Neither of them were Downs Syndrome but
they both had congenital heart defects. One of the
boys, Andrew, was 13 years old and the other was
Thomas, who was 14 years old.

Andrew had spent most of his life in and out of
hospital and he had come to Harefleld for his major
correciive surgery. He was a very brave boy and
understood exactly what his operation involved. On
several occaslons his operation had to be posiponed
because of unavoldable circumstance (which very
often happens) and he became very disappointed.
On one occcasion [ asked him what he was looking
forward to after his operation and he said he just
wanted to be a nice pink colour lke all his friends
and to play foothall at school. Thomas had come
from Northern Ireland for a heart and lung
transplant. He had been walting for a donor for
quite a while. I asked him after his operation how
the newsabout a donor becoming available reached
them. He said that he had been driviog io the car
with his dad and [amily Just cut shopping when a
carcame up behind them very fast flashing its lights
and his father stopped and got out of the car the
district nurse ran towards him to say a donor had
become avallable and that they had to get to
Harefield Hospital as quickly as possible. | asked
Thomas how his [ather reacted to this news and he
sald that daddy just cried.

Both the boys left hospital after lengthy stays, they
encouraged everybody with their carefree attitudes,
weonly wish that Jonathon could have told us of his
feelings regarding his heart operation but as he has
hearing difficulties his speech Is very slow
developing and he cannot say many words. He had
his major corrective surgery and is now very well.

Name and address supplied
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Record Update

Report from Penny Green

Firstly a gigTHANKYOU to allthose ofyouwho have
taken the time to complete and returm the
questionnaires sent with the last newsletter. The
more informatfon we have the better family support
we can offer & the greater the prospects for a
research project. If you are one of those who have
not yet replied, {t's not too late, if you've lost the
original give me a call for a replacement. [ know it's
a bit of a chore filling in forms, but we need to have
the correct information, & it is very interesting to
see some of the similarities between family details
thatare already emerging. These may prove vital for
research.

Secondly to anyone whose name address etc. was
incorrect, apologies, I've been suffering from word
blindness after typing details of three hundred
families, but ifyou let me know, I'll put it right. Also
to everyone who has written to me, I'm sorry 1
haven't been able to reply to all of your letters, but
each one has been read and all useful information
noted. Many thanks also for the various cheques &
stamps sent with questicnnaires, [ would like to
write and thank you all personally, however, that
really defeats the object, but your gifts are greatly
appreciated & like all donations, will be put to good
use.

We now have 341 families on record, & most of our
regions have local contacts, but we are stlll in our
infancy. & your Regional Co-ordinators could do
with all the help you can offer them. We also need
to ensure that as many people as possible know
about us, so that new families especially, can be put
intouchwhen they need us. So ifyou meet any other
families. please mention the group to them, also
Doctors, Social worker etc. we will be happy to send
them some mformation.

Finally, please keep in contact, we need to know if
you are moving house & we also like to know (fyour
child has had surgery etc. to keep records up to
date, but don't forget we are also here {f you have a
problem. We are all Mums & Dads like you, but we
will do our best to help & we have details of lots of
other organisations & groups who may be able to
assist if we can’t. One of the main aims of the group
is to offer support and information, so please let us
knowwhat you the members want, within the limits
of finance & resources, we will do our best to supply
it.

Teeshirts and
Sweatshirts
. These are naw #uaﬂéble bearing ;he Down s
Heart Group logo. '

White with pink heart and black script.

Adults
Children’s

SML XL
24" 28" 32"

£4.99
£3.50

SWEATSHIRTS
Sky blue, grey or white with pink heart and
black script.

Adults SML XL
Children’'s 247 28" 32“

£9.99
£6.99

These prices are inclusive of VAT and postage |
& packing. Cheque or postal order with order |
please to:

MaraYoung

Please phone to confirm size and éolour before
sending order, complete with an order in
writing and payment. Thanks.

There is a leaflet avallable called "Information
for Teachers about children with heart
conditions” which §s packed full of useful
information explaining some congenital heart
disorders. The leaflet is published by:
HEART CARE
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Help Wanted PERSONAL PROFILE
JOHN KING

D.S. [/ Cerebral Palsy / Epilepsy - contact still
needed with families with this or similar
combinaton, please. George & Carol Perrens,

D.S. / Leukaemia - Gill Denne, the founder of
CA.LL.: Childhood Cancer and Leukaemnia Link,
rang me to ask ifwe could find a contact for a family
with a four year old girl with DS who has recently
been diagnosed asLeukaemie. Theywould welcome
contact with any other family in the same or simflar
situation; they have problems with their daughter
coping with treatment etc. In the first instance
please contact Gill Denne,

Faliots Tetrology Booklet - More accounts are
needed for inclusion in this publication. Flease ring

Contact a Family - Enid Church of Contact a
Family is involved on a project with adoptive and
fostering handicapped children and any
Informationwill be gratefully recetved. Enid Church
C/oContacta Family, 16 Strutton Ground, London
5W1 2HP (Tel: 071 - 222 - 2695)

Help Offered

Miscarralge Support - Penny Green is offering
advice on this particular problem - please contact
her if you need to talk... Tel: 0625 - 220379

NEW ADDRESS FOR THE
DOWNS SYNDROME
ASSOCIATION

153/155 MITCHAM ROAD
TOOTING

LONDON

SW17 8PG

TEL: 081 - 682 - 4001

John is married to Marilyn & has four
children, Martin 20, Paul 17, Sarah 15
and Thomas 18 months. Thomas is thelr
adopted son and has been with the family
for six months.

John is in the print trade as a print
salesman and commutes to London from
Lelcester dally! He joined the DHG when
Linda Walsh first founded it. He became
involved because he had a little boy with
DS and a heart defect. Their little boy died
in hospital after being In intensive care
after a number of operations. John gets

eat satisfaction from supparﬂn&u;ﬂler
amilies (and recelving support) wi the
group. He gets great joy from meeting the
children and is very proud of them all. He
wants outsiders to realise our children's
potential as individuals.

John has little time for any hobbies but
spends as much time with his family as
E‘(‘Jssihle. His hopes for the group in the

ture are that can continue to build on
the terrific base provided by Linda Walsh,
the group's founder, and everyone else
over the past two years. He hopes that the
group will have contacts for all the
Paecdiatric Cardiology Hospitals in the
British Isles, and local contacts for all
regions to ensure that help is never
further than a phone call away. John's
immediate priorities are to raise public
awareness and to get some research on
the move.

Editors word John is a great guy and Is
very dedicated to the Down’s Heart Group.
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YOUR EXPERIENCES

Danielle's Story

Is she still altve? That was what | meant and what
my eyes were asking as we approached the nurses
in the children’s ward at Guys. But all I could ask
was "any news of Danlelle?”. "No™ came the reply.
Definitely no news is good news. "She should be out
ofthetheatre In halfan houror soandwe'lltake you
down to Russell Brock ward (Intensive carej.

Our story began In July 1980 when Dani was born
at the Cambridge Military Hospital in Aldershot.
Within hours of her birth we were told that shewas
Downs although I knew within half an hour as 1
overheard a telephone conversation about "telling
the parents” and was thus forewarned and
forearmed. The doctor was not too eptimistic Lo say
the least, but one particular Sister and a
representative couple from the local D.5.A. were
most helpful with positive photos, literature and
Information.

Danielle’s hole in the heart was diagnosed within a
few months, she had no outward symptoms
although she was in and out of hospital with chest
infections for her first couple of years. At about 9
months she went into heart fallure whilst {1l with
diarrhoea and vomiting. This was countered with
Digmxin twice daily, and was followed a few hours
later by our first meeting with professor Tynen from
Guys. (He was a rather unlikely looking heart
specialist, overweight with nicotine stained fingers
but as we were to find out he is an exceptionally
skilled and qualified doctor, held In the highest
esteem by all those that speak about him.)

Visits to see professor Tynen [ollowed at
approximately 6 month intervals. Gradually
Danlelle grew out of the Digaxin dose and it was
stopped. She did not however begin to exhibit the
expected symptoms of the hole in her heart, It was
decided that she would go into Guys for a cardiac
catheter to find out why. Our first visit to Guyswent
very well, we were all well locked after, Marie stayed
at the hospital and I stayed at my Dad's in South
London, and visited during the day. Danlelle had a
very heavy sedative so that she was just conscious
enough to turn overwhen asked to by the surgeons.
The catheter was to measure the pressure in the
different chambers of the heart, and was Inserted
through the artery in her thigh. I'll never forget the
“thumbs up” she gave when asked “"OK™? as she

came out of the theatre,

The investigation showed that she had a restriction
in the artery between her heart and lungs which
was providing a back pressure to lessen leakage
through the hole and thus prevent symptoms at
that time. No problem at the moment but it would
be as she grew up. More visits to professor Tynen In
the hospital in Aldershot followed. It was decided
that she would have an operation to remove the
restriction and close the hole if required, We were
told that she would need the operation to remain
healthy from her teens onwards and the risks were
put at about 95% for operation survival

About this time Guys ran out of money and all
children's heart operations were cancelled for a few
months. Then a benefactor put up sufficient cash to
keep the operations going. We continued to walt for
a “call in” for the operation. Finally I phoned Guys
oneThursday in April ‘85, " didn't you get the letter,
she's due in on Sunday!” PANIC. I arranged two
weeks off work. Friday evening the phone rang
"sorry all the beds are full, cancel”, Later in April a
letter came, into Guys on Sunday, operation on
Tuesday. At the time Dani was just getting over an
ear infection. Yes? No? The operation was finally
cancelled 5 minutes before the pre-op Jab. Come
back next Sunday. On the [ollowing Sunday it
seemed that her ear was better so back up Lo
London. On Monday we were shown an empty
Russell Brock with just a doll on the bed. That was
bad enough soon felt awful with the thought of our
own darling on the bed festooned with tubes, The
sister was not surprised and rapidly produced a
stool and a cup of coffee. She was a bit worrled as
we were working a day on - day off system between
the hospital and at my Dad's with Craig (Danielle’s
brother) and I was on the night after the operation.
How would [ react when Danielle was on the bed, if
I felt like that with the doll?

We didn't get the OK from the lab about the ear
infection until after Danielle had been given her pre-
op! We went with her down to the anaesthetic room
and Marie was allowed to stay with her until she
went under, The hospitaladvised us Lo go out forthe
next few hours, so we spent a couple of hours
wandering around Oxford and Regent Streets
unable to concentrate on lookdng at anything. Then
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backto a cafe near the hospital to leave untouched,
avery nice omelette lunch. After the suggested five
hours, it was back for the longest lift ride ever back
up Guys Tower and down the ward for that fateful
question.

We were both taken down the ITU to see Danielle,
she looked awfully pale, on a ventilator, with three
blood stained tubes from her chest, a massive
stitched wound and a tube to catch and measure
her urine. The effect was nothing like the doll. She
needed us and we Just got on with helping to look
after her. After an hour or so Marie went home to
take over Cralg from my Mum and Dad. What
amazed me most was how grateful the staff were
that I stayed up all night, for an hour or so,
moistening her lips, talking to her and holding her
down when she struggled to escape the tubes and
ventilator, The love and care displayed by the staff
of Russell Brock was absclutely [Antastic as
Danjelle recetved constant attention to her needs
from up to three staff at on time,

Within hours of the operation we were told that
removing the restriction was totally successful and
the hole was now so amall as to be insignificant so
it was left alone. Danielle recovered quickly. She
was back in the children’s ward within 30 hours,
outof bedwithin 60 and back to school 12 daysafter
the operation. She was on antiblotics and a diuretic
for a couple of weeks. Since the operation she has
had no heart troubles at all. The visits to Professor
Tynen have stretched from 6 weekly to 2 years now.

Danielle is now seven and a half, her only reminder
ofthe operation is a fadingwhite line over her breast
bone, and Teddy Bear who's brothers and sisters
are given to all the children who use a certain
companies heart bypass equipment. She runs
around (including round the block) from seven in
the morning till eight at night. The only major
problem now Is a hearing defect which is an ongoing
problem. She has recently had her twelfth hospital
visit, but takes them all in her stride, she even claps
and cheers when we drive up to the Cambridge
Military Hospital. To see her now you would never
think that we had to ask "is she still alive?”

Mr Atkdns

{This letter is now a couple of years old - we
hope all is well with Dani - perhaps the
Atkins family could give us an update on
Danielle's uplifting story.Ed.)

Michael's Story

Michael is four and a half and is always on the go
from getting up to going to bed he can't sit still for
a moment. We may bea little different to most of the
farnilies in the DHG as we knew all about Michael's
condition because we adopted him at the age of five
and a halfl months, and were able to read alil his
medical notes which told us of his Ventricular

Septal defect.

We took Michael to see Dr. Hunter at Freeman's
Newcastle shortly after we bought him home. He
was given ECG tests, X-rays and a scan which Dr,
Hunter was very pleased with. He told us that he
thought the hole was a little smaller than the
previous visit. He went into great detail explaining
to us what was happening to Michael's heart and
sald he thought thal surgery would not be
necessary. We were over the moon. He used to visit
the hospital half vearly but now only goes yearly.

When Michael was very small he was pale and quite
sweaty when feeding but seems to have grown out
of this and has no symptoms at all. He has never
been in hospital to stay.

Michael often catches cold In the winter and I often
take him down tohavea checkupatthe doctors just
for the peace of mind.

Michael takes no drugs at all for his heart condition
but he has been given Amaoxil twice this year for an
ear infection. The doctors involved with Michael are
very pleased with his progress,

Michael attends a special nursery class five daysa
week and loves It, Joining in with all the activities
from P.E. to swimming (which he loves!). We are
never limited by Michael's condition as he has bags

of energy.

Our hopes for Michael's future are for him to be
happy and to enjoy every new step he takes in life

and for him to keep progressing as he is now, and
for him to know we will always be behind him to give
love, encouragement and support.

Margaret Storey

{I'm sure we all wish to lend our support
and best wishes to Michael and his family
- it’s nice to hear that the family are not
limited as Michael has "bags of energy”!
Ed.)
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Russell's Story

Russell was born on the Sth February, 1978 at
Torbay Hospital, Torquay.

After we were told that Russell had Downs
Syndrome he had X-rays taken and an ECG. We
were told that Russell had a heart murmur which
hemay or may not grow out of andthat [ should take
him to hospital for a yearly check up to monitor his
condition. So from then up until 1984 he had yearly
check-ups at Torbay hospital and was seen by the
Consultant Paediatrician. At the check up in 1984
the Consultant said that Russell's murmur had
corrected itself and he felt that Russell could be
discharged from attending hospital. I told him that
Russell got out of breath quite easily. The
consultant said that if [ was worried then perhaps
[ would like a blannual check-up. I sald yes.

In 1986 Russell had his next check-up. We saw a
different Paediatrician. I mentoned to him that
Russell still got out of breath after walking short
distances etc. The doctor arranged, while we were
still at the hospital for Russell to have an ECG.
Afterward the doctor said that it appeared that
Russellhad a problem with theright hand side ofhis
heart, but as he was not a specialist In heart
complaints said hewould arrange for Russell to see
Dr. Joffe from Bristol when he next had a clinic at
Tarbay,

About a month later an appointment was sent for
Russell to attend Dr. Joffe’s clinic at which Russell
hadanX-ray takenand another ECG. Dr. Joffe said
that Russell did appeartohave a possible holein his
heart but at this stage could not diagnese the exact
problem and Dr. Joffe sald he would arrange for
Russell to attend Bristel Children's Hospital for an
ultrasonic scan,

Up until 1986 when we saw Dr. Joffe although we
knew something was probably not right we had no
indication as to how serious the problem would be.
Russell's only sign of difficulty was his
breathlessness after walking any distance or
playing energetic games with his sister he tired
easily If it was cold he turned a little blue around
his mouth and on his hands but we were told that
Downs children tended to suffer from bad
circulation; we did not fully associate this with his
breathlessness.

In July 1986 Russellwent to Bristol for the scan the
result of which was not good and in the October he
stayed in hospital in Bristol for two days so that he

could have a catheter inserted to find out the full
damage to his heart. We saw Dr. Joffe after this had
been done who told us that the valve between the
aorta and pulmonary arteries had a hole in it.
Russell's heart had adjusted to compensate for this
defect, but as he grew the hole would get bigger and
eventually the heart would not be able to cope with
it. We were told that any corrective surgery to sew
up the hole would not be effective and would
probably do more harm as Russell's heart would not
beable to copewith the correction, The only possible
remedy would be for Russell to have a heart/lung
transplant and even If this was possible It would be
very unlikely that Russell would survive the
operation and/or anaesthetic, Russell had shown
some distress under anaesthetic for the catheter
and he was only out for appraximately 20 minutes
s0 he would be unlikely to survive a heart/lung
transplant operation due to the length of time he
would have to beanaesthetized let alone the trauma
of the operation itself,

Dr. Joffe told us that it was unlikely that Russell
would live beyond his teens but it was really difficult
Lo say how long as it depended to an extent on how
fast he grew which would in turn put more strain on
his heart. We were told not to stop Russell doing
anything he wanted to do - il he wanted to join in
games, walk, run, PE at school etc., to let him do it
and not try to protect him and to keep him aswarnmn
as possible in the winter months.

It was difficult to say how we felt - very upset
naturally - cross | suppose that it had not been
discovered earller when perhaps something could
have been done although Dr. Joffe did say that now
they had the equipment to screen Downs synidrome
children at birth for this type of problem. A bit lost
to kmow what to do for the best. Probably
subconsciously we had perhaps kmown there had
been a problem from his being breathless after
exerting himself so we were expecting to learn that
he had a heart problem but assumed it would be
correctable,

Russell is now twelve years old. The only symptoms
he has is the breathlessness and he turns a nice
shadeofblue occasionally ifhe'sgot cold. Hehasnot
had to go to hospital again since he went to Bristol
in 1986 for the tests.

In the winter months Russell sees the family doctor
quite regularly as he suffers from catarrh which
bullds up and can't get rid of also tends to suffer
from chest infections quite a lot. In the warmer
months he fairs better although occasionally picks
up a viral infection.
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Russell now attends Torbay hospital for a once a
year check-up at Dr. Joffe's clinic. An X-ray and
ECG are taken and he Is examined by Dr. Joffe. We
understand from Dr, Joffe that there has been no
noticeable deterloration over the last 2/3 years
{presumably that means there Is a slight
deterforation each year as time passes) and told to
continue as before letting Russell do what he is
capable of and keeping him warm.

He takes no drugs for his heart condition. We have
been told that Russell will suffer no pain from it.
When he gets breathless he, presumably, probably
gets a tightness in his chest (Russell calls it
earache), Probably similar to someone running fast

foralength oftimeand then stops, gasping/ panting
from the exertion.

Russell attends a local scheol for children with
special needs. He Joins in everything but the
teachers keep an eye on him and let him rest {f he
finds It too much.

He Joins in the PE class at school and does what he
can and they go swimming once aweek. At home he
tends not to do much now, Whereas at one time
when his sister Katie had her frlends to play and
they played energetic games he would try and join
inwhereas now hewatches, We have got some land
on which we have some sheep and in the summer
we go out to helpwhen required. Russell loves going
out there but some days he will trudge round at his
own pace quite happily other times he just finds
himself a spot to sit and watch. [t's the same at
home, he will have his bike out and do a couple of
laps round the path around the house or finds his
footballand kicks it around for a bit and then comes
into the house for a rest or he will spend quite long
periods just at the top of the garden watching the
comings and goings of the neighbours,

I think at times he gets quite fustrated. On the
other hand he seems to know when he needs a rest
and doesn't push himself just plonks himself down
for a few minutes and then he is ready for the off
again.

We sometimes feel a bit limited to where we can go
on family outings but on the whole provided we go
somewhere where I can take his buggy we are okay.

Russell can some days seem to walk quite a
distance, other days he has quite a difficulty, We
use a major buggy which we can take with us
everywhere and he's In and out of it like a yo-yo. If
weare just sauntering along and stopping to look at

different things (e.g. at the zo00) he's okay but if we
are going from A to B for a specific reasonand In a
gpecifictime then [ push him in his buggy otherwise
it would take all day to get to our destination. It's
difficult to say how far he can walk - varies from one
day to another. Kate's school is only 5 minutes
normalwalking distance from our home and he has
ajob to get that far without puffingand panting and
to return is even more difficult as it ia all uphtll

Russell did not start walking under his own steam
until he was nearly three and crawling about 18
months plus. I think he only got going then because
his sister Katie (16 months younger) started
walking when she was just turned one year so he
decided that to keep up with her he better start
walking himself, Russell cannot run in the accepted
sense, | liken his running to someone who does
marathon walking events.

We donot think that Russell has any idea about the
seriousness of his problem. His mental age is
probably about 3/4 years now. On the other hand
he does seem to know what he Is capable of doing
and what he is not and appears to be able to cope
himself with his condition.

Russell does not speak fluently. Very stubborn.
Very good at shutting himself off. We are convinced
though that he understands most of what you ask
him to do orwould like him to do and can do most
things if he puts his mind toit. He either says "] can
do it myself” or "I can't doit™ (when you know he can)
depending on how co-operative he's feeling.
According to Russell he does nothing whatsoever at
school. You ask him what he's done on a particular
day and he says "nothing”. Or you perhaps know
he's been on an outing and you ask did he see that,
did he go there, etc. and he says "no”. His classic is
when he comes home from school on swimming
dayswith damptoweland trunks andyou ask ifhe's
been swimming and he says "no™!! His speech is
limited to either one word or very short phrases. So
although being 12 years old and under normal
circumstances old enough to be able to speak about
his heart problem and to ask about it with his
mental age he has no conception of the seriousness
of his heart problem.

Wejust take each day asit comes. [fRussell's feeling
energetic he's energetic and if he doesn't, well, we
don't push him and just keep an eye on him in case
perhaps he's going down with some infection ormay
be just one of his off days.

We have to bea bit psychic tooas sometimes he tries
it on now and then saying he's got "earache” when
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you know he’s being lazy and trying to get you to
carry him if it's down steps or such like where |t
would be impossible to use the buggy - on the other
hand you have to size up the situation in case he ia
genuinely in need of assistance.

Jenny, David and Katle Diamond

Aaron's Story

Aaron was born on the 8th November 1982 at the
West London Hospital in Harmnmersmith, London.
He was not obviously a Downs Syndrome child to
us, but the Hospital staff suspected. On the fifth
day, we were told of the extra chromosome and
possible heart murmur by the Consultant
Paediatrician of Charing Cross Hospital. Downs
Syndromewas conflrmed the followingweek andwe
met the consultant again who was helpful, honest
and supportive. He referred us to the Brompton
Hospital for cardlology check.

This took place at seven weeks and Iwas devastated
by the description - AV Canal defect plus pulmonary
stenosts, The heart problems troubled me much
more than Downs Syndrome because | [eared he
would die. No prognosis was offered. Risk of brain
damage was never suggested and no surgery was
offered.

Aaron attended regular clinics and his condition
was described as asymptomatic. The pulmonary
stenosis, which narrows the artery to the lungs,
compensated for the AV Canal defect, so that
additional blood was not being circulated through
the lungs. We were always advised to look out for
blueness or breathlessness but were never quite
clear about what that meant. When he visited the
clini¢ after his second birthday, he was dolng well
developmentally. He was nearly walking, feeding
himself, beginning to use a potty, sayinga few words
and signing up to about 18 words in Makaton. Still
there were no apparent symptoms of blueness or
breathlessness. The cardiologist was pleased and
advised us to come back in one year.

Three months later Aaron was irritable and looked
a bit off colour. My Instincts told me this was related
to his heart but I wasn't surewhat a blue spell was.
The {rritability was brief on the first day, but lasted
longer the following day, When my GP came on the
second day, she dlagnosed an ear infection but said

Aaron was not ¢yanosed [blue). Aaron continued to
be irritable, but ] assumed it was related to the ear
infection. He didn't sleep much that night and was
more {rritable the next day. Iwas stillassuming this
was related to the ear infection but by late evening
the third night, I noticed the pupils of his eyes were
fully dilated and we telephoned the emergency
doctor. Aaron was said to be unconsclous and was
rushed to Choring Cross Hospital. Endless tests
were done during the night and when the
Consultant saw him the next day, he told us that
there were a few possible diagnoses, all of which
were untreatable. He didn't think Aaron would
survive the weekend. He then discussed these four
conditions fully with us, Although Charing Cross
had all of Aaron's medical records from birth
including information about his heart defects from
Brompton hospital, none of the possible diagnoses
were related to Aaron's heart.

My husband and | are firm believers in God and we
have interest and confidence in alternative
medicine, When the Consultant told us that
Aaron's condition was untreatable, | found that
hopeful becausel] felt sure therewere other avenues
available. The Consultant, though sceptical, was
open-minded enough to allow us to give
homeopathic medicines to Aaron alongside the
medical treatment.

In all honesty, I cannot say what worked, but Aaron
began to improve. [ feel we were allowed the best of
all possibilities and 1 am grateful for that. He
survived the weekend and eventually regained
consclousness. At that point, although alive, hewas
in a terrible state and it gradually became clear that
he had suffered brain damage which affected his
muscle tone causing spasticity of all imbs. At this
point, the diagnoses from Charing Cross Hospital's
point of view was benign encephalitis. Aaron would
recover but perhaps more slowly than normal
because of the Downs Syndrome,

After two and a half weeks on the ward, Aaron was
still in a dreadful state but at least most of the
mondtors and drips were off. Then one morning the
original symptoms reappeared. My heart sank as |
called the sister In, who then called the doctor, who
the called the Registrar. The drips were back, the
monitors and the axygen. They talked about priests
and rabbis! 1 hit rock bottom! [ could not imagine
what the future might hold. My husband, who was
working away from London during this ordeal, was
called home for the second time,

Charing Cross tried to find out how far they had to
go to keep Aaron altve. They wanted a decision from
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us about the use oflife support machines. They kept
referring to our "now doubly-handicapped child”.
Aaron seemed untouched by it. He stared quite
attentively at the Registrar as if to say, "If you're
talking about me, you've got thewrong child!”. That
gave me a thread of hope.

At this stage, Charing Cross finally realised that
this whole crisis was related to Aaron's heart. I am
sure that, from the start, | always mentioned
"blueness” to each of the doctors I spoke to, but
somehow their tests gave other indications which
sent them off course.

The Consultant from the Brompton Hospltal was
then called In to examine Aaron. He explained quite
simply what bad happened and what needed to be
done. The narrow artery from the heart tothe lungs,
the pulmonary stenosis, had gone into spaam and
periodically cut off the blood supply to the lungs.
The blood was not getting oxygen; and maygen,
therefore was not getting to the brain. A bralo
inflammation developed which caused the brain
damage. They could perform a bypass operation
(Blaylock Shunt) to ensure there would always be a
supply of blood to the lungs. The operation was
external heart surgery and carried a 3% risk. They
would be prepared to do It on an emergency basis at
the weekend, but would prefer to wait until the
staffing was optimum,

I had always dreaded having to decide about
surgery for Aaron, but when the time came, there
was no decision to make. It was his only hope! We
agreed, and Aaron was booked In for the following
week. During the next 48 hours, Aaron had several
further cyanotic episodes (blue spells). We learned
how to deal with themn immediately by getting
axygen to him at the first sign. Aaron was therefore
transferred to The Brompton Hospital on Saturday,
and the bypass operation was carried out on
Sunday.

We were shown the [ntensive Care Unit (PICU)
before Aaron was there to prepare us for what to
expect. ItIs overwhelming, butI'was grateful for the
advance visit. Aaron's recovery from surgery was
rapld and without complication, and he was out of
the PICU in under 48 hours. He was discharged
back to Charing Cross on the Wednesday after his
operation. The doctors were amazed!

Feeding was Lhe next hurdle. Aaron was being tube
fed and the challenge to get him to take sufficient
solids and liquids by mouth, so that the tube could
be removed. As Aaron's muscle tone was now
spastic, this was incredibly difficult. However, after

about 10 days, the tube was removed and we were
then discharged home on Easter Sunday.

Aaronis now 6years old. Hels generally healthy and
does not get many colds, He follows a vegan diet
which helps reduce the catarrhal problems Downs
children suffer from. Our GF has arranged for us to
keep axygen in the home [n the event of further blue
spells. To date we have not had to make use of it.

He attends a special scheol full time and enjoys it.
The spasticity still restricts him completely,
although he is very, very, very gradually getting
some hand function backand some balance. Hecan
sit up quitewell independently, he can roll and uses
a potty, He can say several words clearly and uses
severalMakaton signs. Heisvery alert, cheerfuland
happy. We love him very much and despite the
developmental setback, [ am thankful he lived
through it.

Along with the usual paediatric and cardiclogy
clinics, Aaron Is seen quite regularly by a
homeopathic doctor and a cranial osteopath. The
bypass Is a tem porary solution and has a time limit
of about 3-4 years. We now have (o consider when
it might be appropriate to do a second bypass. Only
two can be done and no other corrective surgery is
offered. We have been told that total repairof the AV
Canal defect carries too high a risk and the hospital
will not do it,

Mrs Silver

We hope you enjoy reading other members
experiences, if you do, perhaps you would like to
share your story with the other members of the
DHG in the same way. Please write to:

Denis Hopkins (the Editor)
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Bereavement

Reproduced from the Wolverhampton Adnews
newspaper a very moving and thought provocing
article written by DHG member Lyn Stallwood
about the sad loss of her daughter Kate, and
coping with peoples attitudes after the loss of a
child.

Every year thousands of babies and children die. It
goes against the natural order and it should not
happen but it does. To lose a child Is the most
terrifying, upsetting and devastating loss. You
expect to have your children for the rest of your life,
not theirs, When a child diesa part of the parent dies
alongside.

In November 1989 I gave birth to a beautiful baby
girl who we named Kate. Three and a half weeks
later Kate died. It was two days before Christmas,

From the moment she was planned, [ had such
dreams and hopes. Now they areshattered, as is my
family. Our lives will truly never be the same again,
| have experienced, first hand, |ust how badly
society treats bereaved parents and [ write this
article in the hope that other bereaved parents may
be spared much of the unnecessary hurt
unconsciously inflicted by family and friends,
People do not mean to be unkind, but insensitive
questions and platitudes add hurt to an already
intolerable level of pain.

So how canwe begin to help bereaved families? The
followring is based purely on my own experience and
I apologise to any bereaved parent whom I offend.
However, after talking to other bereaved parents, it
s clear that my experience of other peoples
reactions tomy loss and griefl have been mirrored so
many tmes,

Donotsay: Youwill get overit” and "Timewill heall”

People do not understand how long and deeply
parents grieve for a child who has died. You do not
“feel better” after the funeral, as Iwas so often told.
You do not feel better the following weeks or
months. [ndeed the grief becomes worse as time
goes by. It is often after the funeral that parents feel
worse; the child is no longer there to be seen
touched and held. Time does not heal; hopefully it

simply makes the loss easler to bear.

"Pull yourself together”. Our grief is not an emotion
we choose to experience, No-one could or would
choose to feel such an Intense and overwhelming
paln. It cannot and should not always be controlled.

"At least you have another child” and "You can
always have another one.” | have a little bay, Ben,
whols twoanda halfyearsold, and he hasbeen, and
stillis, my lifeline. YesIam thankful that ] have Ben,
andheisvery, very preclous tome. Nevertheless the
padn I felt for not having my daughterwith me is still
great, and to infer that Kate |s missed less because
of Ben is insensitive and inappropriate. Not only
have we lost a much-loved daughter, but Ben has
lost a sister. The question of "having another one™
somehow It Is assumed that once the dead child is
"replaced” all will be well again, The child can never
be replaced. However many children bereaved
parents may have in the future, they will always
remember and love the child who has died.

I find the question "will you have another one?" or
"will you try again?” very upsetting and it also
angers me. | was first asked this question less than
a week after Kate had died. Very few people have
falled to ask this question. We need time to mourn
our children, and It hurts we bereaved "mums”
dreadfully to be asked this.

“It's a blessing” and "it's a relief”. Maybe some
bereaved parents feel or know this tobe so, It s up
to the parents to know and comment; please do not
try to find something "good" about the death in this
way.

"1 know how you feel”. Have you lost a child? If you
haven't, then you don't know, so please do not ever
say it. | have experienced the loss of my [ather and
other relatives, and know only too well that the grief
experienced when a child dies is nothing like the

griefyou experience when someone else closeto you
dies,

For those of you still reading this, thank you for
bearing with me. I have encountered all of the
above, and expect [ will meet others before too long.
They are not said to hurt, but hurt they do. I suspect
they are said because people do not know what else
to say. Death is still a taboo subject and the death
of a child doubly so.
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Having listed the "don’'t”, here are a number of
positive things we can do to help the bereaved
families,

Make contact: If you aren't sure whether the family
will want phone calls or visits, then write. If you
don’t know what to say then be honest and say you
don't know what to say. A letter expressing
sympathy can mean so much to parents who are
feeling very Isolated and that no-one else cares
because no-one has been In touch.

Keep open the channels of comununication: if,
having offered the usual "if there {s anything [ can
do...”, don't leave it at that. Bereaved parents often
find it difficult or even impossible to phone someone
even though they may desperately want to talk to
someone, So follow it through, and phone, visit or
write at regular intervals,

Be available: Many bereaved parents felt an
overwhelming need to talk about their child and the
child’s death. It takes courage to listen, butwe need
an ear. If it upsets you you listen, then remember
how much moreupset we are feeling, We need other
people to allow our grief to be worked through. Give
us the opportunity to talk

Acknowledgewhat has happened: If our grief {s not
acknowledged, then vou are denying our feelings.
Tonot mentionwhat has happened gives novalidity
to our feelings. Do not be afraild to mention the
child's name for fear of "reminding” us; be assured
we have not forgotten. Do not beafrald to showyour
own emotions and cry - it often helps us to know
SOmegne cares.

Look beyond the smileand the brave face: Whenyou
see bereaved parents “carrying on as normal” stop
and think a little about what their "normality” now
is. It s always carrying some degree of hurt and
sadness, so often forcibly hidden to spare others
embarrasament and to spare themselves the
further hurt should an approach or overture be
rejected.

Be sensitive to the needs of the other children in the
family: Children grieve too and this Is manifested in
many different ways, My own little boy is grieving
deeply, and more than ever needs to feel loved and
secure. Pay extra attention to the other children
and be ready to care for them sometimes; the
children perhaps need/want to be away from such
a sad and unhappy environment at tmes Julie
where would we have been without you?), and the
parents need a little ime and space to grieve.

I leave my next point to the end because in some
ways Il is the most important, and some ways the
least. My preclous baby HKate was born
handicapped, and [ think it Is partly this fact that
has led to our loss being felt by others to be
somehow easfer. [ think people assume that
parents do not grieve for so long if the child is not
“perfect”. [ do not, and pray that [ never will, know
what it 18 like to lose a "normal” child; I know only
that to lose a handicapped child Is devastating, and
that the love [ have for Kate will always be hers. So
please, do not make the assumption that parents of
handicapped children will grieve less. Nor, as |
believe I may have encountered, assume that if the
child is very young then the parents mourn less
time - "Well you didn't have her for very long so...”.

And Finally, don't simply be avalilable for what you
consider to be a “respectable” time after the child
has died. Grief is no respecter of tme, why should
you be?

Thank you for reading this.

Lyn Stallwood
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A Poem

Behind Closed Doors

Not many know, only a few can se,

the despair, the tears and the torment we feel.
Our lives have altered since losing our son.
We're left with deep scars and no where to run.
As time goes on, it 1s a fact,

we 've learned how to smile and how to act.
Not all can be expected to share,

the pain and sadness we have to bear.

You're aware of those who can take your grief,
we're grateful to them, we get some relief.

We can talk unth emotion, of the boy we have lost,

not holding back the tears, that would have to be at our cost.

Unfortunately with some, the mask must go on,

s0 we say we're fine, we're getting along.

They have not got Hme and don’t want to know.
Their lives are so busy there’s no open door.

We thank those dear friends, who gave us their time,
to us the bereaved, it is a life line,

Mildred Flett

(Mildred and Ken lost their son Neil to Leukaemia at the age of 17.)
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Small Miracles

A research project which has been launched in
Leicester hospital offers new hope of saving babies
suffering severe respiratory faflure, the leading
cause of death among newborns. The project
involves a modified version of the heart lung bypass
machine, a device which has already proven it's
worth in thousands of transplants and open heart
operations.

breathing without assistance and has been allowed
home.

The technique is widely used in the emergency
treatment ofinfants inthe United States. More than
3000 babies have undergone the procedure, with a
survival rate of more than 80%. It is now being
introduced experimentally in Britain toevaluateit's
potential. Dr. Andrew Fosnowski, a clinic research
! fellow at the hospital,
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equipment has ‘eH:i___Oxygen N
helped to save the o j; blender

life of a baby girl, J:

aged two days,
who was bomn

around the ume

eart and lung bypass

who performed the
operation sald:
"Desplte significant
advances in the care of
infants with severe

machine

life support for a

suffering from g breathing problems,
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problems. She removes carbon remains the most
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tiquids and_L 1 o snil-coagulnmt
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patient with severe

child had stopped

breathing when she was admitted to the Groby
Road Hospital, Leicester, In March of this year, and
would have been declared brain dead within five
minutes, Shewas transferred from a maternity unit
in Peterborough to the hospital because It Is
developing the use of extracorporeal membrane
oxygenation (ECMO) for such cases.

In this procedure, tubes connected to a heart-lung
machineare placed in the carotid artery and jugular
vein in the neck, through a small incision. The
ECMO circuit withdraws blood from the vein and
adds the anticoagulant heparin to prevent clotting,
plus essential liquids and nutrients for the baby.
The blood is pumped to a gas exchanger, which
removes carbon dioxide and adds cxygen, The blood
temperature is maintained at it's correct level by a
heal exchanger, and the oxygenated blood Is
reintroduced into the carotid artery. The function of
the [ailing heart and lungs Is thereby supported.
The baby was kept on the device for three days to
allow her heart and lungs to develop. She is now

heart-lung failure,
which cannot be treated by conventional therapy.
We can consider them as candidates for this
technique only if they have an estimated mortality
risk of B0O% or more, despite maximal ventilatory
and medical support.” The project, costing more
than £100,000, is being funded by the Heart Link
Children’s Charity.

Mr Steve Bonser, senior chiel perfusionist at the
hospital, and research assoclate In charge ol ECMO
studiesat Leicester University, said "In order to help
more babies with respiratory faflure, we need early
consultation from the paediatric units concerned,
to allow us to act quickly to reduce the chances of
further lung damage.”

One development considered by British and
American researchers is a further modification in
which the equipment could be connected to the
umbilical vein of very premature bables, who
cannot get adequate axygen into their blood.
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