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Steering Committee Contacts
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Sue Bamber

Charity Regisiration, Legal
Advisor

Euan

Hgpling

This space
vacant.
Can you fill it ?
Newsigirer

— .—— -

Linda Waish

Editorial

Welcome 10 ™he thed newsletier from the Down s Hean Group. and thank you all 50 much for the Méssages
of encowagemant that have baen passad on to me Please forgive ma if | made the last newslatiar & bit 100
hamowing - | know | could tell you 1o skip the sad bits, but if you are anything like | am. you'l not be able to.
ewen though you know they are Qoing 10 UPSE! you | It is tuming out 10 ba & mos! difficult task, achieving 8
balance bétween happy and poignant slofes, tha roubla is thal | want 10 include every single one as i
comes In. and | leel so guilty i | have 1 maka some wal for & later issue Those of you who ngeded o
contact Sue Bambar, our treasurer. will no doubl have spotted thal the Lelephone rusmiber | QEVE yOu was
totally wrong. Thank goodness the number | did give wmned oul 1o be unobiainable | Also. you will find e
comact lelephone number lor Anna Danson in this issue. | Shan't gadt off 1o & wery good start. did | 7 | would
have liked 10 inersperse 8 lew more photoQraphs with Ihe wrtten word this ime but the photocopier al my
hushand's office can only reproduce wiry CBaty Jefined colow PhOIOGraphs, o prederably biack and white
ones, 50 wi @8 very shon of materal ideally. we'd Wke 10 Tun 2 Rogues” Gallery section, with mug-shots of
everyong, bul 10 90 Pis we need you o send us the photographs. A regular Tedlure from now on will be the
Letters page. S0 many of you tell us thengs that don't quite fit any of the other sections, and this will be an
ideal place o prird them. Tha deadiing 'of copy Tor our next newslane: & August 31st | always and up In a8
salf-inflictad \ast-minute rush whan | have 10 chase articies, 5o please save ma from mysel !

Celia (aave. Editor

Lasigrn
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Down’s Heart Group

Welcome fo our thisd Dowr's Heart Group Newslems:. and thank you for all the complimanis and
congratulations we ve had on our prévious iSsues.

Quite a lol has baen going on since November whan | wrote my last progress reéporn 1of you The fis! few
weaks went by in a flurry of all sorts of Christmas-related activifies. Firstly, theré was the sale of Christmas
cards, which went sxctremely well, considering how many people had stocked up before ours weee avallable
Cartainly we all but sold out, and have built up a good list of customars ready for next Christimas. Then there
was the Christmas party, admirably organized by the Hojabrl, Danson and King families, and well-attended
despite weathe: and iy’ epidemics ! Next came the Oakham Christmas baraar — what a wonderul sight !
Ower sixty paople. under the leadership of Diane Cobain. ware involved in this really enjoyable event which
raised the magnificent sum of £1250 - the largest single sum ever paid into our bank account Wed gone,
Diané !

Once Criistmas had been and gone. it was back 1o the real workd and what betler 10 bring us back 10 santh
with a joit than e thought of the paperwork involved in registering the Down's Heart Group with e Charmigs
Commission, Words could not express our gratitude when one of our ‘dads’ turned out 10 be a soBGROr willing
o get 10 grips with the moreover's and hereuntofors of the constitution, 80 I'm dekghted to say hat we are
well on the way 10 having a constitution, which is tha first step along the road to Charity Registration. The net
step, | believe. is 1o holg an Annual General Meeting at which 8 committee can be elected. We'll ba in touch
S00N 1D invite you 19 tha! 50 that you can formally ‘join' the Down's Heart Group and have a voie al the
mesting, In the meantimé I you hive any experience of committes work of you feel you could help us 1o get
through this difficull stage of formalizing the workings of the Graup, then please do get in touch.

Yes. we are stll asking for help | The mound of work seems 1o grow rather than shrink and we could use as
marly hands as aa willing 1o help | am particularly fortunate al the moment 10 have wo wonderful volunisers
working with mé locally and we are desparataly trying o keep the paperwork undér control. but for the time
bwingmurmhpmwﬂnmh-pwhmmﬂ'mm.lmwuhmmwmm

AS SDON 38 tima parmits, we have several projects in the pepalng which | know many of you are impatient 1o
see come 10 fruibon - not least are the handouts on Feeding problems. Sleeping problems ana Coping
in Hospital The Falor's Tetralogy bookiet it now in the capable hands of Verity Ridgeman. There is a lot 10
b dore and | know Verity sill ngeds more accounts of families’ expeniences for inclusion So, if your child
has Fallots and you haven't willtén up your story yet, please get in touch with Yty on 01-217-2475. More
funding [about £700) is siill needed for the Fallot's bookiel. but 'm delighted 10 say that the AV Canal bookiet
now Aas funding and is undergoing its final updates bafore going to the printers.

Also high on our list of priortes i§ making contact with the cardiac units,. We have now had meetings with
several consultamts in charge of pasdiatric cardiclogy units around the country and we have been delighted
with thé very positive reactions and oMers of support received from most of them o far. Over the coursa of
the next year we hope to work our way nght round the country, working with the Regional Co-ordinators 10
build good relationships and to engurg that no new family leaves a cardiac unit without having seen one of
our posters or being given ong of owr laallens

Regional progress is discussad in the nexi pages, but | must finish by saying how pleased | am that, while
things still remain suspiciously quigd in thae Norh-Wiest, YorkshirgHumberside and the East of England, they
, Bre positively buzzing now in the Wes! Miglands which &5 in the process of Seming up 85 Our ninth Down's
Hean Group Region Who will be number ten 717

As you will read in John King's saction, | ghall b taking & back seat in the Group irom now On and handing
over 10 8 much more competent 16am heaoed up by John as drecior and Penny Green as family support
Co-ordinator. Thanks for all the help you have given mé in the past 1o gel the Group off the ground - | nNow
¥Ou will join me in pledging your support o John and Penny as they roll their sleeves up 10 take the Group on
#om here. Here's hoping that you enpoy reading our thind newsletter, and that you will soon be taking us up
on our invitation to bacoma a voting mambar of the Down's Hegart Group.

Linda Wakh Foufder

Page 3
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Regional Co-ordinators

These are Group meambers who have volunteerad 10 take over a region 1o try to develop local family Supporn
They live in their designated region and lisisa with the National office,

members. Any information received by the National oMice is passed on 10 these co—ordinators who in tun
make COMACc! with the pecple in their region who reguire thal information. Also they will send out
information relating to the Down's Heart Group 1o local hospitals, clinics, information Services and S0
Howeve:. as you will s8a. the regions covered are wvary targe. W still need more regional co~ordinators.and
also Qroup "CONACTS’ 10 cover Smalls Areas within 1hese regions, 50 if you think you could help in your ared.
please contact the Natonal oMice.

[ Down's Heart Group (Weassex area) Down's Heart Group (Kent)
(Dorset Harts Wilts) i s
c/o Pauling Procion

Down's Heart Group (North East England) Down'’s Heart Group (London & Northern

(Cisvelang Durfiam Northumbeniand Tyne & Wear Home Counties)
{Beds Berks Sucks Exsax Herts and wntif fther

Aoice Souwth Northants andg Oxory)
clo Denis

Down's Heart Group (Northarn lreland and Down’s Heart Group (Bristol & South West)
(Ao Commwal Devor GIoucs Herslondsherg

Somersat Wores and South Wakes)

Down's Heart Group (Scotland) Down's Heart Group (East Midlands)
&l Lynh Goues {5 Dartys Laves Lincs Nots X Marthants)

c/o Gina Hojabrl & Anna Danson

For all other afeas please wiite 1o:
Panny Graen
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Stop Press ! Stop Press ! Stop Press !

AS w9 prepare his newsletier for printing | would ke to tell you about several movements which have
occured on the Stearing Committes.

Linda Walsh, our founder. passes the position of grector 0 John King whose addmss wil serve 8s the
Mational Office Linda is , of cowrse, still very mych invohead with the Down's Heart Group, as well as baing
our founder . Linds will concentrate on reseanch

Jobn King. a5 direcior, will be suppored by Sheilla Forsythe as deputy director, and, ol cowse. the stearing
cormmifies continues baavering awsy in the background — with posiions vacant.

A ngw position created 10 cope with part of the mauntain of work previously done Dy Linga is tha! of National
Family Support Co—ordinator. This position is filled by the able and enthusiastic Penny Green [address on
page 4}, We welcome Panny 1o the stearing comimiiee.

Two positions we would like 1o il are those of Fundraiser and Accountancy Advisod 10 Ihe Group - o you
hawe 4 few spare howrs to assisl us. please contact John (address on page 2).

| CONCRATULATIONS

Luisa Marie Walsh

T milbals . e
at 1.00am on 22nd May 1990, waighing 8ib 1307 Linda claims that this was actually
~minute job she was doing on the 2151, rather than an oul-of-character garly one on
| W all sand the whole family Our I0ve and Dest wishes.

A very big thank-you to .......

#  Solutions L'd Long Lane. London. who donated a photocapied 1o the Group.

#  Brian Auld and friends ! Is Brian the fittest mambar of the commites 7 Ha's certainly the only one 1o
run & half-marathon with proceeds 1o the Group

& Pauline Shayior of Castiethompe_ Milion Keynes lor the extremely generous gift of paper, eic

& The Guarngey Society for the Mentally Handicapped who donated £126 to the Group o cover the
cost of an [Ssue of our newslettar

#  The Lecester branch of MacDonalds who provided a drinks maching and & large amount of psce and
cups for the Chrstmas parny

@ Evan Forsythe for supolying the rifles for the party

Page &
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News from the regions

§
|
|

of eland and nas also mot Cathleen and Wilke
. pets who visit the hospital in Dublin to
support 10 those whose childran are undergoing
Fiynn of

:
!
:
§
:
3

group. She has also been in 1ouch with the Scomish
Society lor 1he Mentally Handicapped and
Scottish Down's Syndrome  Association,
whom have shown imterest in the Down's
Group. The SDSA promisea that they
Lyn's name and address in their next newsletter.
would lova to hear from somsone
however, who could deal with hospital visits, as she
finds i vary difficun 10 g@ around The Group has
bean publicized 50 wall that visitors % Glasgow from
other pans of the country have contacted us. bul Lyn
does riéed help in cther areas of Scotiand

parents met for the first lime inFabruary this yéar.
Watch this space for detaills of the West Midland
ragion which thigy hopd will soon be formed.

Sumirmar B0

Wessex - Famiies from Portsmouth, South-
ampton and Petersfield have attendad a ftamilly
meeting. A meeling has also taken place
Keeton, a paediatric cardiclogist, who has
support for the Group:

Bristol and the South-West - mhe
Group in this area has been doing & lon of
fund-ralsing. They will have hald theit Barn Dance by
the time you read this. Strong links have Deen
@stablished with hospitals — Shedla's is & familiar face

Torquay. Devon. Tel 0803-288620. Ow ol i
tace, Eizabath Miler, lives in Carmarthen, and | have
given har a separale section so that anyoneé looking
unsuccesstully (hinl, hint 1) through these pages lor &
mention of Wales might find hed éasily and pghaps
be encowaged fo join n |



Carmarthen - This is not a region as such. but
| e givén it prominence to encourage the rest of
yOu in Wales 1o get together and sorl something out
! Elizabeth Miller 5 our new regional contact for

Carmarihen and we hope o include pars of hee

London and Northern Home
Counties - swong links have been forged with
the nursing 1eam at the Brompton Hospital. and there
has been a Meeting with Daedaic Cardologis! O
Shinebourne. Denis Hopking has been invited 1o
spoak 81 various DSA meetings. We have had some
very walcome help with the publcaton of the AV
Canal booklet. Denis and Jenny Hopking attended a
Heartcare meefing in MNorhem meland in May on
behall of the Down's Hean Group.

| RS SIS S e Dowit's HearT Group

"We in the prison are putting together an auction -
only all the hems. are donated from parsonalities To
maks the whole pfoject complete, we also required a
good worhwhile cause for the procesds W go
to...and thére you ware. thinking thal no—-one caras"
Owr intentions. are honourable, | assure you, for we
believe thet we can sill oMer the community

something

DG Newsiatter

“As & lund-=r@iser not assoclated with any one group
divectly. | still give 700% commitmant 1o my chosan
cause. in this case the Down's Haan Group When |
raad the letters of axpanianoe, SOmMe Chaertul, soma
positve and some sad. thal you. hé readers, sent 1o
Linda, | was very moved — moved endugh 1o vote the
Down's Hean Group 85 my Cause. N was you. the
readers, who put me in 1ouch with Linda.”

Ay kg iy axpined’ i M e 10 Lingl Now he
DECATS FNONMRT i FAEING mongy oy ohantes.

“By nature | am deeply fond of chilgren. but my
admiration grew when the prison nvited local (mainky
handicapped, but does include children with Down's
Syndrome) kids %0 euplolt our gym facilities. it was
working with these adorable. @nergenc e sods
week in, webk oyt that | ruly Saw Te Oetgrmnation
and sometimes unpreécedentdd MBasures Mey Dok
10 Echieve what the able—bodied could ™

“One of ow prison officers. who | understand is the
granditather of a chid with Down's Syndrome.
iModuced m@ 10 Your Group....

We at Badiord Prison are in favour of your organiza-
tion and are wiling to donate all funds raised by my
present project to your QoOd work...Let your
réaders know that people out there, and in hare, do
cara.”

Footnote

In conpunction with BBC Radio Bedford, a three-hour
Celetrity Auction was held on Sunday, 22nd April,
ralsing approsimately £1200. This came live from
insida Badiord Prison and was a cradit 1o all who had
pul 50 much Into the planning of the evanl With a
litie persuasion from “Maxi'. donations from such as
Kylie Minogue, Bob Hope and many more Came
fiooding in Well done all al Bedford Prison. and keep
up the greal work

John King

Page 7
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Record up-date

With this newsletter you should all
have received a questionnaire
from F'II"I Green, who is up-
datin cnmpuiarizln our

records. lﬂeallyI we would like a
se te form completed for each

Child with DS in your family, so if

you need extra (or replacement 1)

copies of the form, please contact

Penny

Heartcare
Conference

22nd September 1990

For details, ring

Mrs Janet Rathburn _ __

1
= -

NAWCH

We have somae informaton, o0, aboul the National
Agsociation Iof the Weltare of Children in Hospital
AP s callpd after a Government report = The
Wallara of Chilgeén in Hosphal. This report was
produced baenty=6ix years ago and urged ol hospi-
als 1 Invghve parents far mone In the care of their
Eick childrgn A Wew hospitals were aWeady proving
that having parents o stay in the wards with hee
Bccess 0 Mewr children was beneficial for everyons.
Howgwer mos! hospitals look no notice of the expen
advice and S0 NAWCH was started by panants,
doctors and nurses o perswuade all hospitaly 1o offes
lamily-centred care. NAWCH has local branches
around the coumry which provide information,
ﬂmmprmmmmmmnmn
I

For more informaton about  The Dimacior
NAWCH, please comact #9-31 Euston Road
London
MW 250

Ted 01=833=2041

Sumimer 90

Teeshirts and
Sweatshirts

Teashirts and swaatshirts baaring the Down's

Haart Group logo are now availabie.
Teeshirts
@ with pink haart and black script
EMLM £d 59
24 28° 57 E350
Sweatshirts
Siy biue, Qrey or white with pink hean and
SML XL 999
oo 25 ¢ £6.99

g58 prices are inclusive of VAT and postage &)
vackng. Choeque or postal order with order 1o

Heartcare

oing to run a number of
adventure week—ends for various
age groups.

Details are available from

Steve McMillan. Yowuna af Heart,
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Help wanted !

e Help oftgred ' section & & oanger of being
SQueerec O I DEpE  Figase heip us 0 Daance
e ACT for i next newsieer /

with lamilias with this or a similar combi
ploasa George & Carol Perrens,

E.ﬂ.lmlllllrfm-wnl

D.5. / Leauksamia - Gill Denne, the foundar of
C.ALL: Chidhood Cancer and Leukasmia Link, rang
ma 10 ask if we could find & comact for a family with
2 4 year-gld gl with D5, who has recently been
diagnosed as leukasmic. They would weicome con—
tact whh amy othar tamily in the same or a similas
stuation. thay have problems with thei dawghies
COpIng with UVeatment, ebt. In he firsl inStance.
pisase comact Gl Denng,

her or ring het We can perhaps .
prowide for others whal we perhaps couldnt
ourselves whan we needed . Lynn Staliwood|

Fallot's Tetralogy bookiet - more accounts are

needad for inglusion In this Please rng Veriny
Ridgeman W you can help.

@ - Bré going to print 8 bookiet
mittence 1o hospital. ¥ you have any ideas
uggestions for inclusion in thes publication,
ing Fiona Benson

riendly accountant - the DHG books
again | Not an enormous task, and if yo
smadng whd would 06 this o an
, please nng Sue Bamibe

= doas amyone know of A I0w=Cost S0u
printing for our leafets. publications, newsletter,
.7 Contact John King

DG Nawshatia

Christmas Card
Competition
Prize : £15 Gift Voucher

Wa're looking for & design for this year's Down's
Haar Gioup Chilstmas Card, and who betier 10 |
ask than your children 7 The card will be the

same sizé as last year's, and can be printad in 8
maximum of two colours 10 make & an
| economical vonture. Pigase get the pencils and
paper out and send your ideas to Denis Hopildns.
Make sure thal the artist's nama, address and age
are writien clearty on sach enftry. No limit 1D the
numbsp: of entries from each person, and nNO age
limits @ithar.

Closing date for this is August 31st.

520 | 1040S8T owners - if anyona out
halp ma with the of our nenwslhat
| would be undyingly grateful. At the momant
15t Word Plus and then impor my
Timaworks OTP. Since the last newsletier, |
teaching again, and no longer have
15 in the day to key in as well as adn and sot
- this is the reason why this newslefier hasn

before now ! Piease ring me 10 talk
problem. If seversl people can offer help.
of us wil pnly have 0 deal with one or
of A4 Thank you Delia Gleave

Offers and requests from you - please use tis
sacion of the newslefler 10 "advertise”. ee of
charge. obwviously, if you need to know Something or
can share any useful information with us. Ring Denis

Help offered !

Evay ang of us  proladly NES SOme BYDETRNICE o
ST wihpht ol e Lsefis’ e others. This & he plece
o 'l g

Miscarriage support - nothing official, bul Deka
Gleave and Penny Green

have both been there twice since the deaths
of their sons (one aach] with D.5.. 0 i you wam o
talk, wa're hare

FPaoa 9
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Your experiences

DHG Newslotte:

Mg & another SERChion of Yo SXDEnances. We are aviremely graleiy fo those of pou who Aave managec
o make he Bme D wolte pour siones for us 1o print. &1 e st newsiefter, we 1o pou ADOW JOdnE
Fatanall one of the BYEE DEODYE BT O Gur QEnera INfarmanan laafier This Hime. 85 provsed we sl
Wiy e oty RO e from e same Balel Fiwenng Finps and Mahew Waaver

Vivienne's story

Vivienna was born on Bth September 1884 to parents
in their mid-thities who already had a daughter of
eleven and & son of ning. Aher an initial hiccough
ebout accepting Vivienna As whal sha was, wa tried
1o Saltie Oown 10 try Bnd ghve his as nonmal a ife as
possible. Six woeks ater brought the first rumblings
that all was nol well with her hearl. A munmor was
detectad and six months later we found out that sha
had a massive unvepairable holp Hor e expectancy
was given 85 la a8 hav adrly teens i nothing
unexpected happened Sadly something did happen
and she ded on 16th Decenber 1887, aged three
and a guarier

During ner short life we treated hér as normally as
possible. We took her éverywhars. even flying off on
holiday with her. although emaérgancy plans wera
made should anything have happened whilst in a
foreign country. While on this holiday, she decided 1o
wander off on hie own round the Swimming-pool
Compiex, and we found her inspecting the deep end
of the pool. it had taken & lof of parsuasion o get har
imo the shallow end!! We are also reguiar carevan—
ngrs ang 100k her all ower The PIACEe with us Al one
of ouw reguiar haunts she found a lascination for the
folets and -once managed o shut hersalf in ona. She
was a happy ke soul with a strong will Small as she
was, she loved 10 halp with the dusting, laying the

She went 1o handicapped play-school from an aarly
Bge, but spent quite & bit of the wintd' at home due
16 éver-present colds and chest infections. At three,
she joined & normal play=-school and had a very
happy couple ol monihs whese the othed Children
Irgated a dolty because she was smal

:

Matthew's story

Matthew was boen in 1887 - a much longed-for
baby. We were told within twenty—four hours that he

g8
e
£
g
j

not
infection would probably be his last. Our pasdiatri-
cian advised us not to el him cry because it would
put @ strain on his heart which was stressed already.
So began a year which was something of &
nightmare. Matthew tried to cry a lot and | thought
the carpel would be threadbare with the constant

|

and was admitted o hospital They used postural
drainage (physiotherapy) 0 clear Ris lungs and |
watched him changé from blve 10 pink. Mothars ol
most children with cystic fibrosis have 10 do this
twice a day to keap tha lungs Clear. yet | hawe not
heard of any other mums Deing Shown how 1o do it
for their children with Down's Syndrome who Suffer
with Chast inleCions

e == s
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protecting her lungs from the pressura). We ware
told that the operation caried a high risk, but that
without it she would probably not ive 10 be more
than five years oid.

On the day of the operation she welghed fitteen
pounds. We travelled to Edinburgh. | had left my
other two children at home with my mother and the
g pay whom | had browght back with me from
Spain. My husband was only going 0 stay over the
critical period, then ravel back and forth. | had a bed
in the mothers' unil, my husband could stay there
over the critical perigg, then in Bed & Breakiast
accomodalion. ¥When he brought the family to see
Hannah, they could stay inm & hotel. The operation
took five and a hall howrs. The next days were
traumatic; she was completely sedated and there
warz many problemns. | had dong nursing training., 5o
the imgnsive care unit was nol as shocking as | am
sure it s o most parents. The oparation was on g
Wednesday and we did nol manage to get her off
the ventilator until the Sunday. She transfemed back
to the ward and her recovery was pitiful; she was like
a little rombie. We went through a collapsed lung,
oxygen tent and numerous problems. Also her throat
had been bruised s0 badly by the venfilation that she
could not make army sounds. They seemed happy
with the operation, but would not commil themsalves
about the future.

After two weeks we travelied back to the hospital in
Aberdean for her convalesocance. Again, her recovery
was poor. She was on Digoxin and divretics. when |
browght her home she just lay in her pram and |
pushed har around with me. | would say it ook har
aboul six weeks to recover. She was terrified of
doctons, nurses and Blood

For the next eighteen months her heath was not
good, she developed asthma-lke amacks, want into
broncho-spasm and had a few goes at preumonia. |
kept leling the consultant that | was not happy with
her health. A lot of the time she slept with us
because of the Dreathing attacks during the night.
Life was difficult Again she was admitted to hospital
marny imes. When she was about five years Old her
condition was nol good and she was scanned. They
said she was in cardiac failure because of the
icuspid valve failing. At this time she was on
Digoxin all the time, Wea were told that an operation
could be anempted. Without the operation she would
gradually need more and more Digoxin until it would
nd longer work; she would probably have six months
to Ive. We were gven the choice of the operation.
We werg against hawving further surgary because of
the heartbreak and pain it had caused before.

DHG Newslattar

Howavaer, wa agreed to go ahead, for how can you
Aofde amything that might save your child's life?

Thare was a much befter recovery from ihe second
oparation. The vaihe didn't cause problems, though
the adhasions from the previous opération did. They
also found another ventricular defect, but decided to
lgave that as it was small, Problems after the
operation were that the wound refused o heal
propery. It was decided that, because of faulty stitch
material, they would have to open up the wound and
re-stitch. Hannah was still werifisd of the hosphal
and needed a lot of reassurance. | felt at this time
that, no matter what, | did not want 1o set foot in the
hospital again.

When Hannah cama home she started to improve
gradually amd did not suffer the numerous admis-
sions to hospital and poor health. She saw the
cardiplogists from Edinburgh and Aberdeen once a
month and then once avery three months. | have had
open door at thé Children's Hospital for a long tma,
and can see the cardiologist at any time.

Hannah Is now sight years old, slim, has grown a ot
and enjoys reasonable health. A few months ago.
she started having attacks of what seemed 1o be
cardiac fallure. After scans and hospital tests they
asked if she could go to the Edinburgh Hospital for
tests as they thought the valve might be sticking. We
asked what they could do if that was found; they said
nothing Evidently they hawve no better vaie to
replace it with; also, all the adhesions from previous
surgery would make it impossible. | did not see any
point in putting her through another admission. She
was started on a Beta-blocker drug to combat the
heart-racing which might have caused the vaie 1o
stick. This drug seamed 1o sadate hat 10 the axtent
that she was like a sleapy lump. | reduced the dose
but with no improvemant. | decided | would rather
care for her during the atacks than have hear
permanently sedated. The symploms of hed anacks
ware paleness, swealing, racing heart, bDreathless-
ness, blueness and haavy fuld loss. There is a very
sudden onsel - it has happened in the middle of a
suparmarket. Recovery can take anything from two
o twanbty=four hours. Up 1o now she has abways
recoverad. | stopped taking her imo hospital, | just
got used o it

Hannah can pace harsalf, knows whan she is ill and
can el me. If she is tired, she lies down for & lew
minutes. She enjoys skipping, Swimming. dancing
Brownigs and trampolining. She seems to (gnore the
steady ticking of the valve which al Bmes you can
haar quite claarly from a féw inches away 5he does
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damp or
foggy. Rt was just not possibie 1o go out. My eldest
daughter (now fifigen) was disappointed so many
timgs. when Ihings had to be cancelied.

Our ife has been very difficult at tmes and we have
had 1o take a lot of chances with Hannah's health o
Ive & normal life. She gives so much 1o us all

|
lj
i

in their lves. Yes. | think it has Changed our values.
bt what @ hell of a way 1o leam.

Hannah has so much spiril and fight in har that she
completely exhausts us at times but life is difficulr 1o
imagine without her She has certainly brought @ ot
of things 10 a lol of people; wherever she goes

phves a little of hersall to somabody .

shi
Tha "Special Child', | once read in & poam. Oh yes,
thay are special. bul you have 1o be strong 10 CoDe
You have 10 cope with frustration. heartraak hope
and this wondarful child that just Wums youw Mean
upside down.

Advice 1o other parents? Just hang on in thete and
be surg that the Jecision you make i the gt one
for yoursel! and your family.

JeanLawrgnson (Aberdean)

Isabelle’s story

Isaballe was bormn on Sth February 1986 at the Mile
End Hospial, Eas! London. There were no problems

latar im
could give her a more detalled examination
arrange for her t0 See an aye-specialist

Al the baby-clinic lsaballe was axaminad and
explained o me tha! isabele
murmur and he arranged
paadiatric clinic a1 Mile End
stage | did not realise how sanous isabelie’s hear-
defect was and wes devestated the nexl day when
aNet being examingd, She was AaMNed sUaight into
tha children's ward. given an and
sampies were taken The consulant pasdiatric car-
diglogis! came 10 examing /sabelle and Sai0 that Me
suspected that she had a heart-defect called Fallot's
Tetralogy. but e didn't really explain amything to ma.

Fallor's Tetralogy, and the consulam from the
hospital ook time 1o sit and explain the defect and
righs of surgery, which ha fell wouldnt b resded
until Isaballs was three or four years old He also
explaingd how |sabelle would fare without surgery.

On returning to Mile End Hospital, isaballe wem 10

Syndrome, but dismissing it as | felt that | would have
been wid | laver found out that the doctors were not
Cartain thamsahes and had fell i best D wail woti
the results of the Dlood-tests, which the next
arrived and weare positiva.

Isabelle was allowed back home afer two weaks
hosplial and had to visik the cardiac unit evary thros
months. Al these visits she had chest X-rays and
ECGs

g
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On 13th May 1887 she nad her first cardiac
cathatarization, this went wall and she was allowesd
home after two days. The doctors were pleased with
the results and felt that surgery could ba delayed for
BNONGT Year Of two

Because Isabelle was doing so well, she was able 10
go 1o Moortields Eye Hospital and have her cataract
oparation in December 1987. The operation want wal
and four days later Isabelle was home again.

Ag tha months progressad, | bagan o nobice Hual
lzaballe seemed to five very easily. She would sleep
through the night and then stil need constant naps
during the day. Her colour was also changing. hed
fingers and loes had always been bluish, bul now H
while body seemed to have that bluish tint, shie had
a constant cold and her face was aways red and hes
gkin rough

On 2md January 1989 (sabelle went inio Guy's
Hospital where she had her second cardiac cathe-
terizaton This again want wall, byt the resulls were
not 50 good. the consultants felt that Isabale should
have surgery within the next two months

£0 on 15th March 1989 isabelle was admified ntD
Guy's for Total Comection of Faliot's Tetralogy The
oparation wen! wery wall and the mesults could be
seen immediately - gone was all the Dlusness
Isaballe looked so pink and heafthy

After four days. Isabedle was out o NtenSive—Care,
and ning days afte: surgary she was aliowed home. |
couldn't believe how well she looked even her
constant runny nose had cleared up

isabelle had W take some meadcabon after her
Slrgery, bul! hesle weeks later that was SIOpped
She has had two visits 10 the clinic and the doctons
are plaased with her and have said that she nesd not
come again for a year

Isabelle is 50 much more active now. She can cimb
furniture and in the last few days has taken her first
steps. much 1o the delight of Peter and Georgina

In January. # is hoped that isabelie wil stant at the
local mainstream nursery which s afiached 0 e
Junior School Peter and Georgina attend.

Daanre Frau

DHG Newslgtg:

ATTENDANCE ALLOWANCE

Bave you claimed yours yetT
How did you get on?
¥ere you turned down?

We are interested to know how people have
get ob with claiming attendance allowance,
especially since its introduction for
under twos, in April. Please write

& tell us your experiences. Just a few
lines will do, & you can send it in

the same envelope as your questionnaire.
Toe Penny Green, address on page &

CALLING ALL ADOPTIVE & FOSTER PARENTS

In each newsletter, we include peoples
own accounts of their experiences with
their child. 8o far these have been
from the natural parents, but we would
love to hear from you, aboutl your
children, & the different problems
that you perhaps encounter. (We will

of ¢course respect anmy requests for
anonimity. ) S0 GET WRITING!
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The Normal Heart

The hean is a pump with fou chambers within it its purpose is 10 pump blood that has been 1o the body and
ghven Up S cogygen 1o the various organs through the lungs to pick up more oxygen. and then io pump the
txygenated biood into the body o supply the organs with gxygen and nutrition.

Biood retums from the body via the veins, and the vains join together to form two large veins, one from the
op half of the body (the superior vena cava) and ong fom the bonom half of the body (the inferior vena
cava), which nun into the firs! chamber of the heart (the right atrium). This acts &s & Tesenvoir 10 fill the right
ventricle, which it does through a Rap-valve (the tricuspid valve). When the rght ventricle contracts this
Rap—valve closes. the pressure In the pump chamber rises above that in the lung artery and the pulmonary
valve opens. Biood is then pumped into both lungs and when the venricls SIops pumpimg and stans 10 ek
the lung (pulmonary) valve closes, which slops Dicod leaking back im0 the ventricle

Within the lungs, the main areries branch iNto very many small vessels which have thinner and thinner walls.
They run very close 1o the end of the airway passages and at this point Cuygen is taken up from the inhalecd
air and carbon dioxide is given off into the air passages. The blood then returns from the lungs via veins
which join together and enter the receiving chambsar on the left side of the heart (the left atrium). This acts as
8 reservoir 1o fill the left venincle through another flap-vaive (the mitral valve]. This ventricle. when i
contracts. closes the flap valve, the pressure rises. the acric valve opens between the left ventricle and the
morta. and blood is pumped out INK0 the acrta - the large vessel that divides Mo Many anernes that supply the
wholé of the body. Following this the ventricle relaxes and the aortic valve closes. This process of contraction
lollowed by relaxation occurs betwean 70 and 150 imas pad MinuLe

As the lungs are relatively small and have fewer and thinngs blood vessels in comparison to those of the
body. it is much easier for biood to be pumped through them Therslore the pressures that need to be
generated by the nght side of the hear ane much BSs. usually & Quater. than those required by the left side
of the heart 10 pump blood all the way round the whole of the body. Thus. the lef sided pressures are usually
much higher than those on the right side. in the subseguent anicigs. we will discuss various heart detects. the
eflect they have on the circulation and now this afects thair MANAGEMEN

Dr Philip Rees

ISFERIsE
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Book reviews

Current approaches 10 Down's Syndrome
ad Qe Lang and Bnan Seattre
Dubished by Mot Rinehart any Wilson [1985) Price aoprex £20

This book is a collection of twenty-one articles on the physical, socal and educational aspects of Down's
Syndrome. Each article is written by a gifferent specialist.

Chapter 3 is 7he Meav and was wiitten in 1883 by Dr K A Hallidie-Smith. who was until recently the
Consultan! Pasdalric Cardiologist at Hammaersmith Hospital, Londan.

The chapler baging with a review of past research findings on the incidence of hean problems in our childran
and finds il likaly that at leas! one in two will be borm with a heart defect. It then reviews the typé ol delects
which ocour, ther methods of diagnosis and thewr eMect on the lungs. Much mention is made of the AV Canal
Dafect (AVSD]) as this is the single most common problem in our chilgren. The final sections deal with how
parents react 10 the news that thed child has & heart defect and the type of atvice that can be given 10 them
by thei consutant

The chapter is packed hdl of factual information and, as the book is aimed primarily at professionals, it is
ratheér hasd going N piaces. Nevertheless. most parents should find the eMon iImvolved in reading ang
re=raading cartain sections well wortfhwhile

It is oné of tha very few aricles ever written specifically on the heart problems associated with Down's
Syndrome, and s highly recommendad reading.

Hear Children: a practical handbook for parents

Pubizhed by Heartling Assocabon, Proe L2 08 « 85p post & packng

Al long last hare & & book. wiithen in IANGUAgE we can all undarstand, which dedls with all the quiestions which
hawn parents from the momeent the possiblity ol 8 heart defect is mentionad.

Thie sixeen SBCHons coved: reactions and coping with feelings. relationships. diagnosis and tests; what 1o tell
your children, echocardiography and cardiac catheterisation; surgery; the main heant problems, everyday e

with your 'heart’ child, heart transplantation; beresvement, guestions most often asked, benefits and wellare
help. help and Care organisations. reading list, glossary of medical lerms, medicings and what they do.

ARhough it is writien for af parents and 008S NOL SOV the specific needs of those whose child's haan dafect
5 Bnked il Down'g Syngiome, i S nevenheless a mos! uselul ook whch will rgally Reip yOu o understand
what is hagoening 1o your child and your Tamily

The book S avalable from :

HeartLina
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Two-dimensional echo—cardiography

i oo St Newsietier we IBaiured 1 &TCIE On CardiBe Cathelsization The following amicie & another it hat
sengs. wrilten by Or Philp Rees and pubiishad in N8 newsiensr of ihe Hearming orpansaton

The hean s protected from injury and pryeng docions
by the slon by muscle. by the fibs and partly by the
lungs A test thal anables one 10 see the Structures
of the heat ana the grea! vessels safely painlessly
ang without hazard 10 the Datien! of 10 the Operator

chidren wilh Ngdt PeOD@mS Owis e 1ast lew yods
in fact, @ has had B8 moch IMpac! as did the arrval
of cardiac catheterisation thirty-five years ago

The test works on the sond principle. Very high—
fraquency sound- waves are ganerated by passing a
shon-guratgn  @lectric current rough & crystal
which r@sonates and produces & sound-wave Heam.
Either by having Sevweral crystals rotating. or crystals
lined wp and controlled electronically, one can
produce a planar sound- wave rathe: like a fan. Jelly
(often rather cold!) s used 1o make a Qood comtact
betwaan the skin and the bansducer which houses
the crystal. As the sounc-waves pass through the
tissues of different density (an astimate of how solid
they are] some o the waves are refiacteg
the transducer and othérs pass onwards. The
that is reflacted (the echo) is meceived by
transducar and comenad back Inte Mactncal
and displayed on & television screen. This Image
be recorded sither by freezing the frame and taking a
picture Of, BS the Cardiac SuCiures &re mowving,
recording e proCess onip viOBOWADe whath &
more useé 1O us These apes can then De of
help in assessing changes ove? many years,

il
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We thus produce & pictureé of & shce through the
heart and the vessels in the plane of the tan By
altesing the angie of the ransducer we can produce
very many different planes and diferent images: by
lpoking from different positions one is abie 1o build
up an overall three—dimensional picture of the hean
from the many two-dimansional shces.

We routingly look al the hearl om the foliowing
directions

(i} wom below - just below the bomom of e
breast-bone,

(i) trom the lower left part of the chest,

(iif) from the micdcile pan of the chest 10 the leht of the
braasi-bona.

() from abowe - aither D8low DOth Collar-bones o
from the lower part of the neck.

We are very forfunate that childrén have thinner
chast walls than adults, and that these are pliabla
and alkow the sound-wave beams 1o panetrate much
more easily. The quality of the image produced in
children is therefore better than in Adults However
the chuldren do tend to become raife Bowd and n
may sometimes be necessary to give them a mild
sadative

This test is frequently done in the out-patients
department and lakes on Bverage aboul fileen to
twanty minutes o parform. It is very good al picking
up significant problams, but not as efective with
Minor ones.

R s stl stimulating and amazing 10 be able w0
visyalize structures within the moving heart, and | am
sure that with improvemnents in the slectronics of the
machingry more information will become available
from these images as the years go by








