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Down’s Heart

l Group

Christmas
Cards

available from

John King (see page 2}

10 cards & emvelopes cost E1  (cash+large stamped addessed envalope with order.
please)

The window-frame is pink, the drawings are in Diuve and Nicola Baattie. aged nine, a
mambar of the Down's Haart Group. is the anist who has produced this vary appealing
wmmvmm;mmummmungmaMsmmm
it is seen. Please buy and send as mary &5 yOu Can - your contribuBion will ba much

i appreciated.
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Steering Committee Contacts

Sue Bamiber

Francoeee Saathe

Geoff Shaw—Champion

Editonal

Tony Linde has been unable to edit this issus of the Down's Hear Group Newslefter - morg proo! that we ame
none of us Super-Beings (see Linda's rapon on the 100wing page} ! IBnessaes in his family and presswe of
work meant that he reluctantly had 10 hand Over 10 SOMEONS 8ise - Dennis Hopking rang ma. and hee we

are. Fm leaming Quite & 10! about CoOmMpulers and Maeir iile 1oibles while I'm ooIng

this: not being a very technical person, | am cumantly losing only abowt 20M of my
confrontaions with tha maching, but improvng daily |

We have lots of conwibytions om ppw in this issue. which i§ #s 0 shoud be
Please keap wiiling - | am sure thes A many Mo SIONBs oyt hare which will b
redgneant B0 Sonecne Hiwgws unemporiant you might think your geperiences and, |
can assuwre you bhat | for one. am helped snormoushy by reading about youwr
children. My own son who had Down's Syndroma, Thomas was bom and died .
1985 Peading what you have writién has reminded ma of al sons of things which |
had forgoten, and for that | thank you | Raodn't iealised el mamones of the good
hings ware fading along with 1he bad. Mow, it o reasonably sale distance. | can
enjoy him all over again and share him with his brother, who was just four when

Dl Glgae

Thomas died. and with my new husband. who naver mat tha ittle Boy who changed my life 56 much.

Dalia Gleave
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Down’s Heart Group

Wgll. wo ve made @ rowgh 10 Issue Mo 2 of the Down's Hogrt Group Newslefter = ol S0 500N a5 we woukd
havve liked), penaps, but 2 will cantaily be worth wating for ! Delia Gleave. ow new editor, is copng adrmirably
wilh ™a unémviable task of living up to the gh standards that Tory Linde set us with owr Spring B%
Mewslthor

We haa & o of progress W0 report since than, firstly in formalising the Group One of Tory Linde's othe
haadachas has been caused by Mig baftle through the red fape invalved in regestenng our Group with fhi
Charfties Cammission - if's going 1 be 8 very long process, bl we're on the way. We have also joined
MaanCare (i UK tededation of children's heart suppor! groups) and have aMiliabed ¥ the Down's Syndrome
ASEOCIELION

Sectndly. we have mace SOMe MOole MOVES IN SHAAMNG the word about the Group. Thies different Down's
Hérl Group eaflets are now in pont
' the General Informabon Leabet - amed al the general public, [robessnals and DOtential fundraesers.,
*  the Paranis’ Laaflel - aimed o ol parents whose child has Down's Syndrome and @ hean condibon,
+ thg Maemity Leafiet — a vary simple handout for matemity ward stalf 1o give 1o néw parents.

Copies of both the General inioemation ang Me Parents: leafiats are enclosed with this newsleter Pigase it
us know il you would ba prepared 1o Oisiibute furthen copies in your local amed fof us. Likewise if you woukd
visit your Iocal materity unit on our behall we would be pleased to supply you with leaflats

Aricies about the Group have appearad in MAQAZNGS, Newspapers and newsietars aroung the country; but
wé sl ngad lots more publicity, so any help you can ofer in gatting youwr local papers anenton would be
appreciatec Frea circulaion papess, o pamticulsd, lowe 10 wiite about néw Self-halp gioups such as Ours,
aspacially if they can focus om a local child as wel,

Thirdly, w have plenty of regional progress 10 rapon. Eventually our aim is 10 have a1 lpast twehae UK regions.
Alrasdy soiling up, bt atill in reed of heip i you car o%en W Bre: irstand, Scotiand, Noan—East England. Tast
Migiangs, Beisto! & South-West, London & Nomherr Home Counties London 8 South-East Wessex. See
Pags 4 lor getails of owr contacts In thesa regions The fowr remanng regions for which we are still seeking
CO-OnBngiors are Yorkshwe'Humbersioe. Noh -West East Angha, west Miclands

Each region will have 2 ‘co-ordinator’ who will act as the main poirt of comac for families and professionats
in M gl AS [he Group grows. we belisn® that This regional STructure will help us 10 keap the parsonal TEuch
which = so vital in family support work ang which & hecoming ncreasingly aifficull 1 maimain from the
national office now that we hanee 250 families or fig

Fourthly, an 1hé publications side we have good news and bad news. Tha bad news is that the Av Canal
booklgt has st not found funding so @t remains in draf iorm. Tha good news ks tha thanks 1o the effort of jus:
g larmily wa now have half the necessany lunding to gl o next hookle! (Falors Tewaiogy] mo pant .
@l weir v b0 o is B e tme o wonibe I 1

W are sl holging our Stpering Commitiee meetings approwmately every Six weeks and wi weicome new
faces avery time Each member of the present commites s workang 1o hull capacity 30 we really do need new
faces & we §v@ 0 make the oM of progress At we (wildly 7) hope for Tre only proolem that | found with owr
first Newsietter (and Fva an idea than this one will Da just the sama) was that a4 gave O many of yOu he
IMpESSIon that wa are a highly—efficiant organsanon of Super-Baings ready 10 1ake on the world, whereas in
* iRt wey g @ burch of very ondinary Muems and Aads, SHUQGling 10 58 up e Down's Hean G0 N Debwesn
caring for ow families ang doing Null-Ime 008 S0 IF you enjoy readinng this ngwglettar and feel hat the
Down's Hean Omup nas a wodfwhile job to do, please spare 8 moment to think whather you have & litthe bit
of Wme anad enargy WM Bt the end of yow week which you coud offer o tha Group There ame so many
Projects wé waoulkd kg to gel irvolved . bul wa simpey have not got sufficient hands on deck to cooe.
Wherewar you live and whatever skills you may o may nol have, wa can fing @ rola for you. so please get n
Iouch Happy reading |

Linda Waish Founan
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Regional Co-ordinators

The Groun now =as SgNt fegaanal Go—ordinitons. These e Groupn members who have vl desed 1o take
Owes A region 1o try 10 dev@lop oal groupd They e i theer desigrated region and s with head office,
hoSpUas ano new and Geisfing Wupl membgrs Any nigrmatpn eogeed by Head Office s passed on o
iBs8 CO--DANADrS wihi i fyen will ke contact with the pgople n thew regron who require [hat nformation
Also may will sand out ary irformation relatng 10 the Cown's Hean Group to local hospitals. clinics.
WiGIMANDN $arvices aNd §o on. Howsver. as you will s8a. the ‘egions covered ae very large. We sl need
Migg regional So-oedingiors.ano Bisc Qrown CoMacts 10 COvEr STaker areas waben thess regons. 3o i you
sk o Couid Belp by doing ma ol N your Ses A contact Resd office.

Down’s Heart Group (Wessex area) | | Down's Hearl Group (London & South-East)

| oia Pater Swaphenson

r -

|
Down's Hear Group (North East England) Down's Hearl Group (London & Northern
(Ciewvaiany Ouriarm Mytandadany Niee § Woa Home Counties)
o uenl frtner 0808 Clamieriy) Fods Serky Bucis Essar Hers and’ unil father

neice Sopl Moriteands and Cheory)
oio Deris HOpEans

Down's Heart Group (Bristol & South West)
o Cormwal Devor (RRuCS Heraiomsning
Somerset Wores and South Wales!

h
e ——

Down's Heart Group {Scotland) Down's Heart Group (East Midlangds)
& Derlys Loves Lincs Mofs N Apetfgos)

e Ghina & amna Danson

&0 Sandra Wisish

For gl othar areas please wiite 100
Down’s Heart Group

Paga 4
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Fundraising

ng mrgt dert ST IS D@D comes Som e
Mrnifan, wiKD o A0w woREg wellt Ut King ot #he

HTRINERIOT O Oot Rk pSalyy pifards

I only MOVea into tha tiny vilkage of Lypddingson with
my husband in Mach the year. and it npw seems as
i 1 Dgwi § Hepat Group has been pan of my He
ix &3 long as | can remember ' That must hawe
somethng ko dC with the energy and enthusaasm of
iy Near NeaghDOW  LiNGa Walsh (Mafery will gl yOu
BMPANETE. Linga ) wied hin the oxtraocdinary abiliby
0 g ma o Agred 0 do hings without me really
reqligng | And W momern | said | had worked as a
hundrsér v charties belore and was tnare amything
I could do o help - well, | SUPPOSe | SAOLID Nave
fnown | | realisad srsgnt Seedly 1900 o The shor Bme
of s asismnce the ODown's Heart Group has
achisved & tméndous Bmount in bringing families
0gethe: o share thair difficultes. The attitude of
avgryong | Met Concemed with the Group was
antirely professional and wal-momvated, and e
fundraising had been undenmkan with Skl ang
imagination. | know | @M [Oining a0 dxirermeky
proficient team and feal swe thal, otk iocally and
nationally, the Ogwn s Hean Group will bring in the
£FT as they desacg o do

As the Group gets Digge: and rmoré successhul. we
will nead more mongy for Bl sorts of things. both
localy and natiorally. Family support. pubhcanons.
Incal hospital  ligison ano  day-iwo-—oay
m‘mﬂdﬂﬂuwmm
moee. Il |5 imponant mal the Group has
mummmum
mlhwmnlhhm
aslang hw money from a company n
mmmm:mmﬂw
a5 4 lotier Sem 10 & COMPany N Nowcasin Ad moig
local groups e S8l up, we RORe 10 Put Qe 3
‘starter pack’ which wall howe QUICeSngs Dn raising
money. Bul for the meantime, Wyt me 161 you what's
bean happenng on the rational level

| am working with John King on apgroaching the
Companes and chantabie ests hor magen donations
which we can thin pass on to tha local groups by
" Supplying you with answenphones. satlonary payng
all the necessary expanses and &0 on Many of
firms we have approached hawe Deen i 1 East
Midlands area. as the Group (S Dased b, but | will
be widening the search oul 10 rabipnal companies
fram all cwer Britain, as many of them have 8 policy
of suppdrting work such as owrs. John has dona an
exnaustve search througn the Charity Truses hand -
Dook and picked oul the ones wha may be intérasied

!z.%

i

Wt wl, &0 WREE wil bE e off B0 tham as wall And

DEEncE 1N (8 Cumany nealtry Dt e Deg Orve 3
Now on M Make i@ hoathees sml 80 that we
crrienel Ad Oeedddd el BHIGHD widnk well

areivly started

Nary Hamlton

The & & repovt dovr Jofwr King o e Growup s
SCSEVETIETS &1 NS vVl ATIONNTENT VR OF LA WD
£ T ELrE N g sl JONT AN DAV SRR S
Ay puwrt Opesovil aeliels O rliEing gy oF wed oy
sor B¢ fuw weewR i prICoLEERTg Ve resl oF US.

& ot of waer has passed under the Gridge sinoe o
1as1 newslater. Ten mies of it saw me chnging for
dear lite 1o a raft on the Aver Avon | all In & gooo
cause The amount of money wa hive M0 Aty
has: bean tendfic Large and SmMal Gmdents Fises
ciorfy i From S0 Mary caked aifons - cophl shals.
marathons, cake stalls, footbal matches, pub spots

thate rpally Mave Deen 50 many of yow | would kg
pou all to know el pown efons e waly much
appreCiated ang that every penny Fas Deen ( will De
put o good use. Ow expenses this year 50 far [the
Group celebrates o= frst binthday in Novembar) hase
Deen lagely on o range of leaflers and thesa first
T PelnaclBigrs

well, fve gwven you a pal on the back for your past

ummmummmmm wa
alsc nesd 10 reach far more parents and childeen. 50
plgasa sat yoursell & target — think now abowt what
you & do o help Hold A fundraising  awent,
BnCourage you Incal’ or workmates parnaps o Nave
a sportsnight or anter a team n a sponsored event
Could wi writs (o your Of your parner's smplovers to
appaal for funds ¥ If you nead ideas. posters o
ASAEIANCH, pease conmct ma. and please 8t me
kngw DfOrg you Grganlsa an avent on bahalt of he
Groud - we réally G0 PBlE you

John King . Fundraser  (Fundraiser s not @ position
| Ml N My Own = o 8re & fundraiser 100 1}

Page &
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News from the regions

Owr ragicnal co-ordnators have been keeping us nformed of thew domngs. They 48 sta O ClgMng INAl Tay
havent done anything really. bul then we hna oul than modesry plays 2 mapr parl and Mal ey have
achisved gQuite & ot Bebwean
tham Haa " no particiulan
Cichar 15 & Newws

WILEN Peer oand | -
A3 NI B1ep nenasn |_ by Rosemary Braithwarte

Eal e maly thes S : .‘ iHE BERFT Bl Bale
AFriake e e, M T LA B i thwd b perPently  ply G s
Potar Stephensan (Kant. Sur- | e 0 e b, @ S et S i, o wevere e e v
! — Suid | s Fospmil
roy. Sussex) has sent an ati- | ~orld 1 R i Davre I B Nty e '
it ytaliere chibd, Lisd ped SR SheR 4 deaih [TRTT
i winich Mg Iocal newspaped ma, e e e, ol e miler ey moed o M MO nmbdr oM g “- m-: ‘-';I:.:
previd about e mm up Halye v Midal MM NesTd U DBG Balrp Sarah  BUL wWw gnae w0 WEN geeesunn Wil W e

W g e avpEnemes o ey gi bl Gaege b L T
“Eha

B R 8 FEpiaEE
“"h,m I. -k Aaml
e Beabian 0090t defscs and an Mend S R fe wirTesmbe for fmFn

= o Wi B o i § e
merBon that Fie will Shirlly B | ~o g s o e i sl g il ikl
CONACENg Bl MEMDErs MOl | o e e Sisaed, 1gea 13, wha 2 Expe

chech Sarefeia cSddied Wi Sl LY Wi e i "y okl
il S . T S oy i Svn ey, ppy e 1o Ay
rgoonds ae updated, and Pt il mame  WE Eaa saly N4
would be guatehd 1 any of Operadon o= =mm ¢ mn -.-m-‘-: g
yiu coud gut in touch with | oy BTy S os meen
mans. | kaow :: this. wowil r--«m."_ “3.........""" — e L K, E.§ L[, L[

F-'l'll-t- . And e 5 Bowanmy 0w Grous el wowil DT SR Lt o=
$AvE him Quite a o of ims Torsw v btk B S DT i e by w4 I gy e e
and work Baygun after panrs of ompes Ther se mome '“I-.I--: -.._

:
]
i

they rpailsed iy 4111'1
ﬂtlﬂﬂllﬂ'ﬂﬂvﬂ Aqan a fhrem 5 SyTRETITe g B per pers o

Ly Gouck (3cofland) has
baen temporarily owt of
action as her davghter, Sara,
has recently nad swgery at Glasgow's Yorkhill Hospital Sasa is on the mang now and Lynn & making the
Mt of all he usedul Contacts made in e hoapital

Rosine Brierigy (Irefand) is just now setting up her group. She nas managed o persuade a local firm o give
har a cordiess tslephong for Dowe's Hoart Gioup Cals (3he was complaining about soma smalls Deng made
by thesr tactony, and ook Wl advantage of T SAuation |) Rosina ves ‘way down South’ and could do with 2
hasigiireg Nand further Norh - any offers from the Dublin area ? And Narthem Insiand ?

Pauline Proctor {Dorset, Hants, Wils) wouild iike 10 18l people in her area that she is theme | She i st semng
i her region and ona ol her fest jobS will De 1o

e - contact all the familips we know of in Wessex

A PLAYGROUF w rted 10 hew snather M rh. Her husband, Ooug, has collected £T6 spon-
;’;:;’P’JE‘;' i, En Phipps. of Rival Moar sorship money for completing the HMS Sultan
Syndrame suppari " 'hﬁ:.." 'mﬂr ten—mile road-race. Pauling i working on hed
proup in memory of The group wfvice cwn al the moment and would really appre—

_ Jone of “F::'Hm' Prairome chitdacs Down ciate ofters of help. One local mum, Pat
“prevenited 3 £50 chegue in hean and  alsg Phipps. has already been busy making itemss
“Vivienpe 'A-.".?.’E'.'ﬂ ’?ﬂm-ﬂnhlhn for the Group o sell and she sent us this
Do=ns and m- o ey newspaper account of some fundiaising In

Page 6
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Owms Hoplns (Londor & Northerm Homa Sountes) 1§ 8isa working o s own and covenng an andrmous
and densely populatad aea Moast famedes 0 he régeon Snould, howayar. have haard from him oy now and
fus local hospitals, heaith cantres. etc. Ara wall Supphad wilh postars ana eaflals, He 3 now working Mis way
thraugh Ne iggest stack of Yellow Pages you can magne, addressng etes o al groups. profgssionals
MOSPILAIS WO COmd o cartact with aur

chiddan m oaach of tha ssver counuas ha
COwvars,

John King has senl us this newspaper
aticks aboul zome of the fund-rasing o
hi5 area,

Jandra \Welsh (Morth-East England) has

Tenh DY psanen- W elod
wha sifTers frem vers-
heal pass, kiwked off
revenids nl g Tupthall
raly b Bt dqr I'hu

Hasal viak Legless i
caplommed L Lhay bl
oivifin. ard The Lo
gimgpon  Cammercamls
l spdews %], beud by Toaw-
riv Boptt, Ui Léahss
vt by sgven moals 1

|t vegi, Wil g~
Bl U sz wecren-
v geoammt. was well sup-
vt deal il reed SRS N
Fhas anvlisdeil s pomssr<hip
g rmised fis [Eaoa
i gt =t gl

The mwupgry wax pre.
sented wn Sbr. Tobm ki,
Nigul-ralser ol the Dawns
Heurt Lirmg, s kol
of The Raral k. Tl
Lirlscin . JEU and id sbie.
Slaclene. pul am o harls-
e &l the pair afler the

Been linking up with her local haart suppan S
group {CHUF), the Bamardo's resowice
centre and e local DSA A hospital wisil
hag been mada in tis region and again we were vary well recohved at the Freeman’s Hospital in Mawcastle
Lindad and Sandrg made very wseful conacts with ootk staff and parents. & number of famibes have been
contacted by Sandra and sha is Manning a 'get-together for them o the naxi few weaks. Her next big job is
1o mava outside Mewcashe and [0 starl contacting all the other paople in the Nofh-East area who need 1o
know about our Group. Sandra is working an ker own - any offers of helg ?

iR i

East Micllands is the newast of the eight regions covered sc far. but already Gina Hojabrt and Anna Danson
(her parnar in ¢rirne} have organised a Christmas party and swvited us all to attend | Brave girts ! See you an
the 16th |

Sheila and Euan Forsythe (Bristol & South-Wast) have wwo ather families working with tham - Phil and Mary
Thom from Menbury and Ann and Rob Bailey in Weston-super-Mare Shailg and Linda Walsh wisited tha
Bristol Hospitals recently and recaived whole-hearted support fom averyong thay mal, from Sonsultants to
receptionests. The awerwhelming message seemed to ba "Why has this never been done before 7 The Bristol
Group have been vary active on tha fundraising frant. Sheila has given us news af E30C sponsarshipg money
which Phil Tharn, their treasurer, has banked 8o far since Ne ook par in & @n-mile un A cake and craft stall,
manned by volontag-s rom that area at Blaise Castle Fawr, alsg swelled the funds by £458.

This izsue's madal for geit and determination in doing tha job Roweyver advarse the cirCuMStances miust go o
Euan Farsythe, though | After tha presantation to their Group of & £200 chegue, proceads of 8 ¢harity concan
givan by a local dancing schoal, Euan was in the midde of a spesch of thanks and an explanation of tha
Cowr's Heart Group's wark, whan his s0n Andrew was sick gl gver him. Evwan apparanty cantinued wilth s
speach, notwithstanding his appalling situaton, & feat which | think would be far too great a demand on my
own ability to pravent mysalf coming out in sympathy with poor Andrew |

Following ©on from the Leicester Saf-Heip Fair.
Lyddington Vilage Faete, the Blaise Caste Fair in
Brisial and now aur Chistrmas Bazaar in Cakham, we
have found dut how useful it 5 to have a collection of
items which can be handad over for sale aach tme
anyona anvwhera in the country wants 1o put on a
fete stall. We'rg sticking o the thame of "=eats or
‘Hearts and Flowers', o f you can make, beg or
otherwiss acquire anmy  sakeable tems on these
therras, then please it Sheila Forsythe kndw and
she'll tefl you where 0 send tham Lkewize, § you
would kka to borow our roding feta stall” to rasse
funds in your araa, than pust lat us knoees,

Page ¥
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Announcements

Christmas Bazaar
Congregational Hall. Oaknam
2nd Dacamber 1389

Wowld you b willing WO bake a cake. donate &
1omibola peire, make any saleabls Christmas am of
gve up an houwr o help on ma day ? it so_then
pleass comact

Bchuts M
Chilgren 24

Swealtshirts
Sl By (0. Dby Dol [pidny OF walirlig

995
£7T 599

L XL -
i 32 =

Down's Heart Group
Christmas Party

Civic Canma. Kingsway. Braunston

16th Decembear TS89

Contact  Ging Hojabs,

A gmall charge will be made

2.00pm &.00pm

Rogues’ Gallery

o usn

| was defighted to recelve a photograph from Linda the othes day showing a motley créw Iounging aoout in
the sunshine on the steps of Groby Ad Hosphal Ledcasiar. towas lovaly to see the faces belonging o e
woices at last, 50 | thought e shase Mam with yau. At thé back, om left g right, are Jahn King. Sue Bamber
and Dennig Hopking, and at e front, again from lef o aght, are Linda Walsh, Pauline and Michael Proctor
and Sheila Forsyihe MNow, | wonder what e rest of us ook lile |

Paga &



DHG Mawshattar

Help, please !

Paga B

Wirtaer "85

assist u.sﬂm thig. Thuank wodl.

Food, glorious food

Thare canl be many o you eaciyg s
Agwsipier w0 Nven ! spent andless Nows
Mg Adw BN FPENONS wWays Of pevsiamalig
warmesilingy MttE mMOUhE 1o apen S Dod Lar us
Mg e SOCYE oF Poue' SUOCRES A0 Wl I orer

It seems 1o ba as scromplious to lithe palates A
othar lass nourlshing dessers, but at leasl 18
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Ideas

M 18 AW SEUSCTINT ACNTT B LRl ATRAT wel e prs Mg (eddh? Sy i CUMISE 48T LIS ATIOW wildl @ise
s Nl Bt arad wiltpl frgs worked - for older Ofwighen 25 wel g3 Ve Ml copd. VHD A ki A0 (BR0E0S
ipealig weiarr e b Ing svenlD B ROUED SRamIs i ek [ dricny gl FEngs aefer SgeheThT Do TRl
OHDLE o offer penpie T RET oY CCCLET 1D T wiany § oor BOgoes oower " wel F aff e coweigh T see g

oo for e reax.

When Thomas was born in January 1985 with Down's
Syndroma. | was icky @n0ugh 10 have 3l the Boys,
books and SQuinmenl [Mosly handed down by
Wignds o collicled from jumble sales '} which s
brother Matthaw. then 3 years old, had outgrown
Fight from fhe sart, with trementous Bncouragemeant
browm [ plySIoMarapst o1 the Royal Bucks Hospetal,
Aylaabury, | Wed Thomas opt on gl the things hat
Mafth had vsed ol the same age. regardiess of tha
fact thal poor Thos was s tny and fappy |
Whanevar | put him Sown afywhearg Mera was
Alwilys SOMBING NAnging Abowe him and  within
raach - the sting of Oxtam brass elephants whch
frgled on e [owel rall in the bathrogm, ratiles,
plastic mugs {amything sala. in fact) dangling from
iha bedhead on cotion tapas Tha 1heory was that |
would leava it for him 1o see untl | could find time o
teach him o ouch it Yol chn phrhaps imagineg oy
joy. whan | hiaard ramtling one day and crepl into the
meom 0 find him engrossed in batting one of tha
bedhaad loys with this back of his hand

| remambar the Daby BoLNCET whach hung in the
doorway. i sald “From thrée months”™ on the box.
Thios. was thees monthd old. so in it he want ! | used
b dress him in lots of layers of babygros and woalien
all-in-one suls 1o ‘siffan nm g @ B end e & scat
frwm ong of Iy conds 10 he ofher &t about sar-level
behind his haad wheh siopped the lop exiremehy
well. Then eifwe he had a cradie-play oy tded onto a
Mothercare high chan lrame (s, AnOINer pmbie
fing. was malable lor Ranging playthings on ios him
wihgn fig was in all 501s of positions) or | balanced 8
pile of woodén bricks on a chid's wooden chair n
front ol him. or his brother volomeared 1o SR on the
fioor and be grabbed I was only & matier oF e O
g wigdhs DEOM wi SIO0D6D deding the scarl fior
supgort.

The baby walked, howewsr, wid & hilarious failure |
borrowed ong of those which had four legs and a
canvas bag with leg-holas hanging inside. | adjustad
it to s lowest leval 1o account 197 the IME Donen's
legs, and plopped Thos. in it His 1088 loushed the
Noor Deautifuilty, but the rest of the child disappeared,
squanwhing, into the depths ol the bag with only wo
sats of fingers visible, clampad firmly whera | had ol
tham, ontd the front of tha frame | | tried adjusting it
and wadging him with rolléd wp cot Dlankets, Dol

thera just was nol angugh of him o be visible af both
el at the sams oma | ive o sdmt thal | was
kughingg 50 much Dy Ingn than | couldn't resist
ringing the phySoferapist ] 0R4CADING the Scana
whereupon she admified Mal this had RO Dedn Ol
of mar Bamer icaas |

! hope thal these amnecdodes rOm ow sarly Jays

Mgt paffaps aNcCouwage someone alse o be
ridiculougly  adventurous and not 10 worry  abouwt

tailure - Hheia 5 SOoMeting, howevar tiny, o be
gained from every situation, Bwen it that sSomathing
only & much-naaded giggle

Delig Gleave [Beas)

When Lecna was Crawling, 1 nalp ke pull harselt up
and stand wé built a linle step ladder up e wall Sha
wiubd canrch onto the rungs and pull harsell up and
stand. She did this until she could Wil G Rl Oen. |
thought it was & greai idea &l the Ume ang may haelp
sOMe other parant

Rosina Brieney (Co. Cork)

We figund the Aifion char exremaly uselul
& removabie table top with hal-inch Sides
things falling off Duf with comw paps 0
gasier cleaning, an adpstable foot rest (lor the
small chid) and 8 pommal 1o SIop the very floppy
child trom slipping twough Even ow double—jointed
daughier could not escape o NS

Thas
o

simple, Durs raise tha chair fve Inches. enabling
FRebecca ta eat at the tabde ka a big g, visitors
tend not o notice them, making Aebecca no diferant
from amy othar children. Thay come from  1he
occupational therapy depanment of tha hospital.

Yeronica Andraws [Suffiolk)
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Your experiences

W asbag Gsr hmg & Ay oF pouv would BRe 10 Share pow SDEECes wil) ONE pdveants g we ae
srfFaTial grafeliy io hose of powr Wit mace NmESENVEs fe-iee aifCLl Mes Anowarig BT e siomes cowd
Aalr oy O 557 SCCOWN SIS FOT Guiinisey  Wendy ang Adpr SEmes heve mangged o diaw
SOMSTIg DOSiG Sovrr Aack s W 200 Jeatn, AT Ao a0 wa BNk e They Aave Saned e stony willt
S @ Wl Ap O G BN AT (@Y. NEVe [Sed AT e funding necessary for i putiicenor of
Do DOcES oy Falors Telvadogy. A & corrnoniing 1o know Ml one s o’ s e wase T 50 e aiter af

Mark's story

Owr darling litthe son, Mark, was born on 17th Auguost, 1088 &t tha Princess Elzabeth Hospital, Guesnsey. by
amargency caesaran saction because of foetal distress Coming back from thaatre | could hear nurses tallang
1o @ach other, saying "5She has had & Wte Doy, Dut he's POl wery wall™ Whian | gveniualy came round, about
&l paople Mmarched into my room and said that Mark had had dificulty bréathing, 1hat hd had & Mes-shapen
héad, that perhaps the brain hadn'i developed properly and thal hé mighl have a himia | BdA't see Mark
uniil 9. 30pm. | was taken round o the spacial care baby unit in 3 whaslchair. | lell in love with fem al once. |
was true that his head was a funny shape and that his face ipoked rather flal - other than that he seemed a

fsading problam., 80 Goclors decided 1o da

carg baby we warg oid thai ha had
Down's Syndioma. We were both shatarad
Wea thought “Mow we can take Mark home
i s NOMINg aryone can 9o~ Howeaver, 3
few days laler we wore told some mone
shattering news. Mark had 2 neart problem

and would have 10 go over o Southampton
o 38 & spacialist there as the equipment in
bur hospiial wasn't sophisticated enough 1o
give details of axactly what was wrong with
Mark's n@an. | nad noticed on & coupla of
occasions thal Mark was a ittle blue and

Sepembar, 1988 knowing that he had Down’s Syndrome and Fallots Tevalogy and awaning an appoiniment
any ddy 1o go 1o Southampian.

Waeks want by. Mark began 1o feed better and began 10 smile at @ight weeks He seemed 10 D& dong the
same as & ‘normal’ baby axcep! that when he cried he went blue - very blue sometimas. SHll weeks wen by
and no appointment in Southampton, Mark was still gaining wesght and had staried to babble and Qurgle.
Everyong thal saw him 19l in love with him_ ha had everyong's aitention and they couldn™t balieve thal special
bond that Mark and | had One paren commented “When Mark Iooks al you I's with igve; when mry daughtee
00ks al M sha's wondanng what 1o pull next.”

We suventually got an appointment at Southamplon on 5th April, 1989 afer & wail of esght months. Mark had
SOMme wery bad days whan he wenl biue and one day | thought he was going o de. The docior said ha
wouldn die and | suppose that | was just & neurolic mother in his ayes. The fifth of Apel Ninally armead Wae
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wigrd I Ermngiand Staying wilth my parents in the Midiands We winl 10 Southgmpian as aul-patiens, thinking o
wWOUE] D jL§t PO & day Mark had a chesi X-ay, then we wenl [0 S the DRSS Chrdioingist He
axamined Mark and Asked If we would be able to coma up to the ward after wnth 86 that he could use fhe
bettén éduipment Mark had been dressed and undressed several timas. He wenl wery blpa, bives than | had
aver Sign him, The speclalist smd “"'m sorry, Mrs James. Mark will have o ba admified. We need o operate
as s00n ps possible. otherwise ha won't survive. He has onlly sundeed uniil now bocause of &0 the o and
oare youwe givan hiim.” | shook from head 1o fost; | just dont show hiow | menaged o hold Mak n my arms
Ag | we haon't basan through encugh aieady. Wa wara vany annoyed fnar Mark hadnt beon seen sooner, bul
whil could wa Jdo whan Suf GF had 10ld the specialict hal Mah was O and could wait uniil the specialst
nEx! visitsd GuemSsy. || Wit Guits Chaa that hark should have hBan Soon oo Ve woem bold (hal oy
wiolld oparaty & e SAMEE Oppaeturily - Two wassks - Dol i Mark had 8 spall o ha had earker thal day he
wnuld e Uaaied &% BN GMergancy Becauss he could Qo wacHnscious @nd G a1 Gty B

Mark was admitied to the ward later thal day. | had o stay whils Alan ook my mother Dack O Birmingfam
and collected ouwr DelONQINgS. He CaMe DACK the next day A week want by and then suddenly we were told
that they had & cancellation and !al Mey would operate on 14th April We ware 1aken 1o see the intensive
g unil whind Mark would go after his pperation. We couldnt balieve how much equipment they USa. 10 Sea
a liny baby on such & huge bed s guite upsettng. We saw the surgeon and The ANAaBSINENSt BNd warg ol
hial they would do a calhedensalion firsl, keep e under and then proceed with 8 shunt OF & O Corrésction
This was becauss the musche causing the blocxage n the pusmonary arery could go o spasm. Al §.30pm
ihe neght balors wa weng 10i0 ING1 the SREEAN0N would hava 1o be cancelaa bacause of a shorige of nursing
staff in the imenshe Care unit We weeg NSapO0Nt, Dt Als0 ipligved Mark's operaton would now be on 161h
Agril. Finally the oay armwed Al 730am Mark was given his pre-med Al B30 thay were roady for him in
Ineare fof e CathEtensation. and hen it all was favourable they would go ahead and @o a ol Falor's
corection. We got 10 the theatre and we had o siop at that red line. | was hedi-Dréaking having to hand
Mark over. knowing thal b might not surviee. At 1.00pm we saw thie doctor wine had dome he cathatsngation
He said that things ware going well and thar the surgeon was going 10 oo a hull Fallol's coraclion. Wi would
probably ses Mark 8 around 400pm 0 Mansve care. Thankiully we weara with iots of other parents whose
chilgren, soma only babies, had akeady had theit operations. Te ee them oping wall wils vary sncouraging.
At 3. 30pm vl ward old thist Mark was well and I intensive care. W weang 50 rehiesd Wa want down 1D Soe
him at 4.00pm. It was very distressing at first io see all the eguipment and drugs Féy woia using. Mark Ip0kea
lovaly and pink and his hands were warm. Now we just had 1o wait another lorfy—eight hours whan hg would
hopafully coma off tha ventilaior and o back 10 e warg Howeved Mark had problams irying to breathe and
gt tirgd after half &n howr off the vorfilitor, They kapt trying

On Sunday moming Mark was siil in intensive care. 'Wa saw tem frst thing and he Gidnt S8em 00 Dad We
want for & oofles and weni back & 11.00am 1 wasn't very happy wah him then - he seemad wiry ool
Because | said that | wasn'l happy with his condition penpls seemed 10 home N on My conversation with the
Sister, and we were 10id o QO sway whilh 1he 00CIOrs W0kd @t him. | was quine wormed now and said | think
he's going 1o die * Alan sald | was being Silly and A0l 1O wiiry We Came back 8 meo—-day 10 be toid by the
Sister that things weren'l 100kINgG 100 ood. wel, 1o be uthiyl, wory Dad She haao sean only wo babies like
This b, 0wl Sufvived, the other San'l. W were told 0 9o and haver some lunch and 10 coma Dack later |
could'l eat Instead we went back to the house where we were stayng, n the grounds of the hospita Alan
said he would make me a cup of tea and told me 1o sit in the lounge and walch the television A1 12.40pm |
felt such a sirange sBnsation. i was somathing eaving me | knew then than Mark was dead. Al 1.00pn I
‘phone rang. it was inlénsive Care, asking us 10 OO0 over iImMmediately The walk fram the house Lo the hospitat
wis iy & couple of minules, Dul On they occasion it seemed 10 take ages We knew that this was bad news.
Wo wind taken o the Stal room and Iold thal Mark had died We were asked if we wanted 1o 88 him and
cuddie him. it seemed a stranga thing (o do, but wa both said yes. All the fime | held him, 1 thought any
minute el wake up; his B ust a bad orsam. Than came the awiul task of wiling our damily and frars of
Mark's death, and that thedre would Be B podt-momnem Mancs death was cavsed by & virus which atiecked
the lining of his lungs.

Although Mark had such a shon lilg, he gave us lots of love and happiness and his lovely smilling Face which
greeted us each marning will @ways bé In O thoughts ang mamories We miss him very much. Bul realise
that life nas to cafy on Alhough Mark s no longer with us, he will be having a fittle brother or sister mgxt
Mary. Frigncls and relatives were 5o generous. giving donations in memory of Mark, that we ware able o send
a donation 1o the Down's Heart Group towards the production of 8 bookdel on Faliot's Tetralogy. We ook
forward o s prodoction in the Mew Yaar.

wendy James [Guarmsey)
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Wi oL AT pOL wOulT e 1D ENow S e
#Oer JOSNM, ofd oF e peopis Sovieed i oy
Taiaray inbanation Pafel W ¥ He ieding pou abot
Marthgw 300 FRanieng i1 1 8T WD ARSI

Joanna's story

Joanng was borm in March 1072 in owr local hospasl
W wararn I0l0 that she had a sarious haad condition
wilil she was over B yoar old, when we wanl up Lo ha
Mewcomon Cantre Mt Guy's hor 8n assessment
warg referred 10 e paediatne Cardiac Ooparimnt
Joarna has an AVED {atrio-venticular septal delect)
and aithowpgh an oparation i§ not possible. she has
foguiar check-ups # Guy's, and we always receny
marsallous attention

In spite of her condition Joanna thoroughly enoyws
e, She may ba restricted in tha amoent ol phiysica
activity she is abile 10 cOpE with, it This doesn dabar
har rom having 2 g0 8t verything. She cannot walk
vary 1ar withoutl Tnng. and § viry slow. She is able 1©
#wim & width of the pool, although she doss gat vary
breathless. but she loves the waler, howewer Cold '
Joanna copad very well with Brownies and Guides
and was made very walcormig

At prasent she is in the Sanicr dapartmeant of 3 speckal
school. and she is angnding & cowss %o MLD
students at the local Collage of Further Educaion
ong day a week She has also done @ little “work
axpenence at a playgroup.

Joanna is a typical leenage - loves clofies. make-
;Nﬂ' Mysas, disco-dancing and annoying e

Fon |

Tricia Patenall {Kant]

Michael’s story

| am iaced with 3 slight problerm: How on garth can |
get all abou! Michael and me intc one letter ? There
&% W00 Many expenences: 100 many tears, and far
100 Much laughter. | escalated iom & gin whose only
ragedios in life ware her Mascara runmng or har Nair
nol going In propary bedore a date 10 e mather of a
Dowr's Syndrome chilgd with a congenital heart
dalpct. The greatest tragedy. however was not
Michael's ‘handicap” but the pain and suffering he
had to éndure,

The doctors told me that they suspected Down's
Syndrome immediately after Michasl's binn  They
ook him pway for IBsis and it was confirmisd the ned
day. | was in shock, and went thigugh the apparently
common 72 hours of mjecton of my baby. The
rejection Wwas $& scute that whan a nurse came to el
mé hat Michasl was crying and noeded ma. |
genuinaly  didn™ know who she maant and repled
“Who 77,

Wintar 8BS

Automatic pelot ook me 0 Michaal o change his
Nappy 1 was Men sl seddenty, the bariers fedl
dwiry ard | fell AN Svecwbddmicg surge of love and
amotior: for my Son | collapsed on the bed n tears,
holding Michael close. The nurse fourd us thars m
midnight. asleap. And onhy than did poor Michaal gon
that nappy changed!

Heg camg home 'on B firsl time &t seven days oid
He cried incessanily and wouldn™ feed As a lolal
rovice, | didn'l realisa thal his was a waming sign.
hium, &ho has hat & ol mons expariancs with kids.
suggested that | call out 8 doctor. A Blocked- up
MoSd wad diagnosed and & prascripion for nose
SINDS issiad. Alhough A1 e Mg | was undedstand-
mbty angry and frustrated, | in no way condamn tha
doctor tor what tuned out 10 be a mis-diagnosis
Aned g, he is & Ganerpl Practitoner ano nol @
cardlogisl Whan the Haalth Visitor called Bt
migming she refemed ws 10 4 local dlimic. In e, Py
refered us back o the pasdiatrician who had made
the diagnosis of Down's Syndrome. Ha then referad
s I e Fresman Aoad Hosptsl, a local hospital
spacialising in cardiclogy Al nine days old. Michasl
wnderwant his first hear opacation. Mow we knew
had 8 serious heart defact.

1§ Bt this point that Fate, Good Luck o God ook 8
hand, We were @id 10 wal twalve months foee &
porrective operafion. Looking back. Michasl would
ner have sundved thoss hwalve months.

| decxded o move back o Mancheswer. Theee,

put on & ventilator. A Danding oporrtion was sugoes-
ted to alleviate the situation - an operation that was
congidored o hava a low rate ol sucoEss in young
childran

The oparation had 1o be postponed sevaral times a5
Michasl suffersd from a seviss of ailmeni and
inlactiong including problamg with his ches: lungs
and kidneys It was eventually schaduled lor 8.30 one
moeming in March 1986 A1 B.00 that moming both
Michael's lungs collapsed. The decision was made o
‘go for i1, An hour later Michas! was returned to LC.LL
In all ke spant just over 11 wesks in Imensive Care
and was svarmually retumed 1o the ward o an
oy @ Box nstead of the ventilator by ad bean on,

During the next two months he spant in hospital we
began 10 suspect that Michael had become both
deal and bind as a resull of lack of QuyQen during his
spells on the ventilator. Exténsie 1stS involving
wisits to other specialist hospitals falled o confiem the
probiems. one way or the othar, but at six months old,
Michasal was failing to respond 10 stmyli as expected.
Howaver now at 3!/, years old his ayesight Is A1 and
alhough he still has heaing problems, he ie by no
maang deal. A recant oparation o ingert grommats in
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both aars has helped this condition

Whgn Michasl wad B8, monihs old he came home
from FMospital for the first Gme since birh [ you
miclude the one day at one weak old ') Vil
intections continued o cause problems for Michael
Ha had to spénd a further month in bospital as a
ragult, bul now his hospital visits are to the out-
patipnts departmant and his condition is stable.

Michasl = smaller than your average 3%, vear old
with Down's Syndroma, but considering he has spent
virmually a year of his lite inside hospital wards, he s
progrissing extramaly well. He now attends a Social
Services nursery that also caters for children with
special neads. This is an expenence he not Only
barwalits om Dol he obviously enjoys. There were
sOime separation and socaksaton problems an first,
but now | get a kss and love “Bye-Dye” and ha
COmas home with the remains of the day's activities
all over him. opening doors with elbows and
desrmanding food |

We have aways worked closely with the Bamardo's
organisation, N parficular  with  their  excellan
Rasource Centre in Gateshaad They have provided.
Ampngst other things, Portage braining %o MiCHdl
and put ma in ouch with several helplul oganisa-
fions and charlies = including the Down's Heart
Group ! ! All of this came via an axtremaly dedicated
sockal worker attached 10 Bamarda's. | Sonl knomw
what | would have done without har | In fact, the
faciliies and help available via Barnardo's could il a
Book, s0 i amyone wants fother dewils, pease
Ccontact aither mysell or their local Barmardo®s centrd,

To anyone going through similar experiances | have
o say “You're not alone”, and it's not all dodm and
gloom. The love, the affaction, the constant rewards
you get back from your child are wonh lan imas. the
ot - an st !

Sandra Weish (Tyne & Wear)

i maf lasr aavagrant, Sanche has mandged 0 Swm
e wiigl we feed e Dowers Hear? Group &5 aF aboot
Thare 15 Never any nead for anyong 10 SNOuider Aone
WA THER &Y BMas SeerTt fD D8 &7 IMposSDy Nedvy
Lurgian. A fngnd ance ok me 1o ang her whanaver |
neaded Ip be showr some ghy &5 Ihe ang of the
e - hey JEuphier, &t hev feentigs has an
igperalis heart defact so e family has fodden &
i or familigr pats over 1he years - and & was such
& rabial (0 know MEt pecpie Hhad aready axpenenced
HNT Servived witdl | s Bying o copé with

Winber ‘82
Jamie's story
Jamie was bom on Tih January amidslt chaotic
exCilgmant We gOl 10 thé hospital abowt an hour
before he was bom and because ol this, | was 0o
late for any painkille: apart irom gas and air, which |
am now quamgly grateful for. My husband was
présant at thi birth and even cut the cond, and Jamie

Baby Unit. The lollowing morming my husband and |
warg told that Jamdg had Down's Syndrgme and thal
they also suspected a very sedfout hean problem
whiich was confirmad by the Brompton Hospital tha
tollowingg Oy as & total Septal AV Canal Defect.
Jarnig losi & ol of weight becauss ha was put on
diurafics and we also realissd thal his body con-
taingd & lor of fuld at birth.

50 Jamie siayed in the SCBU dor eighl weaks, The
lirst low woeks g was making very poor progress,
going i and out of heart falyre and continuing 1o
ose weight. He was also jaundiced, lacked calcium
and had conjunciivitis.

During this time Jamie was tube fed and the plan was
tor syurgary 10 take place when he reached 1010
Gradually Jamie's weight started 10 rise and he Siorwly
started 10 botle—fead with the help of a haberman
teal, and Bt six weeks the tubs came oul Jamss had
ragainad his birth weight and gawe his first smile.

Wa ok him home at eight weeks and his eye
cleared up the same day and his weight is sul
making a siow but sleady increase. Jamie is now six
manths oid and weighs 111b. He takes sliean hours
a day to feed on average, and | was wery wupiel
thinking that his slow feeding and slow waight gain
was my fault. | becams obsessed with feeding, but
since spaaking 1o mambars of DHG | have reaksed
e waght is very good and now that | have rélaxed
we both enjoy mealtimes a lot morg without me
shoving a bottle in his mouth every five minutes and
we can enjoy lile A bit more. Jamia will now ot have
heart surgary until het s bwo, but svery day he Drings
us more joy. 5o whaléwed happens in tha future,
We've Qot Now.

Debbia Bamon (proud Mom!}
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Ouf daughter, Faya, has recanlly had an operation at
Brompion for primum ASD with pulmonary hyperien=
0. Sha s owr in May. Sha was only in hospial 1o
ONG wibdk, BveryDOdy Said Now wall She Qot vl the

Thormas ¥ My Mumimy said ‘He's duad, swoathaan .
hAgtt e Porter | Bads)

Fracey & & her leens, ad Aas depvassed e
HSealingrs Sbodr {8 Seother Alex 1 § poam oalea

Why do you labsl mm?™

Why do you treat hem the way thal you do,
And tall us to antcipate it,

And wha is clewer, who = bright,

And Now CAN you ductate it 7

I barnt mcre from him than @ text book,
Thugh You say e Coukd naver @ach,
And Pe's touched me thiough a barrier,

In a world you say he'll eve raach.

Wy do you treal him the way that you do ?
You say he has nothing b dgive.

¥ou gave him tha option of daath at birth,
Whian w all have the right to live.

I% it hig inmGcance of corruption thal scares you 7
Arg you jealcus of all his laughter?

Yo may that wou're ooncerrssd 180 s,

Because ha's not worth 1ooking aftes

D0 you avways ook down on “his sort”
Becauss he's not of “pedigree breed” 7
Why are you 50 infuman ?
it's you whio has the need !

P feliing you youl DERCSS Of Dagad,
Thai fall youw how Cleser you©»e been,
Hawd gualifiad you as an imellaciual snob.
Iy Tl howr you wiant 10 be seen

Add anolhe

And thes firme lal e woeid s8e

O YOI Bpproach 10 this Wtle child,
Ang try Sitting RAlWG's degree.

H@ i$0'1 jusl A stafistic,

Con't protind 1Hal N doesn't exist.
Con't hide yoursell niem g rgality
Hoping peoplo ke me won'l plrsist

Tracey Tocker [Noms)
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The Hospital Stay

R Todowing SxTract covmes o an arels
B Magese Modson, antiiecr A Hosoiad Sune-
' KE The artiole walts fo7 st i odianye
& Lowrts ohidet e & severtheless oo
imits g ¥ of pood deas b make e
BEXDEFITE OF B X3y #7 AOSpila move pieasarnt
for our cfis and haveiore less distressing fov
{5

For 2 bwo lo sin year old, or even older, the
greates! fear is likely o be separation from
fhaeir parents. If you can assurg themm that you
will be with them whan may wEnt you, you
can ofter them the greates! comfort of all
Masi of the candiac Sepantmants are excellent
abou this with wwestricted visiting and acco—
modation lor parenis.

Fesx of pain s another problem. Our mathod
of dealing with binod lests and Injections is 10
@k a Dox of chocolales Nk e reatmant
room, 'We hold our daugivler on our laps and
make swre she B looking away, wlling har she
can yell s much 88 she lkes - then
sometimes she doesnt Dother, AL othed imas
wi get e full force of her votal capacity . Bul

along with i - it is
axpacied, Planning

:

@ DOSitnD BCton
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Takp bags NAl of Tungs 0 00 - & Waddy, 8
doll with 8 changs of Cioines, & DaQ o MG
irdividually wrapped Supeses, COMCI tur -
ing tha preceding weeks These can be
SNOWSIONNS, wanew 10ys where you press the
knob 0 moue the ob@ecrs ingide, funny
shaped SOaps. & néw 100MDIUSM, A AQMT—
coloured new flanned, dwen SOME Ndw [Tyvia-
mas. These are often things which you wiuld
have bought anyway, bul the Bag 18 dipped
e @ momeants whan distraction s neesded
and 80 ofhereisa ordinary things becoma
marg interasting.

Thise could perhaps be another bag contain-
ing coloured paper, pencils, a nubber, Salic-
tapa, a Pritt stick, gummed SNapes, sawing
cards, eit.. Yow chid i bound 10 havwe ong
of n favourite books, and poihaps & chs-
sgng player with headphones 10 fisten o
Slory Df MiSic tapes.

‘Wa always have a scrapbook with ui b
mecord daity sverts in hospital, ke a dary,

and 1o stick 1n things ke E.C.G. tracings.
I aheys Wy to ensure that she gets loads of
cargds by saying, when people ask i them is

HE woidy walcome ary oaas you TEEE Aave
Ao mady SNgS SasiEr B SVepaTe wian e
vt $UayS it hosoitsl come round. e e
g o pass ot 100, Fugigestions for avoking
wwuummmm
somar @ obclory” waltiy moms A
CHA—~OEIENS OO TITINNS.
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Cardiac Catheterisation

The iowwls ancl & one of & senes walten Ly O Philp Reps and polished & Hearting
I TEWSENET OF BN REETOANE ONQENEST e G08 10 SUSEER 108 OREr SITCIES BT SIS ISEUES OF Diw oWt

FIOWSIOTEY,

Thiz is ong o the lasts that is used to assess
children with heart problems thal we some-
timas naed to pedarm in order to plan the best
managemeant of the child The catheterization
invohias coming into hospital the day before 5o
as to allow the child o becoma accustomed o
tha hospital, the docwors and ke nurses. The
avening before the test we ghe them &
sedative and again aboul four howrs beforg the
test. From fthat time the children are not
aliowad to eat or drink. The reason for this is
thal afterwards they somelimeas feal nauseated
and it is more miserabde if yvou are actually sick
Hall an howr beforehand they receive a small
injection of a further sedative; nobody likes
neadias but this works as a better sedative than
migdicing by mouth

A nurse who knows the child will bring him to
the Catheter Room - carying bables and
lnddiers and accompanying the older childran
who would e on a trolley.

The child lies on & bed which can move up and
down and from side 10 side, and is Connected
to an ECGE maching. In addition here aia two
X-ray machines - one that sils just above the
child's chest and one that stands alongside the
child. Attached to each of these are cameras
which we usa 10 take tha films of the heart. In
addition, there are video recorders and
machinas to measure and record blood prass—
ure, and 1o analyse blood samplas.

We dress up in green Irousars, shirs, hals and
gloves, and always show our faces io the older
children before we put our Masks on.

We put some local anaesthetic (the same
substance that the denfist uses for freezing
gums} usually in the lop of the leg Through
this area of frozen skin we put owr catheter into
avain = in the older children through a needle
50 that there are not any stitches and in the
younged children we would need to make a
small incigion to ind the vary small vein.

The catheter is a fine plastic lube with a hole at
one and about the size of a lead in a normal
pancil. This fing tube is filed with a salt solution
and ong end I8 connected to a machine that
will enable the pressure wava of the heart to b
comwartad intg a record that we can 588 on a
lglavision screen and record on paper. By
gently manipulating the catheter as it moves

along with the blood fiow from tha vain in
the leg to the tummy, and then inlo the
heart. we can, by folowing it on the
tedevision screan, guide the catheter into
the various chambers of the hear and out
into the arteries o the lungs, and some-
tirmes o the arery 1o the body. We are able
to measure tha pressuras within the lung
artery and the armery to the body. In
addition, we take a small sample of Dood
from each part of the heart and the bDiood
vessels, and this helps to tell us it there are
any unusudl communications batween the
vanous parts of the systerm.

After doing this, we than injact a liquid into
ana of the heart chambers or ong of he
blood vessels. This is a substance we can
see clearly on an X-ray screen and which
delineates heart structure amd  functions
This liguid, unfortunately, causes a hot flush,
a headache and sometimes naussa, but |
am glad to say we are replacing it with a
new substance that doas nol have thesa
side-affects.

The child comes back to the ward, he fest
having taken approximately two hours (the
time depends on tha complaxity of tha
case), and will be sheepy for the naxt fiew
howrs, but will be fine and ready 10 go homa
by the following day We normally would
give a preliminary report to the family tha
evening following the test and would dis-
cuss the details with all the members of our
teamn later in the weak, and then we would
write a full report 1o the famiby.
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Homeopathy for children with Down’s
Syndrome and heart defects

I am cansirangd by Inck ol Space oem giang anythnng bul the Dredes! defindion of homespattyy I 5 simply &
oranch of Senathed Madicing whch religy For i1s efficacy on a principle of like cures ke " n other wonds, an
infinitasimally sreall dose of 8 drug which n a matene? dose would cause clinical signs i an individual but wil
Cusill & Qabent wh pragants with these symptoms

Thia ar cowgé s caslly Svaisimplihed, sach rearment has bo be tailor-made o the mdividual patient, @
Jogd the gtrangth 5 1he homeopathic drug which is prescribed. | hope to say more about this in a fuwre
artichy

¥ou will NGlice Mgt | have said “pallistive theragy™ homegpathy is no meacle oure fon any disease and should
Cotgindy nod be substiuted for any conventonal raarmant withom rederence 10 the prescribing doctor.

Although many homeoguthic drugs can be used with gaod results in children with heant defects, patients on
Plwdiful dipgs e Digowin, Spironolactons (Aldactone), or Frusemide [Lasix) showld continue to take them
&3 Jirgchad

I bl 0l P rtpch gmpevienca i weating OS children homeopathically, but | have noted surprisingly good
rpsully in Cartain dreas with one Side giFl patent. She i Nicowl Beatte, agad eleven. 3he was diagnosed al
thriss monihs as having 8 “Milral Mumes, Gut Bar parents wvery wisely refemed her to Great Ormond Strest.
whire sha was conmeclly diagnosed as a comgigie atnb—ventmcula cangl defect. The meadical oginion at this
timg gave the chance o sulcess of surgical comeclion as less than B0%. Surgery was declingd and NIiCoIa
wis ofigenally reated by & homeopath in France who préscrbed long-tem Craasges tharapy'. | first saw her
in the autumn of 1888 and she presemed with the useal classic signs of atrlo-veniricular canal defect in a
chid of that aga As she had suffeded & very severs attack of measkes at the age of hwa, | prescibed
Mdoeullingin B9 | Wi noeopathic nosode of measies: it s a principle of homeopathic prescriting to deal
firstly with ary orignal or past wrauma.

Ong ol hgr maen peobloms was cold and blus hands and fingers. As you probably krow. this is a feature of DS
Chidnen = it & not due o the heart condition e #8. bul 1o poor paripharal circulaton cawsad by & deficient

capilliary network.

I thought tha! using a drug called Sacale (homeoparhic srgotamne) cousd well be beneficial. This drug has
Dodnt uSbd with considerable sunoess in reating pateants with Reynawd's syndroeme; this |2 2 disesse thal
causes spastic contracson of the small anenes nead the sutace, partculady in the hands and fest, and is
probably dus 10 & nenoys defect Secal had & very marked positve effect maintained for sevaral months,

ainough she has had a siight recumence of the problem recenthy

| am ong of the few practitiongrs in the UK who use eclensivaly the vast selection of new homaopathic. drugs
produced by Heel of Baden—Baden. West Germany. and | have found that many of these drugs have given
Wary Sncouraging results.

I have tound thal Nicola responded positively o thess. in particulls to Asscwlbe covla which 18 & drug
designed o ncrease the penpheral fiow The other remedy. normally used wo real patients sufering from
hypotansion (low blood pressure] & donsmiesy wiech cont@ing gold chioride, MHebdanoew (a good.
old-fashioned méo sedatve), aso Amcg and Conaliang (lily of the valley - often used o Teat weakness of
the hean muscle and pre—ansufficency). Nicota & a happy child, quite bhght and laily acthve afthough | think
that the nomeopathe treatment that she s geting should be regarded as fairly long-term. Should het
conQition changs | mighi havwe 0 do zome me-hnkng, bl = presant she seems 0 b maintarrg
resrmarkatiby weill,

Finally, | would stréss oncg more thal homeopathy @ @0 8xBCT SCence and reamment must be prescribed
inghadually. tharstore what s good for Micota may nol necessanly ba ndicaled . another case. Howewer, one
good old general remady lor /asHeSsNass o tantrams & Chamemdlly n Jx o § potency. This you can get
from youwr local heanh fopg snop For any Ofher homeopathet drugs | would songly advisa sesking
professional nalp gs athough gnedally speaksg homeopathic dugs e non-loxic & 8 possible N Caman
Cirgumgtances 1o administer an incomect drug or potency whach could do more harm than Cood

Pater Rayred BA PhD FRHS
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