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Well we haven’t spcken, but I wrote Lo you after your

Letter... .

Oh it was you that wrote the letter....!

ves, you mey ol semember wy name buft 1I7: sware cof

guess you heve some sgcrt of specific gquestions that you
wankt to f£fire at me

Whaich is fine....

Fow have taliugs been

“
L
O
®

o o o &

It’s the fourtn week....
Itfe falzly zecent, isn’t it.....?
The first week was very hard....wasn‘t it ?

but then you get used to the idea, don’t you....that
she’s gone or whatever...

Ye

n

o o o

Because it was a shock that she was Down’s Syndrome. ..

think when we wrole vou weren’t eware of that

1 AT M 3 250 6570 93 oy ot 0% D R R e 2 Ty 5 {=
oo - GL4 Hr Beamford talk to you sbout

ves. It was him that told us when we went back...

=
en S o @ o

We just thought it was water on the brain or whatever....

)

Yes. ..

...and that it had been caused by a virus or something...
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...that’s right...

.and when they said Down’s Syndrome it has sort of far
reaching consequences, doesn’t it...Down’s Syadrome, for
tre future and whatever...

. ..complete shock ..

c

¢ toet was a bit 0f a shock....

A setbhack, that was....

.YES ...
i3 ¥r Bamford menion <the future....l den’t SW WA th@w
y@@ know about the implications...whecher you know wh
wn.‘s Syndrome 18 OT...?

Not really....he just said "Would you like to go to
Guy’'s?"

you sort of femilizyr witla

you ¢o that in biclogy oz...

- [
@u: ®

fine. .. Ar
\?@MQSQmQSQOOFd

We did some...three of one particular one or something..

i tha: we iLnherit chromosomes

o« YOU inberit half from your mother znd helf 'rom your

And we zumbdber the clromosomes....this would be <ae
cnromoscmes in each cell. ...

S en < ~ PP i S I SR 2 W\GA D0 s m A
pair ¢ No 1l’s and & pels of No 274 and
.

a 2
neticaliy taey go down in size, and we numbes
chromosomes as a soxl: of intermatiozel code....

&
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e & 22 CITOmMSEOmes , She 23xwC
-gome 38 thet one zhat GUT BE¥K. &3

S
o de

yCa heve en X CATOMISONEe W you heve - om yous
wm and your dad wlll give you a v chromosome winiah
Cfgglms the genes....y’s only seem to metbtter....you

szd I dom’t get a v....[difficult to hear]

whelt should h@@p@ng h@ idea is thaet when yvou come €O
eggs and : scause LE you passed o your whole
romosones Lo & ghllc they would inhez b double

~T

Hmm

. which is, you kiow, Lwice as many &8 you

- ad

i

SSc¢ o o

is & splitting of chromosomes Delizs....pPessing one
ezch pair into your eggs Or Sperl...uhe idea is that

you make eggs you pass comne over one [difficult to

idee is that 23 ChromMoSOmes. .. ..
] end that’s how 13’8 supposad to

“ oo«

bue whet we RIowW
omogomes may sound 1
very @@M@li ed and it oftem goes wv@¢§<cog;@z
we know tha:i’s how preguencies begin.,... how
ion OCQUES....aNd how MiSCErriages oOcluy. ..a8 L.arge
ion of those chromosomes in SOCMEe WY . . . -

c

I
&%

In other words prcbhbleme with chromoscmes «re extzremely
conmon but we don’t know sbout them because ns:iure bas a
hakit of sorting out: it’s mistazkes...

Hmmm
Dow
Hmmm
whalt Lappens with JOcwn’g Syndrome 1.8 that %ezcohth@

=

you lost we know @ad Down'’g Symdirome -ecause we
chrome s0mes . . .

zhe ¢

%lﬁf &

3
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extrs chromcsome
47 nRATrOMOSOMESs . . .

it seemg to be tzat normal chromosSomes
ctly 46...1L8 you have Ctoo many, or
blemwe, and tahat extra chromoscme wag v
even before she was born...in Lhe sense
e been there in one particular sperm or one particular

ly everyboly produces aggs and
hromoscmes

sovolved L3 zon

oy, mest %

\eepiion

re

ol &

5o in other woxds tiere g nothing yeu could ave JORE. ..

.. L% was trere &t the very
Wing. . .end we Jon’c know why these thing

R...we dom’Z mow why 1t happensg...bu 5
heard 1t temds to de more COMIOD 10 WO
clder....t’e mcre common Lo women who &

YOUL TREY
as they
‘@ pregaant

e}

8
= o ¢ S e 2 ox < o R £ €3 &+ LIS LS AR
ce-led zamio tesis. . mainly because 13 tends
; = tulder® beilrg in

3

~ s AL ST

SCemmonl il
= ~ 9

.. oout we do koow that tie vast majority of Down s
Syndrome bzbies [not. possible to hear]

wa.s basically wkhat was wrong...r kad

CLTOMOSONE . o o o

Now the good thing is that we know this is the kind of
thing that tends not to reoccur to the same couple....

Righat....

L. e e . S - L. N ST B e 5 33 aqyes

Lok SChHer weIZes AT ¢ g Ome=-0LL «ve o s
¢ -

B /AA S W ET 2

ZCCLGENTC .. ¢ »
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o End it very seldom happens to the same couple. ..
725 mp:  ...twice...
“g B3 we koow that Dcwn's rome 1§ guite
soiem and therefcra we W ots aend Lot
ve Down’s 3ynézome Lar .and LE you
an

230 appens on tielr second, ird and f@urtk g_
V@:y very seldom £ind a couple whbo have this
twlce...in other words not en imhezi
can be comfuging boecause wn' & Syndrome I
geaxetic condition....

w35
Ip: Yes...
S Bulz mot eall genetic coanditions are imherited...it mey be
thet there’s something wroang with the gemes or (he
e CRTOMOSOMES o « « o
“z- Right...
o rericed. . . an
245
mo: Can we have problems with our chromoscmes though, before
o

250 .. ... [?] we had a miscarriage as well.

0 o ROW MEDY...0.8 vou -ust heve

AR
scerriage. ...

258 mo and then
<. with mie ere &9
250 mg ¢
o G ) four ends in misc
Cown’s SyndTQm@
re not RuOWnR. ...
end neving ha
mean Lo say” L8 csomething .
che reverse...it’e mot usual Lor us nhegk 2
chromosomeg f£or people who've hed a beby by whe: we call
the [not possible tc hear] beczuse we virtually ~ROW....
e
Z2: Ch right.
‘t's something thelt weat wrong very very @Q“
after conceptlon of just sefore...it’s aot liks
AN problem which is why we con’t usuaelly check the
chromosomes level....[not possible to hear]
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The inherited ones....they look different 3o they.

e hey do Look different....n’Lll just show vou &Lo
782 me rited ones. ..
This is...1it looks at Zirst glamece ae £ Cziz bhaby hes
TWD oo e
7285 ol

c

chere 1s
other worc
ppens Lo have

uk3©v>uz©n Down’s &

O

N

G2
3

Right. ..

L

End wheat can heapper ie =hat thet 14th chrozcsome that’s
stuck together can bve oze of Lhe othez

o)t
3% it om with one other 21 &and

\ by
D
<

fp: Oh right...

330 o .. .Chat is for surz2 the inherited Down’s Syaizcne,..

we koow

LlE . z a@ : Lae tnis
where EL@L@ & e cely seperes
COLOSOMES . » . W CaIl De & tely 1C0 per cent sure
that...
3.2 o

s ani; e e

o v G e [SROLY

.. Exom lodokiny at

38 fp: Huh-huh...

©9

There’s no way you caa tell...oecause L.f you hava an
chromogome there are several thimgs that can
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2’8 why e chroussome test ig so impo:z
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Yes.

Somebody said something about the creases in her hands or
something that we cidn’t understand.

i

ght....00 you kncw pecple with Down’s Syndzom:...?
No. ..

Syadrome. . . che woré Ygyndrome” just means & collection of
thincs togethex.

Syncrome becs 3 ! J0wWn who

D@@CQE & E@m@?”i &0 5> who poiszed oulb te
eople thet there a IQL of children aad :dults who
nad very similer facial £Leatures, of whorn bhad whet
3 then termed "m=ztel handicap®.....

=

Eadt bhe basicelly pol out theat they had wey
S3

features...and 1t used Lo be called Momgolignm...!
w aed aen uvnusual slant of the eyes rather lile
ongol pecple. ..

Richt. ..

u:LJS\’ &

- ok um@ we S G ¢
-@m©5©m@% thet we r@aliS@d that wes ean ¢ztual

eis for whaet he wis sayinggccphﬁ% al 3 thae thi.gs he was
calking ab@u@ have geparzte CRrOMOSOM2E . . . o

Right...

Azd whet Dz Bamford mey have talked sbout ig 2. at 1if you
Lock at the palms of your hends

Yes. ..

¥ost people heave crzeses like these ones
ITOSSWEYS . . «

rRight.

Wiat children with Down’s Syndrcm@ @gpe whalt we
gll & o valm. . .23 sther o & three
; waree one
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n other
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problems were =9 20 her aeart....that wea: ¢iae rook
cause of what wgzt
455 el
457
fp: Richt....
e Doeg that help.cos.

Ll Zp: Oh yes.

We were woncering iI we were incompatible or
something...you know...

- g thimk €ha! very ndtural o
ol ve Lad a ﬁﬁ@; Lh problems ths
c[difficult to hear]
- 7Ny
ok yeb
4

. mesl people w%o are young

h ne gproblems,

~r

23 2. There’s something else....if I have ancther bedby would
you recommend that I have an amniocentesis.

&g Baving said that it's unlikely to happen egain...the real
LEfdiculiy 18 we can nevar say Zor sure...
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e couvples whe ara
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you ere aot getlinmg L .a

&

&
ebou:z 19 weeks imto youz *r@gmaicy:

f you want to really know the resuits Zg to
... zhat’s obviously a major dravdack
gite late on in the preglancy...

s by

o Call

bt

[

8 theat S the woi
igi é&d you wented a i@ﬁmimctLOﬁ YOL COULG
shieve anc it’s obviously physically legs stresgful
Ehan the t@gt latex @mooeoth@ main disadvanfage is that
zisk is higher then the other come...it’s
.in other wozds it’s about 3 timas
why thers’s no recomnenced
they all zave Gtheir drewbacks
eg....1."8 & matter of weighing up ¢
hat’s most impozrie
Lmportant

P
(SN

s
[\



oy
o e
20t
S
P
I3
[NV
£

&

PN
‘\'\m[
Yo

e~

oo

T&

s

i

48]

5

in
i

[P

3

oo

m_n
\,“=

L e by teling....or do I think that I in 100 Is

Lly & bad zigk...in which case we’'ll wa't Zor the

-

when we're felzly sure things pate]
homm
iifs that kind of weighing-up business that vou'll seed
ta A5
[N Wi o 6 o

=
¢ o C Geaenids

people do <ilffer....tuere’s ot & rig‘
¢eseion...taey all. give you the same informs
whan they give you the risk.....some peogle
three or four miscarzizges T2y wall....otzer §e@gl@ w%@
heve hed & difficult time...like you pexhaps !
gnything to know sconer and will he

ER

it’s & very persongl decisicn...

Hmimm

cegpartments cffer speciel
oth e baby, oy people wk
nced 2t La@so wmlmcgoacﬁnd becaus

se rables with
Ften heve z physicel problem....like the heart,
brain

o
)
Ia)
fall

=
[}
]
O

tcings that can be Looked

the sort
the adve

< of ctha scan is 1L you can have
yos weat. . there’s o way cen caus
B f up something Liie heasi,

. . zhen you would have to have the amnioceniesis cone
because reallv....
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R everything 'ocked fine, loocked mosmeal, what would
rezlly reduce your risk of having a problel....oul it
woslém’'t get zid of it...

How do you mean...

i’ iete. ., . yQU Lockring for e...cthe
it @artg,ccuab”g nockt reslly v YOou

2 =,

bout 18 weeks ....that’s the only
ﬂagﬂooo

=hat

wi;@ D@n;fg
vsicel aporess
axy 18 actusl

o c o o

WL
ly born Lhat

&.4
5

e

it would redice your © Dut Lt woulds ‘s
Them. ..

h=t sf things you cazn 80.. vou wom’t
L with thizgs.... .0 you wal 2 &

.o that’s veny

Well King-
156 weeks, ..

co up for a scan at 12 weeks and then

tl’liS el
nelpful

sCammLI g
.
e

Thet’s because they'
DULELTESS. . . . SOME p@\

SN

T8, .. .1t may nol co o BTG you
rted a more sure (o . e

So do I just go to the GP and ask.....?

thing to do is as soom as you £ind you arc pregnz
to go to the CP to get the pregnancy conf:zmed, &wd

for the tests, and then your GP will refar vou eiiier

Ting’s or Suys....there’s 0o resl funcamental
‘@T@Qc@ in the tests you will be z gt

erenkt places

vge Ring's,

Eeoos o QVO'"RJ ve

NP g
en Wzl W ds
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2t the end of the deay...the bottom lime 3 ¢ toe
crest will be evailleble either here or &t Xing’s. ..
Right...
e matter wiere yoi go you will still cebt zzcess “o the

samne tests and the samne treatment...and if y.u were to
move to Nerthumberland or whatever...there’s al.
ceatre locally...

8 &

“f@@”@@ et
el cest. .

o

Ffew sgpecieal centreg becat & Lt’'s &
King’s being Lhe mein place,. .

S FRES T 4

. :
EITLD guste a comx Lo sone
local. e oo

CV8 is specialised znd much rerer test....it’s zuch less
Used. ... .0ut 1iE you decided you wanted Lo hev. that yeou
w014 be very welcoie

CX

11l errange this...ik’s a Ri@
hoack and La & im more deta
mo:re des will be more

Thenk you....

‘*/\‘!—‘if:\\ VS
gecually

when you gore
differe:s

55&@:3@ h@L@ DOW. o o . Wi
That’s right, yes....

LE 24 does weil that’s

o

chaag

bl
s

0
®
[

< o oo oo

Thank you....
I‘'m a bit worried about the future....

Yes, Hmmmm

“momiery A Aves
B oo JexC N Re AN @S
B T
v LC Teas S cae

realtn

1d why vou have a

LSO@VET , . .
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way vcu have to take it cn trust f£rom me
vew the tzuth.....you don’t Lheve ths
gitting at home. ..

And T see z ot of people have this happen as 2 firsi
time, and generally spesaking, £ you’ve actially had a
basry, you know you cen do 1it!

it doesm’t ssam to ake any difference. ...

LCEOT . o o

suppose if you were to anelyse that

people have ha
heving babies
I mean....?

CTpose
babies before only because they were
.t an older age group....CH VYOU KDOW

'\(v\iV wAn

Eut ﬁn@r@&@zxgay tke way the world is going, women are
1 babies later and later....

m

se of jobs ant mortgages more aund more Laople &re
fng babies after 25, so in@r@asimgly we may se& more
nore people having thelr £irst pregnancies

cosoe | Gifficult to hear ]
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Right...

Very COommon, Hut L1t's ot a

If you were to get 100 of vour sgchoclt L3 come Ln
You .4 £4nd there wasg an enormous number. ..

es...it’'s amazing how many people tcld me they have had
iscarriages...and when we lost the baby Deople came
crwara and :ald trey d had something similar.. we
oculdn’t believe.

5

WL S 1IN LR 8 oo O - Py .
e wight.,.. it dsn’t until y@t EBY o o <
pened te us... "thel people feel & say ...

Yes, Dbecause when you’re pregnant people don t 1like to
give you horror stories, do they.....!

el that’s right...end neither do you want She €0...1

LY when.

22’11 be someboly else.

We asked, dicn‘t we and my dad’s cousin had Down’s
Syndrome child.

Righ%....and heve you gol: brothers and sisiers...

216 your muum 28ve problems

Sre 1228 cne miscarriace before me...I'm the eldest...

dad’e cousin.... Dow @many
oo e . ?

22
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nreothners and sisters. ..

and sisters oz...?

Two sisters and one brother

@ S - & . o e s = Ty = 57 o) s A Soy Emenn
Ze hed twe sisters and a brother....and ome of . hen’s
ST T

Eis brother cculdn’c have children....

TL ORIOW WAV .o f

No. I don’'t know wihy...they adopted there’s...but ny
zunt’s got two children....

Chey well...?

So it’'s further back ip the family....

Tt was dad’s cousin ...his dad’s sister’s grandchild

End a lot of people in that generatiozn....vefoze
Mo tests came along...because of
a lot of people had lokts

c

common. o that gemerstion Lo

Onh wight....

G o e T e em

@)
s

your mem’ e

wm

£ 0 0 o o

Well she nzd one siscer that never had children.
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LEeve you ¢o

Ewl
[

Yes, three brothers. ...

&

i3 yvour mum have & Shy
No....
Beve your brothexs got

My eldest

2 - - -
twing. . .koys

And there’s Tony, he has a boy...

And youzr mum and daed....?

fine. ..

SOYOU. ..

c o
.
T e
L1XTTLE

LRCOmMEONn.

good. ...

there

enything e

No,

not really, it’s
Whe & we
putting
do that

usually o .8
these thincs down

like

=

1€

brother’s got two twins

3

cr gix

you wouLd fAS

sore Lnfcrmetiomn abouz Lhe &
future. .. .

e &

baby

VST

=

Vou’re nobt cousing, not celated ia

£

1.
any

the future,

el

@

|

WaY

o
dm e e

&

s
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the tests.

d

con

7 &

offer to write people
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CE2a

black and white,
20co..amd I

sex
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Lorouga your GR. ..

mp Ch yes...

k) yio Thank you....
o alk on the &,...t know L’g quite & 7
20 Sone
W 20 8 5
fiad when they get
WCTLLEB. o o .
Ry mp: Well yes....this hes taken all the excitement off now..
Ze He. YeS. ... L Ehi t’s b@'&u\@ dext time
around yoe won’e thizngs as
108G you woulé have

Were they elright wien you were in hospitel.... ?

mp:  Oh yes...couldn’t hzve been better. ..

,,\«-! hd
o Yes. ..
¢ Soud
& “p:  In fact cne of the worst things was actually
leeving...everyone was so nice in there....tc step
outside....
mp: Yes.,..when you get in the real world you don’t know how
S pecple are going to react...

fp: Most people have been very nice....but some
people....young people with babies...haven’t even
mentioned it...I suppose I might be the same _f 1t was
L1350 cnhe other way around. ...
z A thet mekes L& very YOU . o s«

It’s almost as if chey want to dismiss it....it’s like
.05 saying she wasn’t real....but she was a real
baby....and she was ours.

h
4ol

S She was part of your fam:oly, &3d siways wil. zs. (.
2l fo: I don’t think some people understand that....do
they...that we consider her as being our daughter....
But on the whole people have been really nice.
Ll G UL femily ... .yor fegl you heave

e o oo <
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Yes. Work have been good to me....I was on Ine list to
be made redundant....which I was pleased about at the

time...but when I lost the baby they saved my job...

;Iﬂ» =

L o o o

P
1,
3

A
E

So that’s really good....the worst thing would have been
to be at home 1in & stew about it...it was guite a while
before I went back.. .but to be with people all :he

time. ..

con‘t they....they don’c w2 sc ez
My mate came to see us in hospital....but it was
hard....he couldn’t see that I was sick, sort of thing...
They said the right things...but....

Mernn £ind it harxder -o speak to each other. . .

They kept telling me not to hurry back....but when I did

go back the boss started ranting and raving at me saying
I was letting them all down...

Ne)

I would have liked to have stayed with Sarah #s much as
anything...

I felt gquilty at leaving Sarah....you get to a point
where you think "Stuff all this, it isn’t important...."

...but after a while...you’ve got to go back....

Yy eagler a8 the «aeks have

%

things heve g¢ct gradual

A TR 757
SUE DYoo oo oo

=
a

n

I think so....sometimes.....

...1t hits you harder...you won’'t forget it...it
happened. ...you survive. ..

It just seems so unfair...I couldn’t believe it...I felt
really angry....and when I was going to work....I kept
saying "I shouldn’t be going to work... I should be
leaving....” But in the end you just get it into yourxr
head...this it’s the way it’s going to be now. ..

TR e =0 @  wome mols =
& 58§ ZLGNC. ..

Some cdays I don‘t feel too bad...but when she’s going to

21



e due...that’s goiag to be hard. ..

7 mg.  Yes. ..
We’re going to have time off then...
o Yes, ood time to be becarse
L LEC it’s geing CTLLOCQ

fp: We just learn to carry on....I'm glad at what we’ve done
today. ...

Itf‘s been a relief.

133}
<
5

T

T: We were just beginring to wonder what we were ¢oing to do
if we couldn’t have children.

30 o It wes Teally ! me ag you 4id, ovﬁf you’ d
cone Lo me befor yvou got pregn a@W can we
S anvihisg ra CeIINg...2% Zher L could
& youi. . .. £ you bed :
sOTT © gl . ooczmel life....wa o
L3l kel X 1S . . JMaybe one day we hoooo
Zp: In some ways Down’s Syndrome made it a real reason.

-

mpe  Yes..o..
238
D TE it nad nly been the water on the brain...and we were
n;nkingq‘n ‘ve rhed a nad cold.. and I'éd bled & little
2t du

A ring t“at ..and I'm a keen gardener...arnd I thought
wWas it bomethlng I picked up in the garden...?"

:/"‘A

e And all theose sort ¢f things....I was thninking -What have

T done wrong...?®
RS

S No, we I e ow the extra chromosome caused the
Droblen. . .without [difficult to hear]

Tp: So it could have been either of us, then...?

ik ’

: could hnave...it was probably there either Che egg cr
the sperm...end we Zon’t know....and ia a wey...there was
aothing you could neve dome about it...predbek.y all of
U - . LR OUT eggs and $perm. ... arry some gors Of

725 problem. . .

NG
N
[

SIS Lo
we fon’t

o
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s Do ex 1O o

Yes.
oW~ - = N AN R P sqeeR, T E s om = SESY PGS B 5
PG S 1021 dzop yos a exp.zin Lo you aboubt Lae

testsSoo .o

o) Right...

A R = =, o P E V=N £ o) s o pis T & o= =
L2460 C Erd you'rze very welcome Co i1f there’s axvilizng iz

. @
i |

the letter. ..

&

v
3

fo: Right...

JE—

>
EXN
(%31

Do you c¢o the testing yourself do you?

&= o
wmdudt

lelett B
42
s O IG5 & R
X atal - o U S, &
LS =08, who & Ly oL Gass

AN o do th ailtler.... that c#
Te Deavering away -
8.,..L00king down
..really clever 5@@£EOOOQ§® DO, o o 18 &

es .
@f %@amrﬁ“k ERING o o o o

Iz: I just wondered because you wrote the letter and
whatever. ..
- Lcel Leam < Ce do the
1285 ning “hings and osrganisging
\plé in the team ¢ do the
fo. It's amazing isn’t Llt.... ?
e »1r\

VN

o Taere are something like a o8

department so I’m j¢St part

{Di.scussion about whether Guy’s will close and what will
s nappen to the Department)

o

G Well I'm

Ay
moobc 6 6 o

8. o havre met you...and get begk iz

=

w
=
QD

fp: Thank you...

yos
N
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Do sttt down. Pm Dr Evans. [Pm sorry that [ kept you, I got caught om the
‘phone and couldm’t get away. I'm just looking for the letter that we had I think,
was it from your GP, asking if we could see you?

\_\‘/QS

Lowde

That’s right, from Dr C. Erm, and really, putting together the resilts of all that’s
nappened, how are things for you?

OK. I get good days and bad [fp: whispers].
Certain things, sort of, trigger memories and it comes back.
[ had to give up work last fiiday and, er..
Generally not bad (no). We had lots of calls from friends and family.

Because it’s still just & corile of rmonths.

>

RPN ey ] I
Alght. linzudisle]

€

bt

think from any farnilfes who have, found something, it all conzs 2s a great
stock and it tekes a long time.

Yeak and you, you get back to everyday life, you get back to normality 2t cerain times
_inaucible].

“rm, the reason for our suzgesting that we could see you fs to taix about what
happened (um). Erm, [ don’t knew if the results of tests that were cone have
been discussed with you, but also to talk about the future (yeah) and., erm, I don’t
km@\w how much you knew already, but in fact mothing that ’m going to talk
boit, I think, is anything ew or worrying for the future.

We just spoken to, erm.....

Ange.a.

Angelg at Kings (Fight), yech, the Harris Birthright{?] and she, sort cf like, toid us,
zrm, very skeichy obviously she doesn’t know, obvicusly as much as you. a0, but, erm,
some of the [inaudible]

Maybe, but...

I mean that’s what apparently made the blood results come back. Burt . said she just

—
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sGid it’s bad brain tissue disorder and that’s as far as it goes. It wouid be the best
result we could have but 2 decision we had to make.

Winat wouid help me s if [ could draw cut the family tree (year) u“,isi' ‘o know
whnere you and people are in the family. [t°s AP? (yes) And cinm [ put dowmn
your date of birth?

finzudible] "68.

Amnc, is it ST (ves, it is). Fight, and can I put down your date of 2ith?

And, the bapy that you lost - was that your Srst pregrancy? You’v: nat had any
miscarriages?

Ng, but we thought a year or two 2go [ may have nad 2 miscarrizge but then we
decided that perhaps I hadn’:. We’re not to0 sure.

17T fust ask for a few am S’s side of the family, Are you well you self?

Erm, [ mean apart from thirgs like asthma, which [’ve had from a cxild it, sort of,

comes and goes. E Erm, I've also had, erm, a hip - Pert wN] disease, which is, like,
a nip disorder. Erm, but ger erally - [ mean apart from that - ves. ['rs not ysually a

very sickly person.

OK. Axnd do you heve aroners gnd sisters?

I agve I brother who is oldes and 1 younger sisier.

An clder brother and a younger sister? (yean) And dac they heve zny family of
thefr own?

Erm, G had asthma as a child but has grown out of it. Erm, and N, w2l N is just Ni

Do they have children? (mc¢) And your parents, ere they alive? (ves) And are
tney both well?

Ves. Erm, [ mean there’s anly things like my mother’s mother fad crihritis badly
which mum has picked up.

She nad thrombosis.

Did she have thrombosis? (yeah) And other, sort of, like ilinesses . daz has had
nave been just, sort of, work -elated.

s more tainking about con dittons that could be inherted cr, or pecsed through.



Ta7

P

mpo Noo ['was the only one whe, sort of...
e Notring Ffurther on in the Jamily that vou are aware of7
mpo  Not that I'm aware of, no.

o Can I ask on A’s side of te family, are you well? [presumasiy repiies yes] D¢ you
have brothers and sisters?

iy

PR 1 brother.

o Amd dioes hie have any chitcren?
o Zrm, yes, 1.

o Hicw old s the child?

Hrm 4oisn’t she?

i

Cizcusses zge with mp:]

o2 And she’s well?

ol And she’s well, yeah,

o A your paremts, are chey both well?

Yeal, they’re fine. Erm, well....

Tty
ot

woo Tour, your, erm, naiural father is dead.
. iy wzturel father died at 47 in2t was through aicoholism [naudisie]

e s there anything you canm tel us, further on in the family, that you'~e awgre of?
oo Erm, my paternal grandmother, my French grandmother has Parkinscns disezse

8 A :nd‘ il@ you know wb@th@r vour 2 families are related im any weay, whether you
mrigh’ be distant relatives

o¥ At l=est I hope not [laughing]

Anc, 2urirg the pregrancy that you lost, now were things at tne start of toe
DIregr ancy?

B S Very strange. Zrm, the home test kits kept coming up msmv‘, (yes) anc the m,bmm
kits kept coming up negative. Erm, 3 in the end [ paid for a tlood 23t to heve the

3



un
(&}

n
wn

€3y

- @n
&G

)
Un

[N
S

e o
e

vy
1‘3

egnancy confirmed for once end for all. Then [ started to lose the T2hy at § weeks.

tm. tleecing. [ nad z scan end they said the baby was small for*ﬁe cztes but just put
it down L@ the fact thet ‘uay»a I"d ovuleted at the time, evm, and [ sicoped bleeding
znd everything. But [ had lots of little complaints like, I had inciges:ion which you
con’t usually get in the midcle of pregnancy. Erm, heacaches, [ had ots and lots of
neacaches. [ just generaliy cidn’t fesl.....

Yeak but at the time, erm.....

...... just put it down to, you know, this is the first pregrancy, you niever know what
io expect.

. At the time [ sort of workec for BT and [ was considering taking reaswdancy. I was

locking for anocther job, erm, so we’d just moved and we had all the c:ress of money
and everything as well, so, | mean, [ don’t know if that wouid piz any part of
headaches and stress and everyihing.

Uwoid comue om $o sgy prosaoly 11@&9 not directly. Towm, wher wes it that they
Frst thought chere mfght be somezing wrong?

We?l [ went for my 12 week scan and everything, they said everything /28 fine. The
W

y agam was [inaudible] wrich just rearranged my, erm, expectec cellvery cate (um
rurn) They put it down to o/ulating.

Was tinis at Farnborough

'_,rM, no that was actua:ly at Brom.ey, Masons i, the ans natel clinic. That was just
heck the dates (right). Eim..

You were under Mr E7?

wzs 2 the 20 week

=

VYeah. And the first we knew hat there was something wrong

That was at Farnborough wasr’t it.

That was at Farnborougi, and “hey said that there was something wreng with the foot.
And was that wiere you wernt tc Kings?

That was Kings [inaudibie]

And everything happened from tiere,

BN
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L ~d everything hadpened from there.

He cold us it couidn’t get worse. [t did.
Hasn't it about 2 weeks between the first scan . ...

g, we had the firs: scan and “hey said, we saw what’s it [7] and he s2id it was strenge
seczuse there wasn't any one thing that ne could szy ‘well yes, this o definitely this
or yes, this is defin’tely that” he said it was all toc.. because the trung v/zs tw

ches: was conceve, the venricles in the brain were (00 prominent. but not {um)
sericusiy sc. He just couldn’s seem to put bis finger on it,

isted . the

5 bl

7

The neel on 1 joot was starting io extend diagn’t it.
[+ didn’t, not on the first sca.

o

Not on the first scan no.
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1, and then they ook bisod i

‘:' 2t showed the zbnorrelity. And when we went szck the 50 wing wesk o
nlood tesis ocurselves, they said had you thought acout it And we’d ooviously
it a,bmt it. ifthe oamy was ore‘n camaged then, we wou.d ferminzie, out i it's
jus’_ ';Jr of Uraudible] we'll carry on with the pregnancy. And they SCEL. 1ed again end
“ound that things | L“ac got a ict worse. The second foo: was aciuelly ceformed, errm,
¢hie head was....

)

omething round the side of the head.
Something at the back of the brain was only half of what it shouid hzve been,
Strawberry shaped head.

~
S
Nie)

sesically the baby hadn’t grown from [inaudible
No. [ mean even at 20 odd vezks it siill only weighed 3/4ib, so it wac 5:: very smail.

Dot me results of some of ¢1e tests om <he baby. [ don’t krow I vo 1 went bac:
to the Harrls Birtheight Centre at Kingston and ¢hey calked tc you about them.

We went back t0 Farnborough and they’d lost the results there, We've mever been told

the ~esults.
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o vz got the reswits here and T can certainly talk threugn them wit: you. There’s
DOLUILE, eI, mew or very worrying from your report. And P4 ceriainly e very
napay te give a copy of this to you if you wanted it. Some famille: do and some
Tamilies dow’t.

fy: ’¢ like to see it.
o Zid you see the baby after”

o Yes ‘whnispering]

wre  Yes we've ga a photograph and we've got like a cot card and other £:is and pieces.
We weren’t going to initially were we? You alright? “We weren’t irltially, but we
thought it nelped 1o, sort of, ke grieve and everything.

mz. A5 [ say, this has been worrying A for quite a while, because | yewﬂ"g ur o i, bec cause
She didn’t know - it’s all beer nagging there, sort of brought it all to i1¢ fore

c;

ce Coming tod

wn.  Yegh
o Rbseliivied'a
s s airignt. m fust going ‘o rzach inte the corme [ know

,lia’, ~omefng up fust brings it all bzzk to the fore.

s Um, ves.

el Crenvs {presumabdly c: hands her a tissue]
mp:  'Cos the last couple of days it’s been, [ mean it’s always been nagging, 2l these sort
of things trigger if.

i , you know, it’s because | was supposed to give up work as well and this, sort
of, gces to [inaudible

L thin
5830419
~

@ ¢ tekes thme. Sometimes it willl ... 2 long thme, and it never goes gway.

T L JCTe I never goes away.

’J*,s

A T P EV N 2 Gt et e A S avele o

Tl D00 WO @VET EXDR Tat to sz fnal, oush wilz Trnes il JUCINENE JRCOIES
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g 21 casier ...
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Yezn, you accept it. You don’t forget it sut you accept it. At least [ 1ad che haby -
<hat helned.

Wz dow’t knmow way it haplened but the resulis of the dload test < 2t wes taxen
fromt the Dables chord showed ar abnormelicy im the baoy’s chromosomes. ©
Zon’t wmow if you’ve seem these kind of pictures before?

’"‘va’“e details of [inaudible]. But wsually there are a set of 4§ ~hromosomes

ight) In a set of chromeoscmes (right). And they’re <°‘Lr‘ every cell of the bedy -
f wy arry all the gemetic in‘ormation that @ person has (right). And our tests are
stiil very besic, all we cam .o s lock at ﬂrncam and c@mﬁ them up end make sure
shat most of the pattern is 2ormal. Lf there’s am x and y, i¢’s going tc be a boy,
and & girl would be xx for example (yzah). [n the tests on your Calby, m Just
wokiag gt the report that there were, erm9 they found that there vas & problem

with ome of the number 17°¢ (right). [ den’: knew if that nunber was mentioned?

Yer, (7 znd 175757

Kight, And what ¢hat mesns fs that onz of the chromosome L7°s, w ich ars toese
wair here, looked normal; but the other one in the pal-, anc there sre 2 becguss
one’s comte from mmuwm amd omes come from dad, (yezh) was zb:orrnal fn its
'; arance, particularly om the top part - up here (rignt). And wkat it seems tc
wzs theat there was both edditfonal material - additional chromocome material
- tre cause of which, the sou~ce of which, we still dom’t kmow (um hu). And that
250 2% =t of mumber 17 may have become broken off {rignt). Se, if you just sketeh
out fn & diggram, the chromosome mermally looks lilke this, it’s a, <inc of; large
Zc Tt es this stripey psfterm because you can tmmt it with cheryical staims -
cam you seze the stripe (yes)? 1t [us? iociked that part of it nad been . ost znd there
wes extra material in there.

7

So it nad lost some and gained some other.

L/’

That’s right. And one cause of thet, that we often thimk, is that maybs there’s
aeen g switeh rcund ﬁlm ﬁm chromosemes from sormewhere else, hat p‘,a:’t aof
nurnber 17 has beem switch2d cover to number 6, for example, and back again.
And that was the reason for testing your chromosemes tg see if there is amy

endency for that to happen (right) and both of your chromesomes wers entirely
r;@maﬂo So we’re really very happy that whatever did happen te the baby was
not one that was passed om by you, or {t’s mot, kimd of, inherited or gznetic in that
sense. It was to do with the genes and chromosomes but it wesn’t pessed on front
gither of you,

[ see. What's the likelihood «f it heppening ageir?

t’s vary small, P’ come bact to that (CK). What we don’t kxnow Is axactly what
che abnormality with the ¢ -omesome L7 fs in detail.
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Um hum. [ mean, [ know it’s quite a long time post, but [ mean, wei:ld you be able
t¢ find out from - on the stuiies on that chromosome - or is it....

N ot yet. . mean, our knev/iedge of chromcsomes is still relatively crude inm that

tnere are something like 70, 000 genes spread across all of the chrar zsomes. Each
ene s g different genetic Listruction (um). What we dor’t kmow ¢ all the genes
rumiber 17, for example. We know that, and this is mothing ¢c do with your
iy, but mumber 21 is invelved in Down’s syndremie, for examz = (km). Wihat
com’t know fs what nuwmoer 17 does. But alse, not only what hezpens iTa part
of 77 is lost, but we don’t <now wiere the other chromaoesone camne “or, mumher

Uh kuh. You can’t trace to where it, yeah, to the origin.

We can’t do those kinds of tests yet. (right) And the information zat you were
given &t the time fs that we know that in bables that have tr-ob.ems with
coromesome 17, i the areeg thet your baby had (wm kum), can hav: quite severe

orehn dameage (right) and tie medical condition is celled Lysence:haly[?]. We
dow’s kmoew for sure that your baby had that (ko) comditior, but really,

cihrgmesomme problems ke the omne that your baby m , do carry z nigh risk of
mermalities wmy. When cne does g scan, one can only L@@k at ¢ oSt obviels

wicside Tegtures.

I, Jz'fi wsical, vean.
7

Tnat’ gﬁf of & baby. One cannot say how the baby will be wher Tney’re bomn
‘hey will develop. But usually these things 2z essocfated with legr 8
: Lt,fsg and scime degree of mental handicap of & variable degrez. And I ¢hir
what would have ngppened if the pregnamcy had continued.

That's what, [ mean, Professcr N, he said that that was, that’s what come sack after

¢ results, it was 17. But he said because there were so many abncrmalities that
aa n’t all connect with each orher (unn) it may just, it might have been 5 or 4 different
vsical and mental things (v ght}, so [ mean .

Sz, the cther word for Lysercepha:y(?] is a cendition, nothing i 2o with your
naly, celled the Miller-Deelter{?] syndroms. Awnd we dom’™t, we cz’t say thet
your baby had that (um hwn) particular condition. But certeimly ‘hose habies
rave severe learning probleris. They dom’t have the physical abrcrmaiities but
they have g chromosome prodient in the regiom that your baby kac

But had quite a few physizal [inaudible].

Anc ! think the combination of the malpesition of the feet and part 7 of the way
thre 1ands were held, and the Cilatational opening of the vemtricals (ki) these gans
within the brain, suggested (hat the chromosome probiem was heviag an efffect
and it would have been very marked (right).

(878}
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Erm, would that also have somethirg to do with, I mecn, when the ba:y was actuall
born, the actual placenia broke up as well. Could that be connecied “owards

.....

’m guessing from what we know from the reports (km) and wiat vow’ve told me.

But I think that some of the warning signs were there eariier om, {2at this was a
nregnancy that was not going well,

Yeak, not going well at all.

And that’s why the baby ween’t growing at the right rate. Er, somz “amiiies hav

small bables; that’s just that. Bat [ think ¢he mumper of problems that were
added together and the fact that the placemta was not functsnirz well are all
signe that tnis chrornoseme prebem was & real ome (right), mct &, kind of;
cofmcidence; and it would hive meant very marked problers “or ¢ e baby (wm).

They did say last time they didn’t think she would survive {ull term wita the placenta
and because she’d stopped growing
Right. 1 dom’t....

WV
She g

put on literally, well, notaing. ...

IA
She ad z linaudible]

[ dion’t hiave all the, kinds of . ﬁgmcn“ ere for how the baby ¥as
ed aoout 300 grams ard I car’: say off hand what size £ ©

@

[hey showed, Andrea sh@w&@ us on the graph, sort of 2 points in a week and she
chowed us where it should have beer and where it was.

So the baby was......

Yeah, I mean, 2 crosses which were on top of each other, whereas they should have
been ¢ couple of inches apart in the graph; tney showed ys.

I can 2o through this report with you, i you like to.

7

So would it be possible to have a copy as well?
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I mean, not we want it 16 ever happen ogain, but just in case, oni them we can
actually, sort of, come forwcrd and say look, we had this

Linaudidle] (ves).

Arm P copy botih pages. he, the first is just a kimd of backgmn;nr 3 information
/um) and this was tests doze on the baby at Kings College Haspita. (um hum) (ch
right), after you ended the Iregmaicy.

Wes it when the baby was sent back to Kings? Oh right.

And it 3t just talzad about 1e resuits of the (“ﬁ] romeosome number 7. What the
Tmaings, erm, for the ‘ma@y were, wes that, erm, the baby weighed 300 grams, and

50 = you felt that was helf t1e size “he ‘w&w smml@ 1ave eerm.

Twas 21 weeks.

L T, thats ers the dotor was, who, whe did tns repor: felt “tat
sailer than one would expact (uar) ot that stage. Krm, skre actualy s»avs it’s less
tnan 20 weeks size rather than 21 or 22 weeks which youn should hav: bean at that
"wm Both of the “ect were gbnornzal and there were various medical words (o
funty end there’s <he medice] word wnich s talipes{?] (um).

srat was

Yegh, we've hecrd that one.

Ard regily wingt trat mears s tingl fhe feel, rather ther beizg polrled as i
S0 be, are very muich peinted twards (wm humy and turned i

Zeah. That’s what showed or the scarn wasm't it.

e u_g@:s n the band were held i ronal position, witk the fingers flexed

- that’s creased over (wm) ani the Frst fim gu overiapping the seconc. S, really,
this kind of. [demonstrating].

Yeah, it was all twisted as welil.

That’s right. (yeah) And ofter that cam result from abmormal braims or nervous
systems in the, e the baby, trat the hands and feet are not held prosery. That
the baby’s face looked mormel, but sometimes one can recognise in & baby’s face
a particular syndrome that e baby Jooks vmusual or d‘ﬁfﬁ"@remt i, and really
che redort them goss on to, ermn, st a2t the ather parts of of <he baby which were
arzezlly formed (G awm). bnd ...

Sometaing on the Zirgs meport thal, e, sometning 0 4o with o8 dowsl,
s, the bowel here appears normeny formed and alse wher he pevel Cevelaps
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it rotates (um hum), that ke stomacih comres to lie mere (yes) axd the owel iles
selaw i, and thet all seemicd to be happening normmaily.

zhout the chest becaus: they said chat that was concave.

Vi come on fo tails gbout “ie nervouws system aad the brain, but there are §e‘vm“a'
tinfimzgs chat one szes on & scam because the baby fs still formed, as it were, and, b
cduring ‘he process of deifve-ing the pregmamncy there zam be guite 2 ‘ot of Jza_L'nges
e num) that are ‘ncluded, wiich may not be reflecting of now the zalby was (um
num). And really all that Jhey found of the, the chest was that the lungs wers
Torming mormally and they’ve male ne comument abdout the caest wall.

Um. 'Cos I mean from the scan, with a - like @ cross section, and it wes, sort of, like,
,:'ike an ’]u ", you know, it was very, very concaved (um) round the cenire of the chest.

[ mean that’s what one of the ... pointed out, wasn’t it.

g &8 I sgy, tned’s mot mentioned specificaily fn the 2par =t out omay be that,
2, O Wewbheld wad’s come the renort, is used to seeing azmorme Cles either as
z of ¢he oregmancy xwy being delivered end, Lo fect, going ar to Zalk gbout

oreim, e, that as 2 rosult of, erm, the m‘@gm(amh\,y emcifng, 1’:1? 2 Drain tissuz

B8 ﬁu soften myway - ot its own (um hum). So, shie can’: sgy wi
¢ nappened before the bzby was delivered or as @ result ©
* (rigat). Sc tiere is mo detafl about the ndivi
k we znow fron I trasound scans, ke the ares ¢l
araibn scems that you do an adults, that it gives you no ides : s
ey within me) he actuz. fumction of the braim. But what she ¢oes comonenst
zgaln, is that the, the ventricals - tuese a;re the &ind of caves witlin “he rain that
maKs the br"a in fludd, were larger them they should have bzen, wh ch confirmed

"ﬁ:hmer the tes's

orek

e
1S,
Tha i A e . A s e £ ¢Ta T Ty i~ T Ta PO « kRS
S0 0210 TAere was Z2nsiner "J;.“i of the brain which she obviously couic st 52€, ‘I)‘,Lt(, i
a gt e menl i te o ’
W4S 4 LLE J2CK &0 It b@ a1 with 2 v,

= wes felif of the size that it should have been.

[sighing] You’ve gat, { thinl, kind of, twe opinfons (veah). You’ve got M N’
g@ﬁ"“mg a xind of second hand view through your tuwmmy, throigh the scan.

A A_d you’ve got Dr N, whe, erm, could only report on what ske sg .

Yech, physical.

:UMAM shie szid that it wes there, but i’s position may have ciamged (yes)
g the delivery process.
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They said it was there, they said it was just under-develsped, sort of, for how old the
baby was.

Soaen’t tafng Uve any dowsts, from what Pve read, that there wese serlous
probiems alresdy there. And taat; that - I don’t know whether or 2 ca1 say the
wf@g pancy would have miscerried iself. Semetimes chromeosome robiems cam
affect the heart or other vits. crgens that mean a baby would not survive through
the pregnency or gt deliverv, I think that whilst there’s mathing listed nere that
wou.l kave, ermn, meant that the haby could mot survive, [ “himk ¢ at chere was
2 very migh chamce chat t-e baly woud ave had bralr damzze Trom tals

almcrmality.

5

Yeah. [ mean you vouldn’t szy 10C%, it is about 80, 3C% chance?l

it’s difffcus to put figures o things (um). [ cam certainly give a copy of this o
you. | mean chere are sorme 1medical words in there, but I thing Pve zeen throngl
the, ind of (yezd) (um, veah, medical part. [ mean [ can alsc give you ¢rfs winfcln
e actually gc& through frot the laboratery that did it, and, and which is the
zsult of the nosomie tect ), for you end for your @« e, Ccmg ba’“
at | said is chat we loved ‘o see if wa could see €

(N L

v elitrer of you, aud i wask 't taere. So wnal we 2ssuime Ly
o 3 & e eg £g or the spernr, wien the clhmmr@sam\,s miir g from ywu
- O O ,. e

228 c2lls (yes), “nat this cha: ge Wa;,opem:ed ams we dam’t Know wiy ¢ DEDDErec.
. - . " ool N oofie R A 3 e DA S
Ang, U thing peopie lovk Twc.\ rC rack chefr brains &5 22 what “aey ms o dion’t
A

G0,

Yean, well we've been cll threugh thet haven'’t we.

™
5
i

£nd iF we kmew, we would tel you (xm). But there’s no pattern that we zmow of.

H
o
8

2
(:"

Could it be an external thing? rrom, sort of, something ‘nternz., you i.st

telal

CThere s mo set jpattern with any famufly that we xnow of. We have ‘amiiles who
grein y@Lvm frt, e, medicel radiation - whe are fnvolved in X-Rajy “/ss gl wwmd@r

glvout X-Rgys: who W@rd@r z.J0ut Ir andling chemicals or drugs or, ert, compug
screers and gl the ......Chere’s no pattern (um), becawvse for every | amw that we

se2 here, there are a Irnwm@ma Tamilies whe have dome sxactly tne sar = thing, end
othing has happemad.

Zecauce as I, as [ said earlier vvith my hip disease. [ mean up to the age of (2 or i3,
T would have a c ast I or 2 X-Fays a month, sort of like, 10 see the develcpment of my

1ips - for abos z 3 or 4 years.

The good ¢hing, you kmow, azout zoys is that sperm $hat ¢h

TIEK: hEs mewly

J—
N2



aeen migde snd redlaced (yezk), so ome wou “i really, kind of, think “nat wiatever
hid ~%;?’5J§ were given years az»; “he effect may Lh@,ve aifected so 2t tne chme,
575 wouwdn’t have a 1rf@ct5<:ﬂ the sperm now.

o The only thing [ can think is that [iraudible]. And the fact that in ear'y pregnancy i
smoxed [inauditlel.

584 ot Net that we ki oW of. We"y@ gat our cwn, kind of g comcerns g-out srmoking
"*11[ pimiz that, zrm, for wret you've, yor’ve gone througlh, it°s not
e pack smiokt mg at the moment.

S = Ng, I'm going to give up again.

o Decar’t wcad it against you and say that you must mot smoke. It’s gosociated with
some femilfes with smaller Dabies, but that wasn’t the cevse 1ere;, it was

w,,n

ST \, vLilL g_; \VAQK,(

Sve
[ r WP ) _—-
rFize I meon going back io ......
Lo
- S owEry, wey a nappsn agein
Lw e T S P T Te oo Al “ -~ n MEA N - - e ,; ~p -
- —ad | miscerried wrer ¢ alrealy started to miscarry, g have been ©one e wiser
// e 5 e o> o Sq ) . o T3 b o
wet's mgnt). Picked mysedf up and (th aJ: s right) then 2 months ater siaried zgain.
N 7 AS

F08 e Without ever kmewing ...
3 Without ever knowing about it
e And probably quite a number of miscarriages happem to lLots of people, of

ORD someching ke tinfs, that are =ither more severe, iff you ike, in the 2ffect on the
saly.

|8}

thougn, in seying tnat, they were teiking 2bout it the other day aad my cousin E‘ac

seby, erm, she had 1 baby, st en her second baby she went, they were d-ing the scars
L 4 months n, a0t 12 weeks, and she went and the taby had died. And someons
; hould have miscarried, it was 2 1 in g miliion, she shou'd nave
said thfay eedd to do 2 D&C 5WW“1I that ““a"“‘y wasn't g“*f g any Where,

‘ust Son’t miscar-y. Never know. She shou.d have miscarried, [ shouid

‘ni (D

[
w
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"o, S5 of rociners go through 2 pregnancy without amy probiz
just the one cr two wig have something which o &ei Is w
[’s more mgjor. And [ den’t knew wiy It should be.

- A ,'Y N
gt gll, and
vominors bt

Y

L

Ry

somnetimes it

'*:%";nf rorz the ¢zsts that we’ve dome it seems very umlikely that it should happen
gair, (um) And as you've cald, there’s... . f we’d not dome these t2s’s we’d never
rave known (um). There’s nothing else that we really needed to ¢, or need o
do for the Fature, exwp to say that we can’t sey that it deumnnefy won’t happen

agelr, but, gs muca for your peace of mind, is that we weuld offer to do these
tests ggain i you wamnted.

x

",,... /..('Y s ,AA‘,& ”‘"A‘ ﬁ<
- wzs woid zhout he CPS test s thar

1 Kimgs?

T ST, et

wiien yow’re reaqy youwrselves, there’s ne part culer advice
‘het we wamﬂd 0 you, “hat....you kmow, we're 93% happy ¢rat tofs thing
wor’t heppen ?gamo 'Bmlﬁ that if you're concermed, and for your peace of mind,
chrergh Kings we would offer to do tests if we cam, but the only thing "Lf\a" one

e

s o consider ‘s which tests are more usefu! and more important and witich tests

W there ony; sort of, particular tests that would be used to identify 5o ecific things.
That cre going i Le more, ervy, not dangerous, but more, sort of like, zvm, [ suppcse
gargerous - iikely io cause a irviscarriage.

N

As T say, A-"‘f"*';ﬁmg frert our tests has shown eny regl imcreszs: in sk or

ez mext Hme. There are g, a ba-’;ﬁ:@ry of tests ¢hat aif muwms go ¢ rough w"mnw

200K 21004 cests gnd so forth; but the omy thimg that ome would sugges

cong fs that the zaby’s chromosomes, if you wanted ¢o have che MaLy’"
e

cnromigsome cluecked ermy, eariier on in @ pregrancy than haplenes Lest time.

T coulan’t go to 20 weeks agair and find out - 1 couldn’t do it. ! couldn' go through
it ggain, I really couldn’s.

That ¢xe chofces rum belween having & scam, sut the scan fs nat very recise early
7. Some rrotiness have smugller badies m 9 out of 10 *‘»‘ﬁmms it°s Tust 2 smatl
The md\m tages of scans, thicugh, is that hey’re very
25y, “hey’re very safe. The choice of ‘ests ¢o nave, erm, to chec;. ‘e baby’s
~aromosomes directly s to t2<e a saraple from the pregrancy. e (st gl you

Eoa
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ed ~an omnly be dome guite late on in the pregmancy wher ths baby is big emough
<g czse 2 samepie from the Laby’s cord. Tre other Z 'f:@@"g ?”‘f therz areg ome of

“d\, o

s

ST T

fvinr t3sts Is calied emniocentzsis, and the other test is calied he &,\ 5 "@s\ s Woicn
‘s woat was mentioned to you at Xings. [ can tell you a hn*;f:m
wiic: have adventeges ard disacvantgges. Tae ammiocentiesis te 1’: s ome f
mothers have heard about and that’s the test trat’s ustaily of zred to cida:
ers to check for Down’s syndrome, to check the chirom 2somes, particugrly

nurzyer 21, That test is ususily done around 14, 18 weeks ints the pr ZERENCY £ ol

involves ta Jmmg g semple of Tuld from around the baby. @m aes to walt Tor trns

(R

-~ N

cells <hat float in thet Fuld o grow in 2 laboratory and S-at car take 2 2 3
Wees f.‘ give 2 result.

7

So vou're still locking at, sor of, IS or 20 weeks.

S el T b T D gl aa
Sg ycw’re rounda L7 to L3 wicks; yes.

Sa o= aranfeceniesis nas 2 disadvantage that it’s & late resmt um) it's a long iz
0 weit for chat resalit. Amd if there were (0 be problems, you’re Lo

S J e

:’<1

]C“’.L

7

S5 yo. have to go throvgh e whole thing again, going inrcugh :abot..

It mzans gofng tnrough g lahour to have the pregnancy. "Ths CVS t2st end I ez
give you a leaflet on these tcsts, has the advamtege that it°s dome earliier in fze
crancy. ¢ can be done round abowut LD or 11 weeks and i should zive @ resuit
gzcut 2 weeks fromn the thne that the test fs diome, so you shouic E*me & res il
sz sime you're 13 weeks, wrich s stiil early emough i ¢
end foe pregnancy with you zsleep

Righe. But there’s more risy with that is thers?

The?s right, So it has the acventage that s an earlier test. The ¢l ﬁavm g%
~u, of botir the tests fs “rat “hey both khave a risk of miscarrie=2, For cne
ceentests tast it’s probelly less than & 1% chamce, by thet [ mee: ¢hat of AOG
ers wheo have the test come, 99 have me problem from it. .Eam W2 gre
"“@ucerm@dlg however cerefully the test is di@mg I mother migzt lose bz pregnancy
shrough that test. And ome Zmz‘alg to, kind of, think abowt what ¢1e chances of
findizz & problem are versus *he risks of miscarriage. Anc what we wouid never

want ‘s Tor you to lese whe: wouid heve beem a mormel Tregnearzy, througl
izavizg e test dome, The CVS ‘est is diome egrlier; prosably, cror, part of the risk
there ‘s that; because youw’re sariier, some pregnancies would misce -y myww Vs
¢ early stege. Erm, but the risk of miscarriage is about 2% or 3%, so il s
sifgnty migher tham the ammizcemtes’s risk.
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‘Whet about blood tests that tliey znnounced in the news last year.

Jm. Tihere s z lot of interrst in bisod tests and im scams. F T, Kings have got
g prcfect going that scams the baby, looking particularly at t-2 sides af the mf ¥’s

neck zand the thickness of skim znd fuid round the neclk, as g, <ind of, marke= or
indiczior of whether there miight be a problem. The diffice:ty abolt those tesss,
L g LSS, Tor you, is that thos: tests gre really directed towards y@‘w s symdroms
¢§ oh) particuiar condition: (m), and problems with mumz2= 21, 4Lnad we couid
mgke ne promise tnat dofng tine tests would ......

o W2lld cover this kind of aroblem.

P

0 1t Zefinitely wouldn’t have Downs, but it wouldn’t cover arything e.ce.

1%

Thet's right.

[ had 2 Tinaudibie] test and they told me it definitely didn’t have that, tut didr’t taxe
zccount of what she did have.

And, it doesn’t gfw you & ‘ves’ or ‘ne’ amswer.
2 o opess Ahely

Yo

Jm. Thet’s the Siood test they were talking about lest year (yas,. Yesa,

. And that, erm, 1t might chengs your »isk from & iz 60, 22
Ir 1,000 ’”mt really, .?ym wemted to Know (dl@uh[lﬁfi@ﬂy;
LIS dlj;m‘\» Nt \,\sw]—y o - : @ 1 wog; ?‘LL’MCW

fﬁa icile

But you have te weigl...pr? i your mind as well, that :f you Zeve no test, If you
Leve 10 test, there’s & 99% chance that this will haumpx,m anyway. «m) [ mean
that’s difficult (T... ..

U‘:

But [ would never be happy whetner the iests come out negative or ois2rwise, uniil
ctually holding our baby in r1y arms, 5o....to know that it’s 100%. [ can’t accept,
I meax I know medical science and everything, but still 1ill it’s aciually ‘aying there.

You see the tests, I mean, I can only, well - it’s down tc A really, to maxe.. .

8

.9

s 2 norrinie decision to have 0 TmaKe

You con’t kave <o cecide an ~hing no).

No, I xnow, but - I don’t know, you just think - it was a . in a million ~hance and ©
aeppered to De this time, whatever. | know that’s not Hmudibﬁ: sz ina mum

chance that [ had developed an infection after the baby wes born 2ad 1 had 1o go back

i)
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cond D&C end, er, thaiwas 2 © in & million es well, 32 vy luck 2t the moment
T fe:tfs eri.. ..

"The T iz a miidcn, I meszmn, 1, v, these cromrosomes are Comrniner cham hat
(yeah) and if you’ve bzem thn mgh scmething iike, erm, the celivery, vou are maore
arene to infection. But, ermi...

t *';SE seemed tit‘.audﬁ“ﬁ 1, fimst the baby (wm) then having t© go Seck, then they
couwicn’t find the report and - just one thing after another, it was just..

I ' mecn since the baby, this Is the first time we’ve actucily had anyone it down with
the report, and teil us omf"m,u what's going on. [t’s been [ost so many itines and then
been reis yw, by receptionists or vihaiever.

et mie ge and ccoy et fov you (wm hum). Pmo fust golng to regc: dehind you

‘righi) to gzve you something. This is & [eaflet that’s been producs: here, winich

taiks about the CVS test. ['ll go and find omne abowt ammniozent - we’'ve run
cut here a¢ the moment (right), and Il come back to you with thess 1 & moment.

L

That’s great, thank vou very 1uch
rcom. He is gone for eporoximately 2 1/2 minutes znd there z3oears 10 be no
2t ell petwsen fp: and mo:]

s ‘g & leafiiet ¢ the ammnic wentesis test (thank you). IS, it really st goes aver

£t 3f what Pve talked abcut end some other things.

n

o

o YT e T i ween P gl Gyt o
mens —ow? We've, erm, we've siarted crying for . $0 when

oyt e

. contact Kings, do L.

P 2 Kings, legve it with you

Angela szid, 'phone me waen you're pregnan: and we’l! sort it our.

And ve’ll take it from there.

Rﬁg' t. QK. ]Erw "W@§ﬁ[y Et qﬂep@mds om witat yomsdi Bﬁke ’;@ d@c EK"FES H ithimk 2s

p:’ew:ﬁ@r ttesﬁg - they’re wsue l‘y very reﬂna[b

‘Y“an,, .wy were th's time. [ mezan they kept coming up “yes’, the hosniz’ kept coming
up 'no’, I didn’t know what wes going on.

Kignt, Erm, Kings set-up may vary, but, we heve ¢ rather taralie cystem heres
i thet we ke rothers to get 2, &, & scan to confirmn ¢he oo gzzdr::ﬁf alsc to date

thern beflore they come to zetuely have any test done (ve:) 52, - don’t Know
wiether Kings weuld see you. stralght eway, or f taey’d am Bromiey tc ax
2 dating scan for you. Anc cither you or your GF can 4 trnat {righ:h.

17
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for you 2 deckde wlkich test you wamt. Sron, 2md Sronl woagl you were
S mnk \fcm re favouring 1Lm<: CVS test, which Kings cex Zo for you (right).
£ond ":Eru@;y will efther semd 1 sample (o us, or (¢ ancther laboratory. L"‘my they
vary as to which [eboratory timey use (Right. Ch, OK). But you con’t meed to
ngve z directly specific comta ot with us or myself, We're here as g, k 1d of, advice
z.xd Drformetion - and what can do is Il write to you, puttizg inte 2 letter w[ &t
we've ta'lked about (right), but l=ave it up to you (wm fuwm). >ut if vou'd like to
corne back, either when you are pregmant or to talk about tests, ther we’d b@ very
napry to see you (right). But I think as Kings have offered ¢ see you, then you
shozid really comtact them.

Sc we just contzct them cirec. (yealn), don’t need to go via the CZ or. ...

Nt 17 they’re kappy about that. {right) Strictly speaking it°s mize (¢ let your GP
kmow,

Well the thing is, we're right, we’ve ‘ust moved, so I've got t¢ change 53s which is
z real cain because our OF weas wonderful about all of this 2nd it's nice to know hat.. ..

TN TS allime vree
D Ccllins, yeah.

t’s
st gc in 5@ s2y “T m m‘egmm aud not have 3xp,,ain,m

u<
%)
.
o

3
o

S Tarmmmyay fine g o . I o AEA e e L4 e
noE Kmow the neme of your rew CGF or did you give o
el T hauer’s memial e Dip OV ie i im Beckenham
well, haven’s ~egistered yet. it's Dr C VY, is it, in Beckenham.

Lomean if you'd ke to, kind of; call uws sometime, I can easily send vour papers
om te {righ:) that coctor.

Right, OK. Well [ think I’ll, cort of, register, erm, I need tc regisier wiin her first.
J've got to go down there apperently, and do it n person.

Wihigt PII do is, Pl write to vou and I - in my letter i°l tzlic all about what
we’ve discussed znd really that’s the same s & doctor’s letter (um hem) and you
could say Pve been to Guys, and that’s what they said - [ could e offered these
“esfs.

Righs, 2nd co it *hat way. Tral's probably pest

Tinfs fs the, the resor: that [ talked abowt. Again, er; yor’re very welcome -0 have

oo
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it but iF there’s anything that, that is in there that you don™ unders:and, niegs:
> veck i touch (Thank you, yeah). Ermz, [ think semetimes reedir z it througs

o Coes seem very stark ) Erm, about tae Daby neing [inaudible

~ . -

Sc basiczily, just ‘¢ summaerise, there was nothing wror
indicaie tba‘;m WE COULC have cadsed. ... {trnat’s rigat)., ‘What went wr
scmetaing - one of those things. inzudibie]

TR “n
Wil US o

ng was just

(SRR +

Thaat’s basically rzally what, exm - sort of, put our minds at rest.

Tnzicible] A lot to think abcut fum) < YOU VETY TRUCH

You're welcome. As I say, Ul be i touch. (rghr) Ands erm sither I can write
0 YOUr mew GIP emce yow’ve ~egistered, or just taike these. Theat is g long...

CX, that’s lovely. Creat.

Thones very mucq for your tin.z.

T m2's mat outside I°d fust zo

A Y’ Mg mmt o ca v Te o E M e
rignt, OK. Taugning] Sscep: wiie we still canl Taenks very much

Thark you very much.

O
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