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why is a transplant
necessary’?

tomporary measwo beloee 0
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at what age do we
consider a transplantr?




where does
the transplant Ridney
come from?
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A Kdney may ba donated by a tamily mambet
Thin i wnown 85 o living reiated donor
ransolant. For chuldren thin usually means o
mothot Of father Or oxcaplionally mnother
relatve, Bolore deodng 10 g0 Ahead many
1ests o pedormed ower soeveral months 10
make sure the paront 15 hoalthy and a kianey
s suttable If going aheoad transplant surgeans
require & OColnded physicad and sooal
pssesament as there ars many issues o
cOnSiooT,

Tho altematve s that the child rocowves a
pansplant from a person who has ded In an
IMONSve Care untt and whore the relatves have
agreed 10 donale the kidneys Ths type of
panasiant s Known as & decoased onor angy
transplant

Whore famdles opt for 8 deceased donor
transplant or @ fiving donot 18 not possiio thon
the chid's name is added %0 the national
transplant walting list



what assessment

is necessary’?

Puicomaon! e transplant waiting list
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yout ehild's questions and
fears aro 1a%od Abowt! 4y well 88 your own

The social worker wil alsc meel with Mo
family 10 GISCUSE IMportant ssues and one
CONCOMS which Can Do Niped Dy Sacusson anc
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You wi also meot wah tha transplant

co-ordinator 10 8 A Koy porson
within the transpian! unt and
hashe wil make all the
NOCOSSArY arangiments oe
placoment on tha Aationi
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how are kidneys matcehed
Jor transplantation?

. g

o Do olleded & Widnoy your d has o be o a
pirdar blood group 0 e donol. Wo &80 am
I match e tissue typo JONOHC Mmake up)
Of Ihe GONOr and your ciig e recosent), The

leve! of antibodies n your child s blood s also
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what are antibodies?

We f have anbboden in our Dlood which can
fR0C] AQaINST Certain oolls or RssLe types I yout
Cchild has had pravious ransfusions OfF 4 DEowous
transplant thon the ey of antibodes in the
biood may Do high. A high fevel of andbodws
means iat 1 may e nger 10 match a sutable
Nangy

living related donor transplant

One of the major advantages of & iving related
donoe trnnsplant (LRD) from a parent 12 & child s
Mt the operaton can be planned for a cortvn
day ang trme, The ong term results o LRD are
also Dottor than Cecsased donor transpiants
The parent wiél be 0 another theatre 50
- it Once the kidney 18 removed & can
t \\

be places straight nto thesr chikd

The operation will be

w : posiponad # the

)} chid of parent are
rwedl




if i don't have an LRD
when will the transplant
happen?

Thote is a large wamng kst Mo Kaney ransolants

which s held on 4 nabonal compuler basad n

Bosiol This 0oes not lunchion on & St come first

sovved Dasia DUT 15 a way of gliowing & putabio

e \ matched kicingy 1o be found. Whon

— 53 ;’;',,.»"' \@:‘\'vs, the match batwosn o donor

Gtp A iney andt your chida's Tissuo
type o sufladle then ho'/she
may be offered the Woney o

any tme  However, sometimas
) ho watt can De quta long

deceased donor
transplant

You will bo contactod by a4 meambder of the renal
toam # o sustable oney bocomes avalabie Truy
may happan day or sght 50 you will be askod to
loave o contact number / you are away from
home. Pagers can bo proviced @ nacesary but &
would help # you have o mobde phone and other
Molophone numbors 40 CONACE YOU

Tha oporation can ooly Qo ahead ¥ your chitd is
wod and not suflgring from coids and other
infections. You wil be asked %0 come 1o the
hosptal as s00N ay Possdio as there are losts 1O
be cone Defore & s finaly agreed o the
OPOVATION 10 Proceed






what does the
transplant operation involve?

r posilive crosamaltch




where is the
Ridney placed?
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QOING 0 e 18 and 40 10 o rODME with
e urelor loadirsg 10 1he bacd: Tho chid o own
CNSYS, WHCh are doop In the Dack, are ony

removed i thoy are causing problams

Bolome the ranspiant Courason

SIans ang wihwe your
chig ) 8O0
(Anaesinebsed) o
DS S Dt 1IN0 &
wree ven in the
NECk 1O mMeasure
I pressure In the
VOIS ans atow us 1o
gve lots of flult quickly

Drains are placad near

ihe ansplam g a

ube (Catheter) & also

placed nlo the bladcer o
accurately measure the unine butput

The
easons for all theso ubos will bDe
Oxplaindd 10 you and your chiki bedore the
ranspiant happoens. If your child is vory womed
about Wwbes and needios then we might ask the
chrcal psychologist 1o help s propare your
child. Some chidren also have a nasogasing
1D placead doan the nose 10 halp us 10 dran
flud off e stomach until the bowels are again
working




what bhappens
after the operation?

Your child will bo closely montored for the first
fow days in b high dependency area ! ol
goos well he'she wii soon be able %0 drink and
eatl normally, Any discomion afer the operation
will bo controlied by an infusion of pain killers

The crain from around the kidney will usually be
removed after two 10 thrae days but the cathatars
Nt the bindder may stay in place for five to
saven days. If there are signs that the uanay is
NOt working than a specisl scan may have to ba
artangoed. For most people the transplant stans
workng immedately.  Sometmes transplants
lake some time 10 work properly and dialyss
may be needed in the moantime. This does not
mean the tansplat has failedt as it can
SOomabmes take o fow days or aven woeoks for
ihe transplant 10 ‘wake -up’. This can be a ditoult
and worrying time and ol mombors of the renal
team will keep you closely informed of progress
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bhow long
will my child be
in hospital?
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going bhome
after the transplant

Badore YOU AIrg aNowod Nomao Yoo will have soms
further lepchng S0 Mial o MY Cany on

monkanng your child's progiess Al home

You may Do aakod 10 record blood pressure
ONG Wth Ko00NG an £y0 0N e fud intake
and curront drug reatment. Regular
visite 10 the hospital will be
necessary dunng the first fow '
months (twice & week ingially, then 7
at lsast weekly) o that your chiki's
DIOOd can be testad rogularly as one of
Ihe most impoctant Signs of reecton 1o o
NS 0 the creatinme lavel

what drugs arve used
after a

transplant?

Powertul drugs known as
Immunosuppressants o provent reection
are given n big doses ot first and then gradually
reduced with timeo

Such  drugs  include  tacrolimus ‘, |
(Prograf).  azathioprine  (Imuran), -
mycophonylate mofetil (Colcopt) and
prednisolone (steroids) Many units use a
combination of three mmunosuppressant drugs.
Occassionally addtonal drugs are used, such as
Basiliximab o« Daclizumab wiich are given
by intravenous injection. The steroxss used ane
COMCOsIMOIcs and not the anabolc stercids
abused by sorne athiotes,
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You should bo aware thal mmunosupprossant
drugs are taken for as long as e
fransplart idney functons It & importard
that mmuncsuppressve drugs are -NEVER
missed 400 a0 hon ms prescribed. 1! drug
dOsos are messed thon reecton and damage to
e kdney can ocour at any hme

Contact the ronal unit 1or advice # your child has
diarrhoea Or vomaing, of I you have any womaes

OTHER DRUGS

Nifedipine Atenclol in¢ Enalapril w0
antihypertensive orugn They e used
because there may be an incroase n blood
prossuro aftor transplantation

Aspirin s usunlly given for 8 - B waoks

foliowing transplantation 10 prevent Srombus
(clot) formasion

Co-trimoxazole (Soptnin) an antiblotic
used 10 help prevent Infochions In transplan
pationts. Septrin is usualy gven for the hest ©
months  ofter  transpiantation when patients
receive high doso IMMUNCSUPHIGSSVG drugs

TRIALS

We are cutrently trying % discover the BEST
combination of drugs 10 use aftor ranapiantabon
10 minkmise rejacton and reduce side effects.
Many units are participating in inlemational
studies of wansplant orugs in chidren and you
may be asked 10 jon. We will ansure that full
information s given 10 you,



what is rejection?

"*—' Rejcton i the term used o
\J R -v%_j an attack on the Kidney by tho
*? "\ \ *1 body's oan defunces. Signs
o\ )\ may nciude lever, reduced
Q\' - ‘ NN OUIDUL, NONOIIMesSs Over

= -
,_ .'j' { the Kdmnoy, tase o bood

' prossure and foolng genornly

UrTwel  HOowee many THmes

N

WO suspect (nechon
bocause of & tiae 1 e Dlotd crastining ovel It
rojoction i suapodiod thon A bilopsy of the
franapiant cingy may Oe neecod Hewedhon &
Usually treatable with inomossed slanods
Occagsionally othar Iong orm changes are made
10 YOUr CRRS S ATETIMINOSUPIF OSSANS

how is a biopsy performed?

The Diopsy Wit be axpinined 20 you and your
chid. Using sedation (medicng 10 mako
your chilg sleep), a needie = placed nto the
Kidnoy altor an ultrasound scan has
been porfonmed. The tssue obianed
Can DO axamuned undr the MICIOSCODO
and can reveal what 1a gong on within
the kidney. This may be important
information in the choico of treatmont

bhow long will the transplanted
kidney last’?

Unfortunately kidney transplants ¢do not last
forover, Howaver, some patients have had thes
transplants for over twenty yoars. i 18 possble 1o
colum 10 Galysis if the ndney fnds 10 awatt a
further transplant

1“*



is there a special diet

transplantation?

after

Woight

gain

o A hoalthy eating

diet »

because
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physical changes after
transplantation

removal of dialysis catheters
after transplantation
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emotional well being

For the chilg this may nvolve coming 10 18rms
Wit Chanoes in DOy IMAage as wos as changes
n what they o ablo %0 g Evon though most
changas will be for the better, they e s&i
Chanpos and the chisd may e more emobonal
ring e time of adiusimeant They may have

OINa fACHONS SUCH As Dad dreams Or changes



0 behaviour. If these pormst it may be heloful to
ask for some hoip trom thin poychologat or social
workot, Young poopio cun talk contidentially %o &
youth wonaer

Adults 300 have a perod of agustmant. Having
goared thamseives up for transpiant and ooped
with ad that entaild, they are ofen oxhaustod and
s ing any addmicosl probicens feull o copa
with. They may also be prone 10 infectionn
Parorts who have been kidney donors may
RXPENeNce low Moodds aftar tho indial sxciomont
of the ranspéam

Brothers and sisters have Also been through o
traumanc time and nead some addtonal care,
They have had tO tolerate some time wahout
thew parents and have had 10 deal weh women
about thow sibling. Thoy may iiso feel a bt lof
OUt a5 ther brothar o sistar has had increased
Mtontion.

In general most problems can be helpec by
talking 80 4 any of your faméy expenence
dfficuities 00 Consult the social workers O
psychologist. if the kidney has come from a close
reiative (Morly 1o be a parent) then emotions may
run high at dmes. Thare could ba an extencoed
ume of rocovery givon that two mombers of the
tamity have had cpeorabons, This can put a sirain
on the paront who is well and looking after
OVOryone olse

Tmmoddmnmymmmm
WNHMMMWW-
is fealing womed or fod up BbOUS something,
mmumm»mwm¢
It b unbkely that you will notice any atfects
MMRanMmu
kidney
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e

Mombors of the renal toam are always
avasabe 10 gve you agwwe and
support after the transpiant It 2.

the fransplant 15 successiul (,."“
[

with Limo 1heco will DO & g

ROUCec contact with the unit

compawd W0 thw davs —-

when your child was on g -
iyses —

Many recpient lamibos wish 20 send a

Witer of thanka 20 the conor family which =
aiwnys weoll recaves Thes may De wntlen any
ume afler the transplant operation. Tho lettet
USLARy expreésses sympathy, thanks and a braf
description of the chik! pre angd post-ransplant
Fest names may bo used but the leffers should
eman anonymous wih NO sumames or
adresses. The tansplamt Co-ordnator wil
arTanpe  posiapd and shahoe or other leam
mambers are aways wiing 10 help you wiee
SUCh a ohiar



are my child's activities
restricted after a transplant?

swimming
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common qguestions

1. Can we travel or go on holiday when
we are on the transplant list?

YES. howovor hobdays abrond are  not
reocommendad. I you are mom han 4 hows
traveliing aowiry from the unt your ohild will need 10

Do Sermporanly susponcod from tho nabonal &

2. After the transplant, how far can we
go away on holiday?

i the transpiant goes woll, then after about throe
months a holday anywhere in the UK could be
plannad. However, it will depend upon how
froquont your ciwid needs 10 be checked and
whether wo can make ocal arrangements for

dederred for 6 months 1o & year after the transplant
undl it s cortann overything is going well with the
vransplant

3. Should seat belts be worn in the car?
Although the lap portion of the seat belt may press

Any infection after a trunsplant can be a problem
&3 the Immunosupprossive medicines noeded 1o



Another viris that can cause liness Tollowing
transplant in colled cytomegaloweus (CMV for
short). Thes is & vwus whech Causes & mild Siu-ise
doess usually but can be a moe SONOUS
nlecton 1or DoopM 0N IMMUNOSURDrasSant
drugs. Both your child and the kdnoy iee tooted
for CMV tefary transpland. If your chiad has never
had CMV (Lo CMY negative) and recaives a
CMY posttive Kidnay, tharg i & possibisy that
ha'sho wil dovelop CMV. ¥ your child s CMV
positive, this s kess ikely 10 ocour bul may still 6o
50, Anothar virus thal Can caund Conoem o
EBY which s the weus that can cause
glandular fover. In e cases e virus can
causa a condson caled PTLD (Post Transpiant
Lymphoprofiferative  Disorder)  where  the
IMMUNOSUPHIoSSants nead 10 Do reduced and
othes treatment required

6. What about drugs prescribed
elsewhere after a transplant?

There are Somo anddotcs and  othor
medications which can intornct with transpiant



10, Can my child have children in the
future after the kidnoy transplant?

i the ransplant & working well and your chiks
enlers adulthood with good hoalth and good
Kidnoy function then 1 15 posaie for them o
have chidron of thew own. Contracepiive acwvwes
should be sought at the approptiate me. Use of
the pill mus! always be discussod with the
NePHroioget

11. it my child has appendicitis post-
transplant is there risk 1o the
transplant kidney?

Not usuahy,

12. Are there precautions regarding
skin care?

As the mmunosuppressant drugs incroase the
senstivity of ihe siin 1o the sun's tarmiul effects,
VOiance Oof Ovor-exposura 10 the sun andg the
use of sun block creams and hats is strongly
advisod Thore s an increased rigk of skin
cancer In postdransplant patents and all
SUSPICIOUS Modas Or warns should be reportad 1o
the docior

13. Does my child require antibiotic
cover for teeth extraction?



useful terms

Antibodies
Protomns in the blood stroam which roact
AgAINSt 10n0ign substances

Artery
Blood vesse! which carnes blood away
from the heart 1o the organs of the body

Biopsy
Remaval of a siny pioce of kidney Hssue
for spécal examnation under n
MICIOS0oRE

Bladdeor
The sac winch holds uring bedore it i
passed out of the body

Blood group
The typa of blood you v, o groups A,
0.A8 8

Deceased donor
A Kidney donot who has died.

Cannula
Small plastic ube nsorted into a blood
vessel

Creatinine
Waste product in the blood stream which
15 removed by the kidneys. Measuning
the lovel tells us how wedl the kxinoys
funclion

Cross matching
Test which matches your child's blood
against cods from the donor

Hypertension
High biood pressure.

Tacrolimus, Mycophenylate Mofet
(MMF) and Prednisolone {slofokss) are
the drugs commonty used.



Intravenous infusion
Fiula given through & cannula
(COmmMAnsy kKnown as a anp)

Living related donor
Kidney donoc who 5 a living rédatve of
the child, usually a parent

Recipient

Child who réceives a Kianey transpiant

Rejection
Vigorous response of the body's own
cells 10 the Kidnay transplant
Stenods o occassionally other drugs are
USes 10 traat &

Tissue type
Protéens on the surtace of celis which
deding our Individuaity

Ureter
Tude which carries urine from the kidney
o the bladder

Urinary catheter
Tube which drains urine from the
bladoer.

Vein

Biood vessel which carmes blood away
from the organs back 1o the hearn,
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