Handout to parest{s)/guardian

“Turough parents such as you, Doctors at the Royal Free Hospital School of Medicioe, have
been alerted to the possible exisicnoe of a new disease: this comprises the development of
autistic features in children who were apparenily developing normally, and intestinal
sympioms such as pain, diarrhoea and Radlure 1o thrive. The problem has been associated
anecdotally, but consistently, with meastes ar measles/rubella vacination. We, &t the Royal
Free, have now lonked into the background medical and scientific lterature concerning this
problem, and have formulated the hypothesis that in certaln {perbaps gencticatly susceptibiz)
children, livevirgs vaccines may produce longierm inflasunation of the intestine and failure
to absord, in partiodar, vitamin B12 In ihe developing brats this vitamin is vital, 2nd young
children are very sensetive 1o B12 deficiencies. Such deficiencies may lead o fallure of
oormal braie development and regression of behavior similar to that you bave possibly
observed in your ovwn child

We would like w0 casey out 2 series of tests which, we believe, will hielp ux to establish the
features of this possible disease. Our aim is to characierise the problem 30 that, for the
future, we may be able fo treat affected children and improve their wellbeing,

You and your child will be admitted to Muleolm Ward st the Royal Free on 2 Sunday, and
will stay for one week, On Sunday you will be scen, imerviewed, and your child examined, by
a Paediatric doctor. During this intarview you will be asked about any allergies or drug
reactions that your child might have had, so that thess contacts can be avoided during your
child's admission. On Sanday evening your child will receive # laxative thal prepares the
intestine for examinaticn the following day. Your child will have water ounly from midaight
on Sunday until Monday lonchtime. On Monday moring you wiill both go to the Endoscopy
Suite on the [0th foor where, after an intravenous sedative injection, a hlood sample will be
taken and your child will hava a telescopic examination (fleocolonoscopy) of the largs bovwel
{colon) and the Just part of the soall bowel (Jeum) and the upper digestive tact {upper
endascopy). These procedures are usually talerated well by children, lasting sbhout half aa
hour. If your child becomes distiressed or the procedure proves 16 be oo difficulf with
sedation alone, it will be performed under 8 light gensral anaesthctic, During the procedure,
small pieces of tissue will be taken from the bowel for analysis. This is 2 vital part of the
procedure, and is entirely painirss,

Following the leocnlonascopy and stll under sedation, your child will undergo a luzobar
puncture on Malcolm Ward. This procedure jnvolves the introduction of a needic into the
space around the nerves in the lower back in order 1o obtain & sample of the fluid
surrounding these nerves, This Buid will be sent for examination of possible responses 1o the
measles and rubedia viruses and evidence of inflammation in the brain. The lumbar
punctute is performed after the injection of a loea! anacthetic inte the skin of the lower
back. The local anaesthesic itself produces a mild bricf stinging seatation, Thereaftor, the
procedure is catively painiess,

Oreee the conrse of the next 4 days your child, sccompanied by you troughout, will bave 3
brain scan (MRI scan) that will also be performed under sedation. mmmmz;o
minutes and is both sale and painless. An electrocncephalogram (EEGY will be performed;
this procedure tovolves measuring brain-wave activity through electrodes placed an the head.
Once again it is painless. Towards the end of the week your child will have a test
measure the ability of the intestine to absorb vitamin B12. This is » routine procedure which
invaives 1aking a very small quontity of sadioactive material mixed in scrambied egg. Over
{he next 24 hours the urine is collecied into a spedial contuiner, and analysed 10 measure the



amouat of vivamin B12 that has been absorbed.
To addition, it may be necessary 10 perform 3 special Xray of your child's intestine, This is

called a barium follov~through and involves taking 2 harmiess mitky-coloured iiquid which is
then photographed us it passes through the imestine. This exacsination will be performed
anly if the deocolonosoopy suggests there is some shaormality of the small ingestine.

Finally, you will be interviewed with your child by both & Consultant Neurologist wad a
Consultant Physician from the Department of Child and Adolesceat Psyeliatry. These'
experts will scek 10 clearly identify the features of your child's development/behaviour
problem. .

On Friday youe child will be discharged, to be followed-up in the outpatients. The tissus and
blood samples will be analysed, and the results - reparted to you, as far a5 they are
complete, at the dinic appointment. Any further recommendations regarding treatment and
followeup will be made at this stage.
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