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The Avon Longitudinal Study of Pregnancy and Childhood (ALSPAC - or "Children of the Nineties") is a 
research initiative of the University of Bristol designed to monitor and analyse the origins and influences 
of different causes of health and development in a geographical cohort of children born in Avon. It is a 
part of a European programme taking place in five other centres in Europe. 

EXTBNDJJNG TBB STUDY 
'Children of the 90's' will continue to enroll women 

whose EDDs are up to December 31st 1992. Midwives 
among you have agreed to play a full part for those due 
up to October 31st, and we are delighted and grateful 
that you are prepared to do so. 

There are several reasons for the extension. Firstly, 
the more children we have in the study, the more likely 
we are to be able to look at features relating to the 
important, but relatively rare, outcomes like childhood 
cancer or Sudden Infant Death Syndrome. We are 
aiming for 15,000 cases to provide useful data for such 
events. 

Secondly, it is important that any large 
epidemiological study has as full a set of information as 
possible on a whole population. We need to have both 
90% of the pregnant women in the study area, in order 
to be representative of the whole population, and EDDs 
which cover a calendar year to exclude any seasonal 
bias. One of the most critical times for a young infant is 

the winter. Consequently, it is babies born in the Autumn 
that are at most risk of developing respiratory and other 
serious problems. By having samples from two different 
years of babies born in the Autumn, we should be able to 
assess very accurately those features of the pregnancy and 
the environment that are responsible for some children 
developing bronchiolitis or even dying a cot death. 

For various reasons at the start of the survey only about 
50% of the pregnant women were taking part. Not until 
October '91 did we reach 90% participation among those 
delivering babies. We therefore need to enrol women due at 
least until the end of October '92 at this current level, and 
preferably beyond that to reach our 15,000 target. 

We are all delighted by the way the study is going and 
excited by some of the indications that are beginning to 
emerge. The feedback from mothers is extremely positive. 
Thank you once again for all the support you are giving us. 
Very soon when our results are pouring out, We hope that 
you, the midwives, will take much of the credit. 

WHAT IS TS? 
Danielle O'Shea is a delightful little girl. She is seven 

months old, bright and responsive. She's small for her 
age, weighs 13 112 lb and is a little behind in motor 
development for which she receives physiotherapy. She 
has not been easy to feed, doing so slowly and with 
difficulty. Sarah, her mother, had to change from breast 
to bottle feeding, and to use a special teat, one for 
premature babies but with a slit in the side. Now, solids 
can cause problems, getting stuck in her high palate, or 
on the back of the tongue, and causing her to gag and 
vomit. It needs time and patience, and Sarah manages 
to find both, although she has three other children, the 
oldest only five. 

Danielle's palate is one of the few pointers to the 
condition that she has had since conception. She also 
has extra folds of skin at the back of the neck, and feet 
which are puffy, (though less now than at birth,) and 
upturned toe-nails. These are all features of Turners 
Syndrome, a genetic condition affecting about 1 :2,500 
live female births. The cause is the lack of all or part of 
an X chromosome. Danielle has the commoner, and 
more important 45XO condition with only one X present. 

The girls affected are very short for their age as 
children and become short adults. Their ovaries tend to 

fail before birth and very rarely do they continue to function 
properly later. 

Several other features can occur, (high blood pressure, 
heart problems, chronic middle ear infections, urinary 
system problems, amongst others,) but any girl may have 
only one or two of them. Her intelligence is likely to be 
normal. 

Sarah first discovered that Danielle had a problem at a 
detailed scan at 17 112 weeks. She had been offered this 
scan because of an unconnected bowel problem in her 
previous child, two year old Jason. The scan showed a 
cystic hygroma, a fluid filled swelling along the neck and 
spine, which indicated a 70% chance of Downs or Turners 
Syndrome. The diagnosis of Turners (TS) followed a few 
days later after a CVS. A subsequent scan showed that 
Danielle had also developed hydrops, a fluid filled swelling 
under the skin of the abdomen and chest. The prognosis 
was grave. It was thought unlikely she would survive. (The 
great majority of affected fetuses abort spontaneously). 
Even if she did survive, she would (so Sarah was told) be 
very short, have a webbed neck, lower IQ and be infertile. A 
termination was offered. 

After the first shock, Sarah's response was to find out 
more. She tracked down articles and followed leads. 

continued on page 2 



PROGRESS REPORT 
More than 14,000 women have now registered with the study, of 

whom around 9% have refused to participate. Almost 9,000 
babies have been born, and we have just had our 130th pair of 
twins! 
Wonderful figures 

In fact the enrolment figures in the table below are so wonderful 
that we suspect an increasing birthrate. Is that your impression 
too? Whether that is true or not, the figures still show how much 
effort and encouragement community midwives and others are 
putting in so that women join us in early pregnancy. 

We do appreciate your support. Please keep it up. 
The table shows enrolment by post code, taking those women 
whose EDD is in March, April and May. We are assuming that 
these deliveries will follow the October-December '91 pattern for 
totals and distribution. 

-
% of expected -

"total 

THERMOMETERS 
One of the studies that we are going to be carrying out shortly will 

involve giving some of the mothers in the survey a simple 
thermometer, produced especially for the study by SWEB. 

The mother is asked to have this in the baby's bedroom and keep a 
record of the temperature it shows. We shall be lookin~ to see 
whether homes that are particularly cold (or hot) have any influence 
on the illnesses the child develops. 

PRIVACY AND 
CONFIDENTIALITY 

Here is the text of an article on this subject in the 
latest mothers' newsletter. 

•we have had some queries about how the 
confidentiality of the survey works. When you join, 
you give us your name, address and so on, and we 
put that in a database, and also allocate a series of 
questionnaire numbers to you. When your next 
questionnaire is due, the database prints out an 
address label and a questionnaire number label, 
and so your booklet is posted. When you return it, 
the number on the form is used to tick off your 
database entry for that particular questionnaire, so 
that you don't get reminder letters. This database is 
not anonymous, but it is confidential and private. 
Some of our staff necessarily have access to it to 
sort out problems - people who haven't had 
questionnaires but had the reminders, people 
whose address has changed, and so on. The 
answers in the questionnaire, any results of 
biological analyses on blood samples, the 
measurements we now do on your baby are not put 
into this database. 

All these questionnaire answers, and the extra 
facts we collect about your pregnancy and your 
baby, are treated anonymously. The questionnaires 
do not have your name on, precisely so that neither 
the people coding and keying them, nor the 
computer that analyses them, has your identity. 
Because of this, we cannot reply to queries you put 
on the questionnaires, unless you add your name. If 
you do sign a request, we will respond to you as 
best we can, and then blank out your name before 
passing the form on for data preparation. Biological 
samples that we take do initially have your name 
on, but that name is replaced by one of your code 
numbers before any analysis is performed.a nd the 
analysis is only done for those of you (99.3%!) who 
have given us permission. The computer that does 
the analysis will be given the complete set of 
numbers allocated to your questionnaires and 
samples, so that it can link them all together, but it 
won't be given your name. We can then study the 
course of your pregnancies and the development of 
your children in a manner which is both confidential 
and anonymous.• 

BREAST MILK 
In the last newsletter we mentioned that we 
were at the planning stage for the collection of 
breast milk. We have been unable to obtain 
funding for this in time, and we have had to 
abandon the project for the moment. 

CONTACT US 
by phoning our HOTLINE - 256260 

or write to:-
The Editor 

ALSPAC Newsletter 
Institute of Child Health 
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Sue Sadler has been asking me for ~ 
a long time to write something about 
myself for the Newsletter. I have 
successfully been postponing it until 
now, but will try. 

Where to begin? Perhaps with 
where I am now - in my fifties with two 
children, four step-children, one grand
child and four step-grandchildren. 
Does this give me any wisdom? Any 
authority? No, I don't think so. I am 
fascinated by the wide variation in 
people and their beliefs. I am firmly 
convinced that we don't have all the 
answers, and that those of us who are 
highly educated are as likely to be as 
good or as bad at bringing up children 
as those who have no education at all. 

I am particularly interested in health 
and disease. I guess the reason for 
this lies in my own childhood. I was in 
and out of hospital during my early 
years with a number of different things 
from pyloric stenosis to tubercular 
glands. I wasn't able even to start 
school until I was six and a half, and 
then at last seemed to get healthy and 
fit, only to catch polio when I was aged 
14. I then spent 3 months in hospital, 
flat on my back, unable to move and 
gradually had to learn to walk again. 
For a year I ~ore long irons (calipers) 
on my left leg, and have walked with a 
limp ever since. 

I had about a year off school and 
then gradually caught up in those 
subjects I found most interesting and 
finally scraped a university place to 
read Maths. After taking a degree, I 
was a school teacher but, then with 2 

WHAT IS TS? 
cont. from p.1 

Armed with an impressive amount of 
knowledge about this relatively rare 
condition, she made the decision that 
if the baby was a fighter she would 
fight for her. Later scans looked at 
Danielle's heart, arteries and blood 
flow; all were normal. 

In July Danielle was born, and to 
everyone's relief, was healthy with 
very few of the signs and 
complications which can accompany 
TS. The hygroma and hydrops had 
disappeared. Since then Danielle has 
caused anxiety with episodes of 
apnoea. Sarah has been loaned an 
apnoea alarm. The episodes are now 
rare. At the Children's Growth 

Jean Golding (right) with Olive Harding (a 
volunteer 1NOrker for ALSPAC) at the 
Volunteers' Christmas Party. 

young children, I was looking for work I 
could do at home. At that time, 
Professor Neville Butler's research team 
needed some assistance and didn't mind 
if I worked largely at home. This 
experience whetted my interest. My first 
task was to look at the information on 
spina bifida. I was intrigued at the way in 
which this was more common in certain 
areas, why both very young and 
relatively old mothers should be more at 
risk. From then on, I was hooked - with 
the search for pattern, the interpretation 
of clues and the desire to find the causes 
of different disorders. 

Thus, one of the things that fascinates 
me most is the answer to the question of 
why some people get a disease and 
other people don't. In regard to polio, of 
course, we now know how to prevent the 
disease by immunising our children. 
When I was 14, however, immunisation 

Foundation convention last October, 
Sarah met several other mothers of TS 
infants and toddlers who had had 
apnoea attacks and she believes it 
may be a common feature of the 
condition. 

As well as the extra time needed for 
feeding, caring for Danielle involves 
Sarah in visits to doctors, consultants 
and the physiotherapist. As Danielle 
gets older, there will be decisions to be 
made about hormone treatments. As 
an adult Danielle will have choices 
about fertility. Some women with TS 
have successfully used IVF treatment 
with donated eggs. 

Apart from the extra practical care, 
Sarah has spent a great deal of time 
finding out about TS, and from that 
research and from practical 

was not available. Many children 
were getting polio, but very few 
actually became disabled by it. Why 
was it that I did so? Well, now 
science has discovered that there is a 
particular gene that is responsible for 
some people who get the disease 
becoming crippled and others not 
doing so at all. Nevertheless, the 
gene wasn't the total answer and 
tllere are other factors that make one 
person more susceptible than another. 
In my own case, it may have been the 
fact that I had just moved from one 
end of the country to the other and 
started a totally new school - a very 
stressful situation for a young 
teenager. 

Features of my own background are 
therefore responsible for my particular 
interests in which things interact to 
cause disorder in some children and 
health in others. Just what is it in the 
genes and in the environment? By 
understanding the way these 
different things come together at one 
particular time, we may be able to find 
ways of preventing disorders from 
occurring. This is the reason why this 
survey was started - and the reason 
why all the staff and the volunteers 
working on this survey are working far 
more intensely and longer hours than 
any other team I know. And this must 
be why you, our midwives, are 
enrolling mothers so efficiently and 
enthusiastically. Please continue to 
do so - we are halfway there and 
believe me, the results are going to be 
very exciting. 

experience, she has learned to cope 
with problems. It is understandable 
that with such an uncommon 
condition, health professionals in 
general know little about it, and are 
unlikely to have first-hand experience. 
Sarah would like to see a greater 
awareness and understanding of the 
condition, and the practical ways of 
coping with difficulties which it can 
cause. She is happy to help any of 
you who want to know more. Just 
telephone the ALSPAC office, 
285455, and Sue Sadler will put you 
in touch with Sarah. Information can 
also be obtained from the Turner 
Syndrome Society, 2 Mayfield 
Avenue, London, W4 1PW, sending a 
large SAE, or phone 081-994-7625. 



F'JINDlNGS PROM TBB l9'10 
COBOJRT 

As you may know, there was a big national study 
following up children who were born in one week in 1970 
and which was based here in Bristol. From the 
information collected from the mothers, there were a 
large number of different findings. One of the more 
interesting has recently come to light as the result of 
some of the analyses carried out by Dr. Pollock, who 
works with the ALSPAC team. 

He has shown that chickenpox during childhood is 
much more likely to occur if the parents are of "higher• 
occupational class, more highly educated, or living in 
particularly well-off conditions. Children are much more 
likely to get chickenpox if they live in the south or south 
west of England - and these patterns are quite different 
from some other common infections (such as measles) 
that one gets in households where the less well-off are 

more at risk. One of the things that Children of the 
Nineties may do is to find out what the actual causes 
of this striking pattern are. 

LOOJDNG AT TWINS 
At the end of March we had our first session with 

some of our twins. We are wanting all mothers of 
twins, and a comparable number of mothers of 
singletons, to come to meet us when the babies are 
about 4 months old. 

At the sessions we measure weight, length and 
head circumference accurately. We also show the 
babies a series of slides, some repeated, and record 
their attention to each, which gives a measure of their 
cognitive development. Other observations are 
planned in addition to these. 

If we obtain funding, we plan similar sessions for a 
10% sample of the whole cohort. 

~UROPEAN [LONGITUDINAL ~UDY OF lPREGNANCY ~ND ©HILDHOOD 

A five-day meeting was held in Bristol at the end of 
January which was attended by delegates from all the five 
participating countries in the European Study. Three new 
countries - Sweden, Croatia and Ukraine - were also 
represented and are intending to make maximum efforts 
to mount the study if funding can be obtained. The Bristol 
meeting was felt to be particularly important as most 
participating countries are entering the main phase of 
collecting their data. 

Attention was also drawn to the significance of political 
change in Eastern Europe, where to a varying degree, the 
upheavals may be affecting both the health of mothers 
and the feasibility of running a successful survey. Thus 
the new Croatian delegate expressed the urgency to 
collect valuable information while the effects of the 
stresses of war were still present. The two 
representatives from Ukraine spoke of their firm intention 
to join ELSPAC and in doing so, to study four centres with 
differing environments. These data, in the original words 
of Dr. Dukes, speaking on behalf of the WHO, "will be 
of value to each participating country itself, and the 
overall comparison between countries will assist in the 
formulation . of aetiological hypotheses and intervention 
strategies• 

Many hours were spent discussing the progress and 
problems of each centre. Czechoslovakia reported that 
further finance for their project was now being discussed 
by government agencies and that another town was to be 
added to the two currently conducting the study. 

Spain initiated their study on the Island of Majorca in 
February 1991, and is continuing to address problems in 
identifying new mothers. Delegates from Greece spoke of 

similar problems in their study area of Athens which 
has necessitated contacting 680 obstetricians 
individually. In September 1991 they decided to 
distribute questionnaires to mothers in maternity 
hospitals and were pleased that only 3% refused to 
join the study. 

Russia is seven months into recruiting their 
mothers and have found that political and 
economical difficulties have resulted in a fall of 36% 
in the expected birth rate. However 90-95% of their 
mothers were enrolling. 

The Isle of Man reported that the presence of 
ELSPAC personnel in clinics had succeeded in the 
enrolment of 1327 out of 1347 mothers due to give 
birth during the study year. Hope was expressed that 

. they might be able to increase their sample size, by 
extending the study period, but possibilities for that 
were uncertain for the moment. 

The rigours of the climate in an Eastern European 
January made for difficult journeys for several 
representatives and induded travelling behind 
a snow-plough and a whole day in a train from Kiev 
to Warsaw. Those who came worked long and hard 
to complete the necessary discussions on 
formulation of questionnaires and on coding and 
keying of data. The protocol for the trace elements 
study on placenta/cord were discussed along with 
many other aspects of conducting the study. 

Dr. Prokhorskas, the European Co-ordinator from 
the WHO, also attended as did Dr. Susan Kilburg 
from Chicago, through whose help the Ukranian part 
of the study will be added. 
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