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From left to right (standing) Pam Holmes (Interviewer Manager) Sylvia Aldrich, Jennie Cross, Charlotte Purches, Nicola 
Way, Pat Johnston, Caroline Saunders, Sue Sadler (Liason Officer). (sitting) Eileen Hillier, Sue Cooper, Paula Merrifield 

Areas and Clinics Covered: Sylvia Aldrich - Chipping Sodbury, Southmead, BS12, 16, 17. Jennie Cross - Office back up 
and floating interviewer. Charlotte Purches - Lawrence Weston, Southmead, 8$10, 11, 1 & 2. Nicola Way - Portishead, 
St. Michaels (BMH) BS19, 20, 21. Pat Johnston- Southmead, BS6, 7 & 8. Caroline Saunders- Weston-Super-Mare, 
BS22, 23, 24, 25 & 19. Eileen Hillier- Cossham, St. Michaels, BS15, 18, 5. Sue Cooper- St. Michaels, Bristol General, 
BS4, 5, 14. Paula Merrifield - St. Michaels. 

What do interviewers do? You may have met us, We 
like meeting you .... but what do we actually do? 

There are eight interviewers who work with 'Children of 
the Nineties', and we each look after a particular part of 
the area covered by the study. Some of us have mostly 
the city areas, and some of us have built-up areas as 
well as small villages and farms in our 'patch'. 

We visit the scan clinics in our own area, and take 
turns to cover the BMH and Southmead scan clinics. We 
meet expectant mothers who have come for a scan, and 
ask those who are already in the study if they would like 
to read and sign a consent form so that we may carry out 
tests on their blood and urine samples and their baby's 
placenta after the birth. 

We ask those mums who have not yet joined if they 
would like to do so, and answer any questions they may 
have, or sometimes send more information from the 
office. 

One of the best bits of scan clinics is when we see the 
same mothers, or both parents several times. We have a 
chat and find out how the pregnancy is going. 
Sometimes they learn the sex of the baby at the scan, 
and are busy planning the decoration of the nursery 

when they come out. I remember one father talking 
about the excitement of expecting twins, but also about 
the cost involved. 

We go round to all the clinics and health centres in our 
area making contact with the midwives and delivering 
bottles and tubes for our samples. We enjoy getting to 
know them all, catching up on their news if they have 
been away and getting to know more about their job. 

We also meet some mothers at home. If two reminders 
have been sent for a questionnaire we follow up with a 
phone call or a visit to see if we can help. Maybe the 
questionnaire has got lost in the post or like many of us 
these days, the mother has been just too busy to get 
round to it. We are here to assist anyone who feels they 
could do with some help, this may include mothers of 
twins or triplets. Just a contact with our office by phone 
or letter will bring one of us to help fill in the 
questionnaire or even just amuse the children leaving the 
mother free to answer the questions in peace. We really 
enjoy meeting the mums again that we may have met in 
the clinics and seeing their babies when they finally 
arrive. 
Nicola Way 
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Sue Sadler, the editor, 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 grandchild 
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 wore long irons 
(calipers) on my left leg, and have walked with a limp ever 
since. 

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 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 there 
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. 

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, 

Features of my own background are therefore i ,J 

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 parents, are filling the 
questionnaires so well and fully. Please continue to do 
so - we are halfway there and believe me, the results 
are going to be very exciting. 

Jean Golding (right) with Olive Harding at the Volunteers' Christmas 
Party. 
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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, and 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. 
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Danielle O'Shea is a delightful little girl. She is seven 
months old, bright and responsive. She's small for her 
age, weighs 13 1/21b and is a little behind in motor 
development for which she receives physiotherapy. 
Her mother suggested we would be interested in her 
story. 

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 after 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 112weeks. The scan showed a 
cystic hygroma, a fluid filled swelling along the neck 
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and spine, which indicated a 70% chance of Downs or Turners 
Syndrome. The diagnosis of Turners (TS) followed a few days 
later after another test. A subsequent scan showed that 
Danielle had also developed hydrops, a fluid filled swelling 
under the skin of the abdomen and chest. The outlook was 
grave. It was thought unlikely she would survive. (The great 
majority of affected fetuses miscarry.) 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. 

For any women, any couple, the decision to terminate is a 
desperately difficult one to have to make. Many different 
factors may come in to it, like parents' ages, financial situation, 
other children and their ages, support available in and out of 
the family, as well as the parents' religious or other 
convictions. 

After the first shock, Sarah's response was to find out more. 
She tracked down articles and followed leads. 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, (not breathing). Sarah has been loaned an apnoea 
alarm. The episodes have become rare. At the Child Growth 
Foundation's 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 to increase 
growth and bring about the physical changes of adolescence. 
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 experience, she has learned to cope with 
problems. She 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, c/o The Child Growth Foundation, 2 
Mayfield Avenue, London, W4 1 PW, sending a large SAE, or 
phone 081-994-7625. 

THANK YOU DADS! 
Sometimes, when your partner is pregnant or has a baby, 

do you get the feeling that everyone is fascinated by the 
two of them, understandably enough, but that you are just 
taken for granted, and no one is interested? 

Well it's not so! We don't have your name, but we want to 
know all about you. Your information is of great importance 
to the study and the questionnaires you fill in are really 
appreciated. Thank you all. 
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POINTS FiROM THE DISPATCH DEPARTMENT 
We like to repeat a few of these, so that new participants 
can be aware of them. 
Things you tell us 
Notes that you send us with important information such as 
change of address can be easily missed if tucked into a 
questionnaire. Likewise, small pieces of paper work their 
way down to the very bottom if just slipped into the 
envelope. If you write us a note, please use a fairly large 
sheet of paper, if possible attached to the front cover of the 
questionnaire. Alternatively, if the information is brief, then it 
can be written on the back of most questionnaires if there is 
a 'space for comment' 

There are times when some of you have specifically 
asked us to reply to you. Remember that if you do not 
sign your name to your query, we cannot reply because 
your questionnaire is confidential and must not be 
tracked to a person's name. 

Changed your name and address? 
Let us know promptly if you change your name and 
especially your address. Similarly, please let us know if you 
have unfortunately suffered a miscarriage. We will then 
immediately stop sending you reminders for the ante-natal 
questionnaires. 
Radon detectors 
The computer chooses at random the names of people who 
are offered the measurement of radon levels in their homes. 

There will be 750 of these, selected by the computer a 
few at a time. For these people - PLEASE send us back 
the 'exposure sheet record'. Without this the device 
cannot be analysed. The tin in which the disc arrived is 
also very important for sending it back, otherwise the 
device goes on measuring radon in the 
post-box, the sorting office , the street and the postman's 
bag! 
Cigarette packets. 
The usual reminder - please send a whole flattened 
cigarette packet. Whole - because we need the small 
print. Flattened - because otherwise the envelopes get 
torn in the post. 
Referral (white) cards. 
You need to send us one white referral card with your 
details on it, for each pregnancy. If you receive another 
through the post shortly after, then we don't need that 
second one for that same pregnancy. 
Second pregnancies 
We very much want to include you in the survey again, 
even if you have already had a pregnancy in the 'Children 
of the 90's' study. Each pregnancy is new, so you have 
to be entered on the computer afresh. Those mothers will 
be happy to know that we now have shortened 
questionnaires for the second time round! These will only 
ask you for the information which may have changed 
since you filled in previous questionnaires. 

~UROPEAN [LONGITUDINAL ~TUDY OF lPlREGNANCY ~ND ©HILDHOOD 
The last week of January marked an important 
milestone for our European collaborators as they enter 
the main phase of the Study. Representatives from all 
the participating countries came to Bristol, and for five 
days spent many hours discussing their progress and 
their problems. 

Dr. Prokhorskas, the European Co-ordinator from 
the World Health Organisation, also attended and we 
were pleased to welcome three new countries -
Croatia, Sweden and Ukraine - who are hoping to 
raise interest, and especially funding, to set up 
participation in the Study. 

CZECHOSLOVAKIA are planning to include a third 
town and thus widen their survey. The SPANISH 
study, taking place on the island of Majorca, has been 
running for twelve months and is continuing to address 
the difficulties in identifying new mothers, caused by 
the private system of health-care. GREECE is still 
experiencing similar problems in their area of Athens. 
They are trying to find ways of contacting a much 
larger number of their new mothers via dozens of 
private health practices. RUSSIA launched its Study 
in May 1991 and, as we can all fully understand, is 
experiencing many uncertainties in all aspects of 

scientific research because of the political upheavals in that 
country and in the old USSR. The ISLE OF MAN have 
recruited 1327 mothers out of 134 7 due to give birth during 
their twelve-month period, and are thus well into their Study. 
They would still like to continue for a second year, but 
possibilities for doing this are uncertain at the moment. 

January was not the best of months for two of our newest 
countries. In Zagreb our CROATIAN representative has been 
experiencing the grim war situation on top of which the cold 
snowy weather made her journey very difficult. The UKRAINE 
was also in the grip of winter when their two representatives 
set out from Kiev. They faced a day's train journey to Warsaw 
before they could finally get under way by air to Britain. We 
hope they will be able to participate fully in the European 
Study and be joined by SWEDEN as soon as possible. 

All countries have particular aspects of the health of mothers 
and babies which they wish to address, but the strength of the 
Study lies in the vast core of information which is being 
contributed by thousands of pregnant mothers in all the 
participating countries. We all have great difficulties in funding 
research which, by its nature, is expensive. Each country is 
providing its own finance and all hope to be able to 'make it' to 
the end. 
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