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Welcome back 
Every year we welcome back participants, including 
350 in the last year. It’s easy to get back into the 
swing of being part of the study and 
you’ll find that we like to keep it  
simple and convenient for you. 
As ever our study is only as good  
as your regular contributions.

Helen has recently turned 27 and has 
got involved after a gap of 16 years. 

What got in the way of you being  
a participant?

It wasn’t really my decision but rather my mum 
and dad’s. They loved the study and its work but 
my dad didn’t have enough time to commit to the 
questionnaires due to work commitments. At that 
time it was a paper workbook whereas now you 
have the online forms that you can do on the go. 

How and why did you get back in touch?

I popped a direct message to your Facebook page 
and was told to update my contact details via the 
website and that someone would be in touch. This 
was following a chat with two of my old school 
friends who are currently members of the Children 
of the 90s. It came up in conversation and they said 
they were still participating and they suggested that 
I should get back in touch with you.

What sort of things have you been doing  
for the study?

I have done the 26+ questionnaire and I plan to 
be part of the ALSPAC law and ethics committee 
(ALEC). There have been two other opportunities 
(Twitter and the Everybody Learning study) but  
I was not eligible.

If you have children in the future would you 
enrol them as well?

Yes, absolutely. The research and findings that have 
been uncovered are fantastic. I have fond memories 
of undertaking different studies as a child, one that 
involved drinking Lucozade - which I still don’t like! 
One of my old school friends had a little boy five 
months ago, and he is now enrolled with her.

Looking ahead 
I am delighted that Children of the 90s has 
been successful in securing funding for 
the next five years. Through an established 
relationship between the University of Bristol, the Medical 
Research Council and Wellcome Trust, your study  
has been recognised as a beacon for excellent science. 

You may not know that we now process around 18 new 
requests for data and samples every month and more than 2000 
academic publications have been published since the study 
started (with more than 1000 in the last four years alone). The 
research includes areas that influenced government policy, for 
example the relationship between internet use and mental health. 

Your study is second to none and as participants, you 
should be immensely proud of the achievements your data, 
samples and participation have allowed!

We’re continuing to look at how we can keep you involved in 
our study and share the findings. 

This includes developing an App which will become another way 
for you to communicate with us. It will be our information ‘home’ 
where you can access news and activities and give feedback on 
how we’re doing. 

We have also initiated a new relationship with local science and 
arts centre We The Curious for joint Bristol activities such as 
‘Children of the 90s in residence’ at their Open City Lab. We 
hope that we will be able to collect new data and samples here 
which will make involvement with the study easy and at the 
same time a great learning experience. 

The next five years will be incredibly important and uniquely 
exciting for our study. We will see the biggest expansion of 
our third generation – the Children of Children of the 90s; we 
will continue to collect new and valuable information about 
health and well-being across all of our generations and most 
importantly we will be able to maintain our amazing contribution 
to research internationally. All of this has been built on and 
supported by you – our participants. 

I look forward to leading the study into the next stage of our 
extraordinary scientific journey. 

Thank you for your incredible ongoing 
contribution to Children of the 90s.  
 
 
 
 
Professor Nic Timpson  
Principal Investigator – Children of the 90s

2019-2020
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Jean at 80
We asked if you had any questions for our founder 
Professor Jean Golding OBE as she turns 80 this 
year. It’s been an eventful year for Jean with a mini 
statue appearing at the Chelsea Flower Show, 
interviews with the Bristol Magazine and Guardian 
and work on 33 published research papers. She is 
currently writing a chapter for a book that explores 
why so many children born during the Second World 
War have gone on to create longitudinal studies. 

Leah:
What made you want to start a study about 
the development of children and did you ever 
foresee it becoming as big as it has?! (I am 
immensely proud to be a part of this study 
since the day I was born and now my son is a 
participant too!)

Thank you for these questions Leah. I guess the 
main reason why I wanted to start a study about the 
development of children was curiosity. I was intrigued 
at the ways in which children in the same families 
often turned out to be so different. I wanted to find 
out why that happened and, in particular, whether it 
was possible to identify what enabled some children 
to do exceptionally well while others took a different 
developmental path. 

The answer to your second question is that I did 
know roughly that we would like to study about 
14,000 pregnancies – and then to follow the 
children and their parents - but I never thought far 
enough ahead to think of studying the children of 
the children. Nor did I have any idea of how much 
information we would collect on all the families 
taking part. You are right to be proud – the way in 
which so many participants have volunteered again 
and again for the different facets of the study is the 
envy of the scientific world. There is no way in which 
the study could have discovered so much without 
the input of so many of you.

Cathy:
I know this will be hard but if you could choose 
one thing that’s come out of the study that’s 
made the biggest difference, what would that be?

Thanks for this question, Cathy. The obvious thing 
concerns the contribution the study made to the cot 
death story. We were not responsible for showing 
that children put to sleep on their fronts were more 
likely to die suddenly – but there was a lot of doubt 
as to whether changing the sleeping position in this 
way would result in other health problems. 

Children of the 90s was able to show that children 
put to sleep on their backs were far healthier as 
infants than those put to sleep on their fronts. I 
presented these results to the UK Department of 
Health as well as to the American representatives of 
the Health Departments – as a result both countries 
were convinced of the benefits of this advice, and 
they then promoted campaigns called ‘Back to 
Sleep’. The results in many parts of the world were of 
a dramatic drop in sudden deaths in infancy.

This demonstrates the profound difference that we 
have helped make – but there are likely to be many 
other results that have made a major difference 
but are less easy to demonstrate. For example, our 
results have shown that eating fish in pregnancy 
is beneficial to the mother and the child and this 
resulted in changes in advice in many parts of 
the world, however the benefits are less easy to 
demonstrate than survival or death.

Charlotte:
When you began this study what did you imagine it would achieve?  
Did you think it would make the amount of scientific findings it has?

Charlotte - I have some quick answers to your interesting questions. Never in my 
wildest dreams did I imagine the immense achievements of the study; nor did I think 
just how many different discoveries it would be responsible for. These achievements 
and discoveries have been due to the joint efforts of all taking part in the study, as well 
as the scientists around the world that have used the information.



What’s the remit of ALEC,  
and what does your role involve?
The first remit of any ethics committee is the protection 
of the study participants. It does this by balancing the 
risks and burdens they might face against the potential 
benefits of the research. Nearly all of the projects 
that researchers bring to Children of the 90s come 
through ALEC – some have to also go to an NHS ethics 
committee, such as those that involve tissue or X-rays, 
but ALEC also reviews these briefly before they do so. 
Around half of the people on ALEC are young people 
who belong to the original cohort; the other half are 
experts (usually academics, ethicists or researchers). 
We also have two committee members who are parents 
of study participants.

Why are research ethics important?
Research ethical committees are very important 
in protecting participants from research that is, or 
potentially might be, dangerous from a physical, 
psychological or confidentiality perspective. 

How did you get interested in ethics,  
and why did you volunteer for this role 
with Children of the 90s?
I got interested in ethics through my day job as a 
breast cancer specialist. I was involved in research 
and had a lot of dealings with ethics committees. I 
went to a meeting as an observer, found myself on 
the committee and then a year later, became the 
chair of an NHS ethics committee, a role I undertook 
for 10 years. I have a daughter in Children of 90s 
and I participate as a dad, so it seemed natural 
to volunteer for the committee: I enjoy ethical 
discussions, and I’m both a participant and a 
researcher. Once again, after a year, I found  
myself becoming the chair!

What sort of questions arise at  
a typical meeting?
The sort of questions we consider vary from ‘Is the 
participant information readable from a grammatical 
point of view?’ and ‘Does it contain all the necessary 
information about the study?’ to more weighty ethical 
problems such as ‘Should we reveal gene testing 
details of participants to third parties or to 
the participant themselves?’

What do you enjoy most about your 
involvement with ALEC, and Children of 
the 90s more broadly?
I enjoy ethical discussions, and ALEC is one of the 
few committees that I sit on where I am constantly 
surprised by how my initial thoughts are completely 
turned around by the discussions. What I particularly 
enjoy about the Children of the 90s is the fresh and 
considered ideas that come from the young people  
on the committee.

As a participant in Children of the 90s, we invite  
you to take part in many different studies. These 
include clinic visits, questionnaires, data linkage  
and sub-studies which focus on specific groups  
of participants. 

In recall-by- genotype studies you are invited to take 
part because of your genotype – the differences in your 
genetics. These are an important type of sub-study 
because they can help us understand the role genes play. 

We are planning a recall-by-genotype study which will look 
at genes and what they tell us about our reaction to pain.

We know that some people have questions about  
what their genes mean for their health. We want you 
 to know as much as possible about recall-by-genotype 
studies, as being invited to one of these studies may 
raise concerns for you. You can find out more at  
bit.ly/CO90genotype. 

If you do not want to be invited to take part in this type  
of study get in touch as let us know.

A question of ethics
Dr Mike Shere heads up the 
ALSPAC Law and Ethics 
Committee (ALEC) that 
scrutinises any new projects 
that want to use your data. 
He is also a Children of the 
90s dad. Here he explains 
the issues that face the 
committee and why ethics 
are important for research.
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What’s it all about?

Recall by genotype



  

What is being studied now?

key discoveries  
from the last year

Our

Is the timing of an event an important 
marker for later depression?
Adverse events very early in life could be  
an important marker for biological changes  
that increase the risk of mental health 
conditions. Researchers in the United States 
at the Dunn Lab who look at depression and 
anxiety particularly in women, children and 
teenagers, used your genetic coding to  
reach these conclusions.

Who are the Children of the Children of the 90s?
Our first in-depth look at the new cohort of children coming 
to the study and what might make them and the pregnancy 
experiences of their mothers different, was our landmark 2000th 
paper for the study. 
University of Bristol 
academics could 
highlight that our new 
children are heavier, more 
likely to be breastfed and 
more likely to be delivered 
by caesarean section.

Is Body Mass Index any good?
Your Body Mass Index (BMI) is 
a commonly used indicator of a 
healthy weight but is often criticised 
for not telling us if your weight is from 
fat or muscle. Body scans from when 
you were aged 10 and 18 helped University of Bristol researchers 
conclude that BMI is a useful measure for assessing obesity and 
health as there was much overlap between the two methods.

How many children could have 
fetal alcohol spectrum disorder?
Information from pregnancy questionnaires and childhood 
development assessments gave us the first estimates 
of how many children could be at risk from fetal alcohol 
spectrum disorder (FASD) in the UK. FASD affects learning 
and behaviour and can cause physical abnormalities – all 
are lifelong. University of Bristol and University of Cardiff 
researchers found that as many as 17 per cent  
of children could have symptoms consistent 
with FASD.

Following a pilot study University of Bristol 
statistical geneticists want to unveil what 
your social media habits, together with other 
health data, tells us about your moods and 
feelings. This will be a groundbreaking new 
use of social media data and could pave 
the way for looking at other social media 
platforms for health and social research.

What could your tweets tells us about your moods?
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Very little is known about gambling 
habits between the ages of 16 and 
24 as this age range is often lumped 
together in studies. Thanks to your 
questionnaire data that could be 
studied alongside information about 
your family, University of Bristol 
researchers could see how gambling 
affects this age group in detail and 
when gambling becomes an established habit. 
The findings will be shared at a Gambling Aware 
conference in December and a report was 
submitted to a House of Lords Select Committee.

How and when do young people gamble?

Rather than rely on recollections of when 
you consumed alcohol, University of Bristol 
researchers are assessing how well smart watches 
might provide accurate data on drinking. As a 
smartwatch is worn all day it is a good tool to 
capture lots of small items of data, with little 
burden to the wearer and could provide information 
about location. However, to get started 
they want to know more about how 
research participants feel about 
wearing devices for a long time and 
assess if they are reliable. 

What can smart watches  
tell us about drinking habits?

Most research on 
parenting focuses on 
the mother and baby. 
The University of Bristol 
is now taking a closer 
look at dads and their 
experiences, especially 
where the new mum is having mental health 
difficulties. Using head cameras they can 
track and log all sorts of interactions in the 
home during feeding and play times.

How do new dads interact with their babies?



 

The participant 
behind the paper

One of our research 
papers published 
this year had some 
unique contributions. 
For the first time 
study participants 
were named authors 
and saw their 
work alongside 
academics in the 
International Journal 
of Epidemiology. 

With the snappy title Data Resource Profile: The ALSPAC 
birth cohort as a platform to study the relationship of 
environmental and health and social factors the paper is 
an important resource for any academic applying to use 
Children of the 90s data to help them understand how we 
manage our study, especially for the growing interest in 
all aspects of environmental exposures – the ‘exposome’. 
A good example is how academics might want to look 
at how air pollution and other more ‘natural’ exposures 
alongside our ‘built’ environment (crime, number of fast 
food outlets) impacts on our health.

As a member of the Original Cohort Advisory Panel 
(OCAP) Lucy Hicks was well placed to offer an 
independent participant view on how the environment 
and social factors should be treated in relation to health 
data in the study.

“Although I’d written a dissertation at University, I had no 
idea how a unique piece of research was produced for an 
academic journal. Luckily ALSPAC Data Manager Andy 
Boyd was very good at explaining and helping myself and 
another participant understand the process. We provided 
a brief summary of OCAP and considered the risks and 
benefits of linking our data with wider environmental and 
social factors.

“The whole process is lengthy as we started in 2017 and 
we finally saw our names on the final published paper in 
2019. I would certainly do it again and I’m left feeling very 
impressed with the time and dedication it takes to be a 
published academic.”

Opt in and 
opt out – 
what’s it 
all about?
Sometimes we ask you to ‘opt in’  
for your consent to a new project  
but sometimes we let you know 
about our plans and give you the 
right to ‘opt out’.  

We are approaching things in this way because we 
want to make sure that the findings from Children 
of the 90s, and therefore the evidence that informs 
the NHS and government decisions is fair and 
inclusive to all.  

While we want to use ‘opt-in’ where possible, 
sometimes this is not possible without blocking 
important ways to maximise fairness and inclusion. 
For this reason, the ‘opt out’ approach, where we 
let you know what we plan to do with your data and 
ask you to object if you don’t want this to happen, 
has been our preference to help us fill in the gaps 
of missing data that researchers are increasing 
finding vital such as NHS health records, school  
or criminal records.

We don’t want you to have any surprises about the 
way we use your data, and we always respect the 
decisions you make.

Our study continues to be relevant as we are 
providing as much data as possible from your life.  
We know that we’re only going to be as good as 
the level of participation so we’ve used the opt out 
approach to ensure that barriers to taking part in 
the study - such as homelessness, young people 
in care, mental health issues and relocation don’t 
prevent full participation.  To remain statistically 
powerful and fully inclusive we’ve asked for ‘opt 
out’ when filling in the data gaps. 

If you want to know more visit our ‘using your 
official records’ pages online or contact us.
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We remember It is with great sadness that we 
announce the deaths of three 
members of the study team.

Mary Evans was 
our post room manager 
in the early days of the 
study until 2001 when 
she retired. She was 
responsible for sending out 
all those questionnaires, 
sometimes 1000s in a 
day, and was part of the 
team that has made the 
study the success it is 
today. Her main contact 
with participants was on 
the phone to ensure that 
details were correct and 
she kept meticulous paper 
files of changes to be made 
to contact details which 
ran to over 50 Lever Arch 
files and helped set up new 
databases. Mary doted  
on her grandchildren,  
one of whom was a  
child of the 90s.

We thank Mary, John and Sue for their dedication to Children of the 90s.
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Professor John Henderson 
was involved with Children of the 
90s from the very early days and 
remained involved until his death 
in July. John was a Consultant 
Paediatrician specialising in 
Respiratory Medicine and used his 
clinical expertise to help design 
the study to ensure that we were 
collecting the highest quality data and 
samples. He was a member of the 
executive team for over 10 years, and 
was the interim Principal Investigator 
in 2017 during the handover to 
Professor Nic Timpson. In addition, 
John ran his own research projects 
looking into the early life factors 
associated with the development of 
asthma and allergies in children. John 
was a dedicated, warm and caring 
man who always put people first, 
be they patients or Children of the 
90s participants. John will be sadly 
missed by all of us.

Sue Sadler was a vital part of the 
early years of the study – you may have 
seen her making sure that clinics were 
running smoothly. She was recruited by 
Professor Jean Golding initially to help 
organise the collection of biological 
samples (she had been a biology 
teacher), and as the initial aspects of 
the study progressed, she was key to 
designing the early Focus clinics. These 
were somewhat daunting, with the task 
of seeing and measuring various aspects 
of 1000 of the children on ten occasions 
from four months until the age of five. 
She ably conquered the problems that 
occurred, which included moving the 
venue on several occasions – including 
bringing the staff in to paint and decorate 
the rooms in which the children would 
be examined at weekends. The strategy 
worked so well she was persuaded to 
continue with the whole cohort annually 
from the age of seven. She ensured that 
this was a great success.

The Original Cohort Advisory Panel (OCAP) meets six times a year to 
help shape details of how the study is run and developed. 

Caroline Bull is a member of OCAP where she is involved in the design 
of questionnaires, proposed research ideas and advises on how 
findings are more widely communicated.

“Being an OCAP member has given me the opportunity to understand 
the inner workings of a world-renowned scientific project. It has been 
really enjoyable to interact with researchers who are so enthusiastic 
about their work, and rewarding when ideas generated during OCAP 
meetings influence how research is conducted. 

“OCAP meetings are held every other month at Oakfield House in 
Bristol. Members can attend meetings in person or join in via Skype. 
We’re always looking for new members so if you’re interested in getting 
involved contact info@childrenofthe90s.ac.uk for more information.”

It’s your study



We like to make sure 
that Children of the 
90s is recognised 
for enabling new 
conclusions about 
our health and the 
way we live. Media 
coverage is one of 
the important ways 
we can remain in 
the public eye and 
in the last year both 
the study itself and 
research findings 
have been written 
and talked about 
worldwide.

The Pera family

The Taylor family

We’re always looking for participants to help us 
tell our story. Last year the Pera family went on 
the sofa on BBC Points West to talk about their 
involvement and were featured by the Press 
Association; the Pirret family spoke to ITV about 
the study and the Taylor family shared their new 
baby photos for the North Somerset media.

Children of the 90s in the news

Did you see us?
We’ve been busy in the 
region this year – taking 
research and science and 
the life of the study to the public.  
We’re always looking for participants to play a role 
in the team meeting the public for half-day slots. 
Do get in touch if you’d like to be involved.

Creative Reactions 
Art Exhibition, Bristol

Bristol’s Harbour Festival
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The Big Bang Science Fair, Weston-super-Mare

Credit: Amy Hutchings



 

 

We’re all over social – join us

Children of the 90s 
Oakfield House 
Oakfield Grove 
Bristol BS8 2BN
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Often the first place for news 
and events will be on our 
social channels – Facebook, 
Instagram and Twitter. 

 0117 331 0010 

  info@childrenofthe90s.ac.uk

 www.childrenofthe90s.ac.uk
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and keep up to date: 

  children of the 90s

  @co90s    

  @children_of_the_90s


