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Special breastmilk supplements have helped breastfeeding mums support their babies’ 
growth and development after leaving hospital.

Our neonatal team, particularly 
consultants Dr Mark Johnson and 
Dr Freya Pearson, and dietitians 
Dr Luise Marino and Carol Fudge, 
have shown that continuing to 
provide preterm babies with breast 
milk fortifier after they go home 
prevents a dip in their weight, with 
long-lasting benefits that can still 
be seen at one year old.

Breast is best
While breastfeeding is best for 
meeting babies’ needs, premature 
babies have extra nutritional 
requirements. In the past, this has 
been met at home by giving extra 
bottle feeds with preterm infant 
formula, but this can cause mums 
to lose confidence in their ability 
to breastfeed. 

enough fortifier to give small 
5ml supplements before each 
breastfeed until the babies were 
aged 8 weeks.

Long-lasting benefits         
The study team compared the 
babies’ growth against 32 mums 
and babies who were on the old 
system, and found use of the 
fortifier prevented a dip in the 
babies’ weight gain. 

Not only this, but they found the 
benefits continued until the babies 
were one year old, with better 
growth at eight weeks and one 
year follow-up appointments.

Parents who took part were 
positive about the use of 
breastmilk fortifier at home, 
finding it easy to do. They also 
reported feeling less worried about 
their baby’s growth, with mothers 
saying it helped boost their 
confidence in their ability 
to breastfeed. 

“I think it gives mums the 
opportunity to feel their breast 
milk has so much value to offer 
their babies, and with the extra 
fortifier will support growth,” 
said Dr Marino. “It gives mums 
confidence, as well as promoting 
and protecting breastfeeding.”  

Due to the success of this scheme, 
the researchers are now looking 
to run a larger scale study that 
includes other hospitals. They hope 
to discover if using the fortifier 
can help more mums continue to 
breastfeed for longer. 

It gives mums 
confidence, 
as well as 
promoting 

and protecting 
breastfeeding.”  

Breastmilk fortifier boosts 
preterm baby weight   

“Preterm infants are so vulnerable, 
and in the past we’ve always 
encouraged breastfeeding,” 
commented Dr Marino, “but breast 
milk doesn’t always meet their 
increased dietary requirements.” 

Before this study, premature 
beastfed babies at Southampton’s 
Princess Anne Hospital were given 
breast milk fortifier while in 
hospital to supplement 
their breastmilk. 

The breastmilk fortifier contains 
extra protein and minerals, such 
as phosphorus and calcium, to 
promote bone growth. But, as 
breastmilk fortifier is not available 
from a GP, it is usually stopped 
before premature babies are 
discharged home. As a result, there 
is often a drop in babies’ growth at 
a crucial time in their development.

This quality improvement study 
trialled a new system where 
32 mums were sent home with 

... we’re looking at our research involving children, including our latest discoveries and 
what it’s like to take part in research in our special children’s area.  

It’s not just adults who take part in 
research - children can get involved 
too. Thanks to their amazing help, 
we can improve their own care or 
treatments for other children.

What it’s like to take part
Find out about our children’s area 
and the research we do there on 
on pages six to seven. Hear first-
hand from two very different study 
participants, Arianna and Bethany, 
as they talk about their experiences 
taking part in our research.

From birth to adulthood
Our latest research has involved 
children of all ages, from newborn 
babies to adults looking back on 
their experiences as a child.

Find out how our neonatal team 
managed to successfully boost 
the growth of breastfed preterm 
babies on page three, or read 
how a child’s risk of obesity can be 
predicted before they’re even 
born on page five.

Read how a pioneering new trial 
for children with an aggressive 
form of cancer is giving them 
new hope on page eight, and 
find out what research into the 
lives of those with a rare genetic 
condition has revealed about their 
experiences on page four.

How you can get involved
If you or your child are looking to 
take part in research, you might 
be interested in reading about 
our meningitis B vaccine trial for 
teenagers on page nine, or our 
trial treating allergic asthma using 
a dust mite tablet on page 10.

However, being a participant in 
a trial or study isn’t the only way 
to get involved in research. Find 
out about our patient and public 
involvement (PPI) groups on the 
last page, and hear how Dante, 
one of our PPI volunteers, has 
found her experience so far. 
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Gene mark predicts obesity

It used to be thought that we are 
born with our set of genes, which 
determined everything from how 
we look to our risk of developing 
certain diseases, and this was set in 
stone for our whole life. 

Now researchers have begun to 
realise it’s more complicated than 
that. Our lifestyle and our parents’ 
lifestyle leaves a chemical mark on 
our genes – known as methylation 
– that determines how active they 
are, acting like an on/off switch.

Karen Lillycrop, Professor of 
Epigenetics at the University of 
Southampton, has now shown 
that methylation of the gene 
SLC64A in the womb can be used 
to predict childhood obesity, with 
the potential to alter this through 
lifestyle changes in pregnancy and 
early life. 

Identifying those at risk
The study team searched the entire 
DNA to find genes which can be 
used as a ‘predictor’ of obesity, and 
found SLC6A4, a gene involved 
in energy metabolism. Less 
methylation of SLC6A4 in umbilical 
cord blood was a strong indicator 
that a child would be obese. 

While methylation marks can 
change throughout life, they are 
much easier to alter earlier in life, 
so the sooner they can be detected 
the more likely it is that lifestyle 
changes will work.

Due to this, the researchers hope 
to develop a test that could 
identify these children at birth, 
enabling their parents to receive 

advice on how to reduce their risk 
of childhood obesity.      
“There is a chance to reverse the 
marks,” said Professor Lillycrop, “so 
if we can identify those children, 
hopefully we can intervene.”

Pregnancy advice
As the marks are laid down in the 
womb, mothers could help prevent 
childhood obesity by following a 
healthy diet and lifestyle during 
pregnancy.

While the advice for pregnant 
women based on this study 
remains the same as it is already 
(to eat a healthy diet and exercise), 
Professor Lillycrop believes these 

There is a chance to reverse the marks, so if we can 
identify those children, hopefully we can intervene.”

Southampton research has revealed that a mother’s diet and lifestyle in pregnancy causes 
changes to a child’s genes that predispose them to obesity.

results could help provide extra 
motivation, as they show how 
it has long-term effects on your 
child’s health.         
  
“I think showing that the 
environment can chemically affect 
the genes of the child might 
trigger a stronger response in 
people,” she said. “It’s actually 
affecting your genes and the genes 
of your child.”

The team is now working on new 
research trialling a special diet and 
exercise programme for pregnant 
women, as well as looking into 
how the dad’s diet can also affect 
the child’s health.

Dr Lisa Ballard, lead author of 
the study, hopes the findings 
will provide better guidance for 
healthcare professionals, and help 
families make more informed 
treatment decisions. 

Bridging a knowledge gap
SRS is a rare genetic condition, 
characterised by slow growth 
before and after birth. Babies with 
SRS have a low birth weight and 
do not grow at expected rates. If 
diagnosed at a young age, patients 
can receive growth hormone 
therapy to improve adult height. 

As well as growth restriction, SRS 
characteristics include a large 
forehead, a triangular-shaped 
face and unequal (or asymmetric) 

growth. Up to now, there has been 
limited information on the impacts 
of living with SRS. 

Using in-depth interviews, this 
study explored the experiences of 
15 adult patients from around the 
UK, to bridge this knowledge gap 
and improve the quality of life for 
people with SRS.

Revealing new insights 
“This is the first study to explore 
what it is like to live with Silver-
Russell syndrome, and has revealed 
that care and treatment strategies 
for young patients could be 
improved,” explained Dr Ballard, a 
Research Fellow at the University 
of Southampton.

“We found that, whilst doctors are 
able to treat height issues, people 
often consider other aspects of the 
condition to have greater impacts 
on their lives.”

This included issues such as pain, 
disability and fatigue in women 
– characteristics not previously 
associated with SRS – and body 
image concerns other than height.

Study participants reported 
they easily developed strong 
friendships, but romantic 
relationships posed a challenge. 
One male participant responded: 
“I had pretty low sexual self-
esteem throughout my teenage 
years and I really struggled with 
forming relationships.”
  
Better support
“This study has revealed new 
insights into the challenges faced 
by people living with this rare 
condition,” said Dr Ballard. “It’s 
highlighted that key physical and 
mental health issues, other than 
those related to height, should 
be explored in routine clinical 
appointments.“

Research into the life experiences of those with a rare genetic condition, known as Silver-Russell 
syndrome (SRS), has revealed new insights into the challenges they face.

Living with 
Silver-Russell syndrome

I really struggled 
with forming 
relationships.”
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Our children’s area

We spoke to some of the 
children currently taking part in 
our research, and their parents, to 
find out why they chose to take 
part and what it’s like.

Arianna’s allergy
A bright, cheerful seven-year-old, 
Arianna is taking part in a study led 
by Dr Mich Lajeunesse that could 
potentially cure her peanut allergy.
 
“It’s supposed to be helping my nut 
allergy go away,” she told us.

Arianna visits the facility every 
three months to eat a special 
powder, mixed into yoghurt, that 
contains a very small amount 
of peanut. 

The idea behind this is that her 
body will gradually become 
desensitised to the allergen, 
until she no longer reacts to it.

Welcome to our children’s research area, a dedicated part of our NIHR Southampton Clinical 
Research Facility designed to make children feel comfortable taking part in research.
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Although she describes the 
powder as ‘disgusting’, she’s 
grateful to have been one of the 
eight patients chosen each year 
to take part.

It’s supposed to 
be helping my nut 
allergy go away.”

For more information 
on our children’s 
research, including how 
to take part, please visit:
www.uhs.nhs.uk/CRF

I said yes straight 
away, as I wanted 
to help.”

Her mother, Maria, is also 
grateful, saying they were ‘one 
of the lucky ones’. 

They talk excitedly about their 
final visit, where they will see if 
she still has the allergy.

“We are close to a year now,” says 
Maria. “Next visit, in three months, 
it’s going to be her one year visit 
and they’re going to have the 
challenge again, and she might 
try the real nut.”

Bethany’s IBD
Bethany, 18, has been taking part 
in research for four years. 

A college student, she has 
Inflammatory Bowel Disease (IBD), 
a life-long condition that can cause 
prolonged inflammation of the 
intestines, diarrhoea and 
abdominal pain.

When she was first diagnosed aged 
14, she had a lot of symptoms, 
which had a big effect on her life. 
She says she feels she didn’t do as 
well in her exams because her 
mind was in other places. 

She was approached by Rachel 
Haggarty, lead senior paediatric 
research nurse for IBD in 
Southampton, who asked if she 
wanted to take part in research.

“I said yes straight away, as I 
wanted to help,” said Bethany, 

“Even though I’m ill, it’s for 
something.”

She describes taking part as ‘easy’, 
as research is incorporated into 
her usual visits. If Bethany’s having 
blood taken, she might have a bit 
extra taken for research, or they 
might take an extra tissue sample 
during a routine colonoscopy.

“There are no extra appointments, 
no extra tests,” explains Rachel. 
“It is asking ‘may we gather 
information on what you are 
already experiencing?’”

IBD can be successfully managed 
with medications, but patients 
sometimes don’t respond well to 
the first drug they’re put on, as 
was the case for Bethany. 

“When I was diagnosed I couldn’t 
really live with it,” she says, “but 
infliximab is like a magic drug. I 
can just get on with my life. I feel 
healthy.”

The hope is that, by discovering 
more about the condition, the 
researchers can develop a more 
personalised approach, where they 
can predict which drugs will work 
best for which patients.Arianna talking to one of our research nurses

Bethany with her mum
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Fighting childhood cancer

Professor Saul Faust, director of 
the NIHR Southampton Clinical 
Research Facility, and his team are 
visiting colleges around the county 
to vaccinate sixth-form students 
aged 16 to 19. 

Each student will be immunised 
against meningitis B, the most 
common cause of meningococcal 
disease in the age group, with one 
of two licensed vaccines.

Risks of meningitis
Meningitis is a rare but 
life-threatening infection that 
develops around the protective 
membranes on the surface of the 
brain and the spinal cord. 

Caused by the meningococcus 
bacteria, the infection can cause 
permanent damage to the brain 
and nerves. It is most commonly 
caught by babies, children, 
teenagers and young adults.

Around 10% of teenagers carry 
the meningococcus bacteria in 
the back of their nose without it 
causing any symptoms but, if the 
bacteria invade the bloodstream, it 
causes symptoms like fever, a rash,
sickness, headaches and seizures. 

If left untreated, bacterial 
meningitis can lead to potentially 
fatal blood poisoning called 
septicaemia.

MenB vaccine
The study is investigating if 
immunising teenagers against 
meningitis B can reduce the 
number carrying the bacteria in 
their throat and nose. 

Each participant will be given one 
of two vaccines, both approved 
and available privately, although 
not currently offered as part of the 
UK immunisation schedule.

Co-ordinated by the Oxford 
Vaccine Group, the study is funded 
by the National Institute for Health 
Research and Public Health 
England.

“The vaccine is already routinely 
given to babies at two, four and 12 
months of age in the UK, and used 
widely in the USA among students 
going to college and university,” 
said Professor Faust.

“We now need to know more 
about the effect of immunisation 
in this age group to help inform 
future decisions made on its 
inclusion in the routine 
immunisation schedule.”

Our children’s infectious disease specialists are working with young people across 
Hampshire to help shape the future of routine teenage meningitis vaccinations in the UK.

‘Be on the TEAM’ to beat meningitis

Children with an aggressive form of cancer are being given new hope in a world-first, 
international clinical trial that is testing a new three-part treatment.

The study, involving doctors and 
cancer scientists in Southampton, 
America and Germany, will boost 
the body’s immune system to kill 
off neuroblastoma, one of the 
most common childhood cancers.

Understanding neuroblastoma
Neuroblastoma affects around 
100 children, mostly under the 
age of five, in the UK every year. It 
develops from immature nerve cells 
and usually starts as a tumour in 
the abdomen or the chest. 

In many children, it spreads to 
other places in the body such as 
the bones. In those cases, less 
than half of patients are cured, 
despite intensive treatment 
including surgery, chemotherapy, 
radiotherapy and stem cell 
transplants.

Improving survival rates
This trial, led by Dr Juliet Gray, a 
consultant paediatric oncologist 
at Southampton Children’s 
Hospital, involves combining two 
antibody therapies, anti-GD2 and 
Nivolumab, with mIBG - a special 
form of targeted radiotherapy 
which delivers radioactive iodine 
directly to neuroblastoma cells.

Anti-GD2, a form of 
immunotherapy, has shown the 
potential to improve survival rates. 
It uses antibodies to lock onto 
cancer cells, so the immune system 
can find, fight and destroy them.
 
Nivolumab, which has shown 
positive results in adult cancers, 
blocks harmful proteins and gives 
patients’ own immune cells a 

boost so they can be set free 
to kill tumour cells.

Patients will undergo an initial 
course of the mIBG-targeted 
radiotherapy followed by a 
combination of Nivolumab and 
anti-GD2 over six months. 

Although the initial stages of 
treatment will require hospital 
admission, it’s hoped the therapy 
will eventually be delivered largely 
on an outpatient basis.

Hope for the future
“Work in the laboratory has shown 
that combining these types of 
antibodies with radiotherapy is 

potentially a very powerful way 
of eradicating neuroblastoma 
tumours,” explained Dr Gray, 
who is also associate professor 
of paediatric oncology at the 
University of Southampton.

“This trial will be the first time they 
have been tested together and 
we are hopeful the combination 
of treatments will substantially 
improve the cure rate of children 
with this form of cancer.”

The trial, funded by Solving Kids’ 
Cancer, JACK and Band of Parents, 
will be conducted at the University 
of Southampton’s Centre for 
Cancer Immunology. 

 ...we are hopeful the combination of treatments 
will substantially improve the cure rate of children 
with this form of cancer.”

Influencing immunisations
Researchers will collect throat 
samples and compare carriage 
rates of the bacteria before and 
after the vaccinations. 

If fewer teenagers are carrying the 
bacteria after being immunised, it 
could mean profound changes to 
vaccination courses in the future.

Immunisation for meningitis B 
would not only help protect 
teenagers, but also babies, 
children and older adults, 
who would be less likely to 
be exposed to the bacteria.

For more information, please visit beontheteam.web.ox.ac.uk, 
email uhs.recruitmentcrf@nhs.net or call 023 8120 4989.

We now need to know 
more about the effect 
of immunisation in 
this age group.”



Dust mite tablet developed to 
treat allergic asthma
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Help shape our research
We want to improve our research process, our participants’ experiences 
and make sure our research provides maximum benefit to people’s 
health. We can only do this by involving people like you.

Our patient and public 
involvement (PPI) strategic lead, 
Caroline Barker, works with 
patients and the public to help us 
deliver better clinical research.

PPI is key to developing future 
treatments. It enables patients and 
members of the public to work 
together to ensure we do research 
that meets our patients’ needs.  

Dante’s research story 

For details on PPI and how to get involved, contact 023 8120 4989 or PublicInvolvement@uhs.nhs.uk.

As a member of our young people’s PPI group, Dante helps to influence research done here in Southampton by 
giving her perspective on how clinical trials should be designed and run.

Doctors in Southampton are trialling a new tablet that could reduce the effects of allergic asthma in children 
with a house dust mite allergy.

The study, taking place in the NIHR 
Southampton Biomedical Research 
Centre, will see children with 
allergic asthma taking a tablet that 
contains a small dose of house dust 
mite. It’s hoped this will teach their 
bodies to accept it and trick their 
immune system to no longer react.

“The tablet is very safe, with little 
to no long term side effects, and 
has a good track record in older 
patients,” explained Professor 
Graham Roberts, a specialist in 
paediatric allergy and respiratory 
medicine who is leading the study.

“Exposing children with allergic 
asthma to a small dose of whatever 
they are allergic to can reduce their 
body’s reaction to the trigger. This 
will, in turn, reduce the likelihood 
of asthma attacks and further 
problems in the future.”

Treating asthma
Allergic asthma is caused when a 
person has an allergic reaction to 
one or more triggers, such as dust 
mites and animal fur. Triggers cause 
exacerbations, or asthma attacks, 
that cause the airway to become 
swollen and inflamed, making it 
increasingly harder to breathe.

Inhalers are often a successful 
treatment for most patients but 
may not be as effective in patients 
with allergic asthma, as the 
treatment requires doctors to 
identify and deal specifically with 
the trigger that causes attacks.

Using immunotherapy
Immunotherapy is a type of 
treatment that involves giving 

patients a gradually-increasing 
dose of a substance, or trigger, to 
which someone is allergic.

Slowly increasing doses of the 
trigger causes the immune system 
to become less sensitive to the 
substance. As the body becomes 
more exposed to the trigger, it 
produces more antibodies – which 
reduce the symptoms of the allergy 
when the substance is encountered 
in the future.

For this study, the trigger is the 
dust mite and participants will take 
a daily tablet that contains a small 
amount, in the hope that it will 
reduce the body’s reaction.

Transforming treatment
In a previous study in adults, the 

tablet produced positive results 
and showed the number of 
exacerbations and hospital visits 
reduced for each patient. 

Professor Roberts hopes for similar 
results in this study. He is looking to 
recruit around 20 children to take 
part over the next 18 months. In 
order to take part, the child must 
be aged six to 16, living with 
asthma and using a regular 
inhaler every day. 

“We expect the treatment to work 
well,” he says, “and given the 
tablet’s previous successes, we are 
hopeful that we can demonstrate 
the benefits of immunotherapy for 
children through this trial.”

 For more information,   
 please contact the NIHR 
Southampton Clinical Research 
Facility on 023 8120 4989 or at
UHS.SouthamptonCRF@nhs.net.

Dante, 14 years old, has over 
10 allergies that could cause 
anaphylaxis – a sudden, severe 
reaction that and can be fatal. Her 
allergies also cause skin problems 
and allergic asthma.

Her mum, Stephanie, says while it 
is just about manageable at home, 
going out is extremely difficult and 
requires a lot of planning. Due to 
her allergies, Dante can’t take part 
in cookery lessons or eat out.

Getting involved    
Almost two years ago, Dante’s 
respiratory specialist nurse 
Catherine Crocker suggested she 
join the young person’s PPI group. 
Stephanie says they’re really 
grateful, as they wouldn’t have 
thought to get involved.

The group meet about once every 
three months for a couple of hours 
on a Saturday. Usually there are 
about six or seven of them, all 
around the same age.

They’ve discussed various studies, 
including how to approach parents 
whose child has died to ask about 
organ donation, discuss an app 
that can detect the start of an 
allergic reaction, and help with 
the development of a trial for a 
meningitis B vaccine. 

“I think it’s really good,” says 
Stephanie. “Dante’s interested in 
doing it, and it’s good because 
she’s met other children that have 
had various other conditions. They 
recognise each other when they 
come together, and it’s the same 
with the parents too.”

The tablet is very safe, 
with little to no long 
term side effects”



Clinical research in Southampton is a partnership between University Hospital 
Southampton NHS Foundation Trust and the University of Southampton, 
combining clinical and scientific excellence. It is enabled by funding from the 
National Institute for Health Research, Cancer Research UK and many others.

Trials and studies recruiting now

Let us know
We want to hear your views and experiences of clinical research in Southampton, as well as answer 
any questions you have. To let us know what think, find out more about our work or to register 
interest in any of our research activities, email uhs.southamptoncrf@nhs.net or call 023 8120 4989.

The NIHR BioResource for Translational Research 
in Common and Rare Disease
The NIHR BioResource is a panel of people who are interested in participating in research studies. 
More than 100,000 volunteers around England already take part. They come from all walks of life, and some 
have health conditions but others don’t. They’ve helped in studies investigating diseases like cancer, dementia, 
diabetes and multiple sclerosis. It won’t take too much of your time and you can be sure that however small 
your contribution, you will be helping health and medical research. For more information, please contact: 
david.stockley@uhs.nhs.uk, crf@uhs.nhs.uk or 023 8120 4989. Please reference BIOR when contacting us.

The work that patients do in the emergency department

Aged over 18 and healthy? Help us improve healthcare

We want to understand the concerns and needs of patients as they journey through the emergency 
department by accompanying patients, interviewing them and observing and recording. For more information, 
please contact Mike Clancy at mike.clancy@uhs.nhs.uk.

You could be eligible to take part in clinical trials in Southampton. If you would like to be know more 
or be informed about upcoming trials, please contact our Research Support Team on 023 8120 4989 
or email UHS.RecruitmentCRF@nhs.net.

Sleep T2D
We are inviting people with type 2 diabetes to participate in this study, which aims to see if overnight use of a 
special facemask and machine that helps open up the airway is associated with a reduction in the progression 
of damage to the body from diabetes. For more information, please contact Jana Rojkova at 
Jana.Rojkova@uhs.nhs.uk or call 023 8120 5339.


