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Transient Neonatal Diabetes Study Day 19th March 2011








Our Study Day


The first ever study day on Transient Neonatal Diabetes (TND) for families and health professionals took place on Saturday 19th March 2011 in London supported by the Wellcome Trust.





The aim of the meeting was for families and scientists to explore what is known about TND; the biological causes, best treatments and to share experiences. This was the first chance for a dialogue between those who have the disorder with those working to understand why it happens and how best treat it. 





The University of Southampton transient neonatal diabetes research team, who discovered the genetic causes of the condition, have only diagnosed 151 cases of TND in the world in the last 20 years. Given the rarity of the condition, it was excellent that six families from around the UK (plus one intrepid person from Holland) attended and scientists from 4 UK centres, as well as the organising team.





Each family had a very different story; from one that had experienced the treatment that stemmed from a lack of understanding 50 years ago, to the youngest attendee who had not yet gone into remission and was being treated with insulin during the day.  





This study day was an opportunity for these families to express their concerns with doctors and to help direct future research to make it relevant. 

















The Talks


We were very fortunate to have a range of talks on the day. This presented its own challenges for our speakers to try and convey the very complex subject of genetics and diabetes without too much terminology!





It was suggested that some of the talks were a little too complex but on the whole a better understanding was had by all thanks to the following speakers:





Professor Julian Shield: Professor of Diabetes and Metabolic Endocrinology at the University of Bristol and a Consultant Paediatric Endocrinologist at the Royal Hospital for Children in Bristol. 





Dr Deborah Mackay: Senior Lecturer in Human Genetics at the University of Southampton and works within the Wessex Regional Genetics Laboratory in Salisbury.





Dr Gavin Kelsey: Group Leader in Developmental Genetics and Imprinting at the Babraham Institute in Cambridge.





Dr Louise Docherty: Post Doctoral Research Fellow at the University of Southampton.





Professor Karen Temple: Professor of Medical


Genetics at the University of Southampton and a


Consultant in Clinical Genetics at the Wessex Clinical Genetics Service in Southampton. 








Families, researchers and health professionals attending the Transient Neonatal Study Day 2011








The Outcomes of The Study Day





Researchers were given many ideas of ways to develop current research and encouragement to arrange future study days on TND.


 


From the feedback, families enjoyed the chance to know that they were not alone, but emphasised the need for more information to be available at diagnosis and during the early stages of treatment. 





The plan now is to: 





develop a website with a parent forum for parents to talk to scientists and each other for support and advice.





offer regular updates to keep people in touch with new research and treatments.


















































The study day would not have been possible without the support of: 
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Q: What are the most common non diabetes features seen in TND?


A: From the information we have collected so far the only feature that is present in most TND patients (apart from the diabetes) is that they are very small at birth (below 3kg) which predominantly has been picked up before delivery. In some cases doctors have reported something called macroglossia- a big tongue - and a hernia at the tummy button. 





Q: Why aren’t all babies routinely checked for blood sugar levels?


A: TND doesn’t always present on day 1 of life and most babies go home after 6 hours. Therefore it is unlikely that it will be picked up routinely. However small or very heavy babies should have their blood sugars checked routinely (less than 2.2kg/4lb14oz or more than 4.5kg/9lb14oz). 





Q: Why do newborn babies with TND not get ketoacidotic? (the normal response to a shortage of insulin; the body starts burning � HYPERLINK "http://en.wikipedia.org/wiki/Fatty_acid" \o "Fatty acid" �fatty acids� that produce acidic � HYPERLINK "http://en.wikipedia.org/wiki/Ketone_bodies" �ketones� that can be found in the urine) 


A: Basically there is very little or no fat in a newborn baby with TND and ketones are produced as a result of the breakdown of fat. Also most children have some circulating insulin at birth.





Q: What is the difference between Type 1 and Type 2 Diabetes?


A: In Type 1 diabetes the Islets of Langerhans (the regions of the pancreas that contain insulin hormone producing cells) die from destruction due to attacks from the immune system. In Type 2 diabetes they die from exhaustion, or the organs of the body stop reacting to insulin.





 Q: What are the long term complications of having TND?


A: The most common long term issue for people with TND is that there is a chance that they might develop type 2 diabetes later in life. Some people however continue without any health problems or complications after their initial episode of neonatal diabetes.





Q: Are there any common reasons as to why diabetes returns in some people and not in others?


A: This is the big question that we currently do not have an answer for. With the help of the newly formed register we hope to discover the incidence of diabetes recurrence and if there are any key features in the lifestyles or medical history of people who have and haven’t got diabetes.

















Questions from the Study Day
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Dr Deborah Mackay giving her flamboyant talk on Imprinting
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What We Have Discovered so far about TND








Here are some facts and figures that were presented in the talks at the study day:





152 patients have been diagnosed with TND by the Wessex Clinical Genetics Service in the last 20 years. Patients come from all over the world.





Of these 152 known cases 53% are male and 47% are female.





Approx 61% of these people presented with this condition in the first week of life.





Only 2 people had a weight at birth over 3kg.





37/106 (35%) still had diabetes at 3 months and the oldest with on-going diabetes from birth with no remission is 12 months (at last check up)











Thanks to everyone who has taken part; there are currently 29 people with TND who have signed up.





This represents 69% of all of the known cases of TND in the UK and 18% of cases known to the team in the world.





There are many challenges, mainly because TND is so uncommon. Many people, quite understandably, lose touch with the health system once they are in remission after infancy. Once someone feels better they may not want to be reminded about the past! Most people live abroad and speak many languages! But by consenting to be part of the register, you are helping us conduct research that will improve the quality of life for families that might experience this condition in the future.





We also hope that what we discover may aid research into other forms of diabetes that affect over 2.8 million people in the UK alone.





The register is supported by Diabetes UK.












































For more information about becoming part of the register and to ask any questions please contact Emma Cook at the Wessex Clinical Genetics Service in Southampton on 





0(0 44) 2380 796170 or email direct to � HYPERLINK "mailto:E.J.Cook@soton.ac.uk" ��E.J.Cook@soton.ac.uk�.






























































Q: What can I do to help reduce my risk of developing Type 2 diabetes?


Primarily by eating healthily, regular exercise  and reducing your alcohol intake you are reducing the contributing factors to developing type 2 diabetes. The more we understand about why people relapse the more advice we will be able to give about preventing it.





Q: Is there any benefit in testing my child at home regularly to see if they will have a recurrence of diabetes?


A: If you are concerned about your child’s health in this way then you initially should speak to your doctor. They will look for the symptoms of diabetes such as drinking a lot, passing lots of urine and feeling tired. It may not be beneficial to you or your child to do regular testing as it might increase anxiety so it is a fine balance. Some families don’t test and some do. 





Q: Are there learning difficulties associated with TND?


A: This is unclear as we have no details on the outcome of many of our patients who live abroad. Some children are reported to need extra educational support.





Q: If I have a child with TND does this mean that any other children I have in the future will also have TND?


A: It is a possibility and it depends on the genetic cause so is different for each family. It is advised to see a clinical geneticist to sort this out before becoming pregnant.





Q: What services are available if I am concerned about any future children having TND?


A: If you are considering future pregnancies or if you are currently pregnant and have concerns about TND then there are genetic counselling services available. You will need to contact your GP who will arrange this for you.





Q: If I have a family history of diabetes does this mean I am more at risk of having children with TND?


A: This depends on whether your family members have TND or the more common forms of diabetes. A referral to a genetics centre can sort this out for you.

















�
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96/152 people are now over 5 years; but we only have updated information on 29 of these people.





18/29 (62%) have diabetes again; the youngest age was 4 years and oldest age was 25 years.





Approx 95% of babies born with TND were treated with insulin when they first presented.





68% of the known cases of TND are from outside of the UK.





These figures have been produced from the Wessex Regional Genetics Service by Professor Karen Temple and Emma Cook at the University of Southampton. 





The Register





The University of Southampton based at the Wessex Clinical Genetic Service with support from Diabetes UK are constructing an international Transient Neonatal Diabetes Register to record all relevant medical details of people diagnosed with TND. 





This register is going to form the basis for research into TND. It will enable us to understand more about the disease for example:





how common it is,


how often diabetes develops again later in life, 


what treatments are being used, 


how to provide the right sort of information to midwives and community health visitors so that they can support parents that are coming home with young babies with this condition.





As some of you might know we contact each person after they are diagnosed at birth, and then again at 5 year intervals to find out how they are getting on and ask questions about their current health and education/employment etc. It helps us to gain a broad picture of each person’s health and lifestyle, and to record whether diabetes occurs again and if there are other health complications.











