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THE
BRACELET

STUDY Bereavment and randomised controlled trials
A methodological study of policy and practice in neonatal paediatric intensive care

o Thank you for visiting the BRACELET Study website

Information for Parent
e o These pages are for parents who have been invited by letter to take part in the BRACELET Study.
rmation Booklet
’ We are trying to help to improve how research with sick babies is carried out by looking at how
Taking part in an interview
peaple feel about ressarch in neonatal intensive care, This study aims to find out more about the

Neonatal dinical trial
questionnaire situation where parents agres that their baby can enter 3 clinical trial and then later their baby dies.

Your views and experiences
Our contact processes involved are already very sick; we know that about 20% of babies enrolled in neonatal trials do not
questionnaire
Information and support
e The website makes al of the informatian about aur research available in one place. You can see the
uest an Interview :
o § standard information for parents and there is some extra information about taking part in an
Information for Clinicians and ; e o bl o et whath et P
LS L T L erview which might help you decide whether or nat to join the study. You can also find out mare
e e ST abaut sources of information and support for bereaved parents.
[
ST Through the website you can cantribute to the study by giving us your views. You can:
About the Bracelet Study
links. « let us know whether or not the information on this website is helpful
Glossary « tell us what you think about how we first got in touch with you
« request an interview (You can do this at any time during the study, even if you have
previously been in tauch to say that you did not want to take part)

Unfortunately this can happen quite often in neanatal intensive care trials because the babies

survive,
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Can you help an important study which is looking for bereaved parents whose baby took part in a clinical trial in neonatal intensive care?





When sick babies are looked after in a neonatal intensive care unit (NICU), their parents are sometimes asked if they can take part in a randomised controlled clinical trial. These trials are carried out to try to improve treatments for babies in the future.  Some of the babies cared for in NICUs do not survive and some of them will have taken part in a trial.��Lots of trials are carried out in NICUs.  They look at many different treatments for sick babies; they can involve medicines and gases and different types of equipment like cooling systems, feeding tubes, ventilators or ways of monitoring babies.  Trials can also be used to compare ways of caring for babies, for instance how their feeds or pain might be managed. They are given names such as the ECMO Trial, INIS, PROGRAMS, TOBY and the INNOVO Trial. Your baby may have taken part in one of these trials some time ago, or one of the many other more recent trials.  From previous research we know quite a lot about what parents generally think about trials and how they are run, but not what bereaved parents think.  It is important to put this right, and so we are asking bereaved parents whose baby was in a trial in a NICU to give us their views.  This will help guide how research into treatments for very sick babies might be run in the future. �


If you would like to take part you can contact us by through our website, by email or by telephone. 


Website 	�HYPERLINK "http://www.bracelet-study.org.uk"�www.bracelet-study.org.uk�  The website has lots of information about us and our research.  You can use it to give your views by filling in a questionnaire or leaving your comments.  Most importantly you can use it to let us know if you would like to take part in an interview.  


Email 	 	You can email us at �HYPERLINK "mailto:claire.snowdon@lshtm.ac.uk"�claire.snowdon@lshtm.ac.uk�, or �HYPERLINK "mailto:diana.elbourne@lshtm.ac.uk"�diana.elbourne@lshtm.ac.uk�


Telephone	You can call on 0770 3716112,�


It is important for parents in the future that we hear what bereaved parents have to say about their experiences.  Your contribution to the study would be very helpful indeed. ��Thank you 





Claire Snowdon and Diana Elbourne








