Dear Clinical Lead,

My name is Curie and I am a parent with lived experience of neonatal care. My son was born at 28 weeks prematurely with a life limiting congenital disease. I am also a member of the Parent Advisory Group for the COLLABORATE trial.

I am writing because I understand that your neonatal unit has decided not to take part in COLLABORATE. I appreciate that these decisions are difficult and complex and that clinicians will have their own views about the best way to feed very preterm babies. However, as a parent, I wanted to share why I believe this research is important.

When your baby is born very preterm, as a parent you are suddenly faced with many decisions and a huge amount of information at an already difficult time. You completely rely on the neonatal team caring for your baby. But I also think it is important for parents to know when there is uncertainty about which treatment or approach is best.

COLLABORATE is trying to answer questions about how very preterm babies should be fed when there is not enough breastmilk. I know that different doctors and different hospitals do things differently. From a parent's perspective, the fact that something is done because " it is how we always do things" is not necessarily what we want to hear.

I understand that some clinicians may feel uncomfortable offering parents the opportunity to take part in a trial when they already have a preferred way of doing things. But parents may see that uncertainty differently. We should be given clear information about what is known and what is not known, and the opportunity to decide for ourselves whether we would like our baby to take part in research that could help answer these questions.

I know I am not a doctor but I hope you can consider the perspective of parents when deciding whether to participate. Without neonatal units and families being willing to take part in research like COLLABORATE, these uncertainties will remain, and future parents and clinicians will continue to face the same questions without the evidence we need.

I hope you might reconsider whether COLLABORATE could be offered to families in your unit.

With best wishes,

Curie Freeborn
Parent Advisory Group member
COLLABORATE Trial




