Florence’s Little Ears: a birth announcement.

On Monday 29 November our daughter Florence was born by Caesarean Section after resisting two attempts to turn her out of the breech position. She weighed in at 7lb 7oz (3.380kg) and was between two and three weeks early. 

The following afternoon a series of paediatricians came to examine our beautiful daughter and Bill was called back to the hospital where we were given the devastating news that little Florence, (betrayed by small ears and a ridge on the back of her head ) was “very likely” to have Down’s Syndrome. Concern was expressed about her general floppiness and lack of enthusiasm for feeding – both of which we had attributed to the early delivery and slight jaundice. Sande was removed from the ward into a side room.  Late on Tuesday afternoon blood samples were sent off-site for chromosome testing. 

On Wednesday some close friends and Bill’s parents sat with us for most of the day, falling in love with Florence and giving us hope that the doctors were mistaken. Everyone noticed that Florence was virtually identical to Marion, with no features  that couldn’t be accounted for within the family.  An endless stream of health care professionals started to visit Sande around the clock and Bill told everyone who expressed an interest,  about the birth and the awaited test results. 

On Thursday our hopes that Florence had avoided any congenital heart defects were deflated when a heart murmur was detected. Florence was assessed using a Doppler Echo-Cardiogram, which revealed a small hole in her heart. We were told this was a relatively common defect, not typically indicated with Down’s, and we were told to regard this as good news because it could heal itself within a year without producing symptoms. Attention turned to Florence’s feeding which, although consistent with what we remembered of Marion, was considered inadequate for her needs and was now being monitored by the special care baby unit.

On Friday, having been told that the test results would not be available until Monday, Bill was encouraged to go to a lunch with friends and colleagues in Cambridge and so we were apart when a trio of Paediatricians came in to break the news that the blood test was “positive” – positive apparently meaning that Florence does have – in fact from the moment of her conception has always had -, the complication of an extra 21st chromosome.  Bill received this news on his mobile phone while walking to the station to return to hospital. That evening, tearfully, we explained to Marion that her little sister would have “learning difficulties” and might be a little like another child she knows with “special needs”.  Marion said not to worry because she would help teach her. 

On Saturday we waited all day for a paediatrician to discharge Florence but due to a hospital miscommunication none appeared. Marion became increasingly distraught about Sande’s continued absence from home. About 6pm a special care nurse decided Florence should be fed by nasal tube and monitored overnight. Sande came home for 2 hours leave and saw all the flowers and cards that had also been accumulating at Rowan Crescent.

On Sunday Sande came home for four hours leave to comfort Marion. On returning we were told that Florence was still not feeding well enough to leave hospital and Sande resigned herself to another day of hospital routine.

On Monday, over a week after we first went in to hospital for the attempted turn, Sande discussed returning home without Florence, calculating that this would galvanise staff into discharging her if at all possible. By teatime we had the necessary inspections done and paperwork signed. Florence was put into her pink snowsuit and new car seat and finally came home. 

Now at home we are still emotionally up and down but beginning to feel a bit more like ourselves. Feeding continues to be difficult and has to be done with a nasal tube as well as a bottle. A steady flow of visitors, midwives and the special care outreach sister give us support and glimpses of what the future might be like, informing us about possible opportunities for Florence and skills and abilities that we may be able to help develop in her. We are told that Florence’s individual potential will only become clearer towards the end of the first year but with luck and no further complications, her first year should be much like any other baby’s. This is what we now hope for.

We still have a while to register Florence’s name, which we expect to be Florence, Edith, Amanda. Florence was Marion’s middle name and by way of exchange we thought it would be nice if Marion got to choose one of Florence’s names. She suggested Amanda, which, meaning “worthy to be loved”, seems a perfect addition.

Sande and Bill,  

