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Abigail was born with Spina Bifida which we now know to be Spina Bifida 
Meningocele (highly visible by a fluid sack, hair patch and dimple on her lower 
back). 
 
I had to have a caesarean section at 37 weeks due to pre-clamspia of which a 
paediatrician was present to check over the baby. She went into the recovery 
room and told my mother that Abigail was perfect. After being moved into the 
recovery room after a long period of stitching (having lost a lot of blood), the 
Midwife upon weighing Abigail stated in shock in front of me that Abigail had 
Spina Bifida. 
  
She then left immediately, with my partner to see a paediatrician and I was 
left alone in recovery totally distraught and concerned about what may happen 
to my baby girl and that she had a severe disability. We were told that Abigail 
would be seen by a paediatrician and would be tested upon to see what extent 
the severity of the Spina Bifida was. 
 
No one came for 2 days to check her head for hydrocephalus, her bowels, her 
bladder/kidneys or her movements straight away. We could have irreversibly 
damaged her organs if something had happened without her being checked. We 
were also left without any support, information, or counselling for Spina Bifida 
and didn’t know where to start looking.  I kept asking Midwives questions about 
it and no one could help or advise. I felt extremely isolated and nothing for 
comfort.  
 
Consequently, this resulted in me not bonding with my baby, and struggling to 
deal with Post natal depression which led to me disregarding my daughter for 2 
weeks and a major guilt complex as I thought I had caused this imperfection. As 
we had no one to talk to or support, I was not aware that I was not to blame 
and Spina Bifida happens within the first 14-28 days of conception. 
 
We have been for ultrasounds and an MRI scans and even though the 
radiographer was fantastic and offered superb support as well as Abigail’s 
paediatrician, we were still not given any information on support or counselling 
to explain why this has happened. Having spoken to my GP about my Post natal 
depression he contacted the hospital for genetic counselling and a chat as to 
why this may have occurred and I received a letter full of leaflets about Spina 
Bifida Hydrocephalus (which is the severe form of Spina Bifida) which put me 
into a deeper depression. 
 
 
 
 
 



        

    
 

 
 
 
 
My mother then contacted the Spina Bifida association (ASBAH) who have come 
out to meet and talk to me. If it wasn’t for her contacting them I would not 
have thought to have searched for this charity. No one offered this information 
to us, we were left to go at it alone and not in the right frame of mind to surf 
the net and search for organisations. 
 
 I was deeply concerned and affected by the support and treatment of my local 
hospital and the lack of information and intelligence of the staff in regards to 
Spina Bifida and the way that it was handled from birth until now. I was later 
informed that there are no procedures in place for when babies are born with 
any disabilities or impairments of any severity. 
 
I wrote a letter of complaint to the hospital board and I am now pleased to say 
that they have appointed a member of staff to offer information and support to 
new parents and relatives in this situation. 
 
Abigail is now waiting an operation when she is 1 year old to undergo having 
her spinal cord and nerves de-tethered and re - aligned to enable her to go on 
to have a physically normal life.  
 

I am the founder of Parley for reasons that I feel other Parents and Relatives 
deserve the support and information simply and easily and to access other 
stories to feel comfort and support. 
 
I am lucky because Abigail has not yet been affected by her condition however 
as a parent I struggle to come to terms with the fact that she has to undergo 
major surgery at a very young age.  
 
Thankfully Abigail will not ever recollect the operation and will have no lasting 
memories. 
 
 
  
 

 


