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Theo Harry Will Bartlett -  Written by his Mum and Dad, Becky & Lawrence 

His story 

At our 20 week scan we were made aware of Theo’s heart condition – Ebstein’s Anomaly.  This is so 
rare that the ratio is 1:20,000 
We were told to terminate the pregnancy as Theo had little chance of surviving the pregnancy or 
birth.  This was not an option for us, we had to give Theo every chance and let him decide his future. 
At 37 weeks, he decided he wanted to meet us early and on July 19th 2015 he made his entrance. It 
was love at first sight! But we didn’t have long with him as he needed to be taken to the NICU 
(Neonatal intensive Care Unit) in St Michael’s Hospital, Bristol for observations.  The next few hours 
were critical as Theo’s heart was so enlarged it had affected the way his lungs had formed and he 
found it increasingly difficult to breathe on his own, he required help via a ventilator.  This is when 
we met our cardiologist, the Greek God Demetris Taliotis.  He was worried but continued to support 
us. 
A day later the doctors wanted to take him off the ventilator.. Telling us that if he managed to 
breathe alone for over an hour then they would continue with help. we had been told Theo wouldn’t 
make it through the next 24 hours.  The family gathered around his cot and we had a blessing, we 
had been told he would probably not survive the next 24 hours.  He did it!! 
Theo had defied yet more odds and was changed onto a less invasive breathing support called 
optiflow and transferred to PICU (Paediatric Intensive Care Unit) in the Bristol Royal Childrens 
Hospital. 
6 weeks later, Theo required his first operation but this 

didn’t go to plan.  We were taken for a meeting and 

made aware that there were no further options for 

Theo.  We didn’t accept this decision and our 

cardiologist advised us to request second opinions from 

various other Childrens’ hospitals.   10 days later we 

received the reply we had been waiting for, a full heart 

reconstruction.  Our surgeon, a leading authority on 

Ebstein’s Anomaly in children had just arrived back from 

work in America and agreed to perform the operation, 

but was unable to give us statistics of a good outcome.                   Theo heading to surgery, September, 2015                                                                                                                                                                                                    

 We had to let Theo fight his own battle.  Due to complications of the mechanical valve that had 

been inserted into his heart he ended up needing three more open heart surgeries that week with 

four lots of bypass.  Theo was up for the fight and surprised everyone.  He now has the finest Italian 

stitching!                                                                                                 

                                 

             Theo’s heart before open heart 1 and after                                                 ...& after open heart 3 (on left) 
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8 weeks later we were almost ready to come home but the dreaded valve clotted again.  The 

became critically ill very quickly and suffered from a major internal bleed.  This affected his spleen 

(the organ that makes white blood cells to fight infections) 

Again, Theo defied the odds and at the end of November we made it home to Gods own Country 

and HOME! 

The Christmas celebrations came early but on December 9th until Boxing Day we were readmitted 

because of a bowel obstruction. 

2016!!! SURELY Theo deserves a break.  From January to September apart from the odd week or two      

being admitted, Theo’s development was incredible, He was 

doing so well and almost crawling!  

 

                              

                                                                          Theo’s 1st Birthday 

                                          Theo, Summer 2015 

 

However, horror struck in early September when Theo became acutely unwell and deteriorated 
quickly.  Theo had pancreatitis which resulted in him going into septic shock, a perforated bowel, 
puss collections in his stomach and myositis (swelling of the muscles) Theo became over 5 litres 
positive with fluid as he was going into kidney failure and required 14 hours of attempting to get him 
attached to a filter to do the job of his kidneys.  Where all this had come from we still don’t really 
know but after abdominal surgery to cut his bowel and bring it out into a stoma bag. Theo slowly 
began to recover.  As a result of the myositis that he had in his left leg, Theo lost blood flow to his 
foot which has left a lot of scarring and resulted in his losing part of his big toe. 
Again, at the end of November, we made it home! 
Theo somehow defied all the odds, it must’ve been from all the support and prayers that he had 

been given.  We managed a visit to the Christmas lights switch on in St Davids and met Father 

Christmas however Theo decided on the 22nd December that he wanted to spend Christmas with the 

nurses again…. We were admitted until the 4th January with D & V which caused severe dehydration.  

Theo also suffered a partial valve clot in his heart.  We were offered yet more surgery but we 

decided against it and the clot has since dispersed. 
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                                                                                                                                                        Christmas in hospital, 2016 

Since January Theo has done incredibly well, he’s come on leaps and bounds and is continuing to 

prove medical science wrong.  He still has a long, long way to go, including a possible operation at 

the end of March to reverse his stoma.  However, unless advised differently from our cardiologist, 

we are going to refuse the operation for now to allow him to continue to develop and enjoy his time 

at home. 

                 

                                                                                                                               Happy times, March 2017 

The future is very uncertain.  Many have told us that Theo wouldn’t live to see his first birthday.  Our 

cardiologist informs us that he is unaware of anyone currently with a mechanical tricuspid valve (the 

usual practice is to replace with a tissue valve but this did not work in Theo’s case) 

Theo’s needs. 
Theo is currently requiring 24 medications daily and will require medicines throughout his life.  We 

have weekly appointments for development, dietician, physiotherapists and fortnightly cardiac 

appointments.  Theo is still under orthopaedics and surgeons who keep a close eye on his foot and 

bowel. 

We know that Theo will need further surgeries on his heart, bowel and foot and are unsure if he will 

be able to walk unaided, however with the speed that modern-day medicine is progressing, all we 

can do is hope that Theo will receive even more incredible care to help him to progress. 
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Theo’s conditions. 

Heart –  
Ebsteins Anomaly - this is so rare that the ratio is 1:20,000 
Pulmonary Atresia – no pulmonary valve to take blood to the lungs 
VSD – holes in the heart 
SVT – Abnormal fast heart rhythms 
Pacemaker (will be increased to 2 in future surgeries) 
Narrowed Pulmonary arteries – effects oxygenated blood 
 
General –  
Left sided weakness 
Perforated bowel / stoma bag 
Reduced movement in left ankle and removal of big toe 
Inactive spleen – immune system compromised 
Under developed lungs – may struggle with breathing as he grows, the common cold can put him in 
intensive care on a ventilator. 
 
Home Care –  
Continuous SATS monitor during sleeping hours 
Suction and nebuliser kit 
Standing frame 
4 hourly medications, Start at 6am and finish at 11.30pm 
Home visits for appointments twice a week. 
 

 
 
 
We would like to take this opportunity to thank everyone for all the support that has been shown to 

us as a family since day one, through Theo’s Light a Light page, messages and donations that were 

given on his just giving page set up by a close family friend.  You have all helped us pull through the 

darkest of times. 

Lawrence, Becky & Theo 

 


