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Aims to better understand dysphagia 
in children born with OA, to improve 
support & advice. Part of a PhD 
degree at ICH.

Engaging with BAPS 
group which discusses 
complex UK cases 
including patients 
born with OA.. 

Methodology for Patient-Reported 
Outcomes Measures Quality of Life 
studies (Childrens’ Hospital 
Gothenburg /EAT) being validated 
with TOFS members for UK use. 

Aims to increase understanding of 
psychological impact of OA on families, and 
to create support tools for OA families. Part 
of a PhD, led by a UK Adult TOF.

Aims to establish a 
large UK cohort of 
parents and patients 
born with OA and other 
congenital anomalies 
potentially requiring 
surgery. Aims to involve 
15 UK hospitals.  
TOFS involvement 
pending.

UK Collaboration
………..with those researching OA and working towards better treatments 

TOFS is  a founder member of EAT, the 
(international)  Federation of Esophageal 
Atresia and Tracheo-Esophageal Atresia 
Support groups.  EAT undertakes 
international collaboration for TOFS and 
other national support groups, using 
personnel from its member groups 
(including TOFS) to do so. 

TOFS members’ participation

Endorsed by TOFS

Partly funded by TOFS
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TOAST: 

Antireflux meds study

UK-wide randomised trial. Aims to establish whether 
universal use of antireflux drugs lessens strictures in 
babies born with OA. Involves Evelina Hospital, Univs 
of Southampton, Liverpool, Nottingham.

Univ of Eastern Finland

Asking  BSPGHAN to 
pursue UK adoption 
or adaption of  
international 
guidelines for 
aftercare of patients 
born with OA . 

CSOR: Surgical 

outcome reporting

Oxford NPEU plus

Aims to develop a set of desirable 
core long-term outcomes for OA 
patients. Involves 7 UK centres and 
5 outside UK.

Diagram shows projects currently under way. Once published, projects are removed. 

Making common 
cause with UK 
support groups 
such as: Genetic 
Alliance; NEC UK; 
Max’s Trust 
(ARM); VACTERL 
Association;
Guts UK; EOS 
Network

OCELOT: 

Core outcomes set

Alderhey Hosp plus

Oxford NPEU plus

Aims to create a 
lab-made 
Oesophagus as an 
alternative for  
oesophageal 
replacement. 

BAPS British Association of Paediatric Surgeons ICH Institute of Child Health  (part of University College London)

BSPGHAN British Society for Paediatric Gastroenterology Hepatology and Nutrition NPEU National Perinatal Epidemiology Unit (part of Oxford University)

GOSH Great Ormond Street Hospital

UK Rare Diseases 

Support Groups 

Peer collaborations

NICE VCS forum

NCCHWB

Rare Diseases UK

Advocacy

Influencing UK official policy via memberships of: National 
Institute for Health and Care Excellence’s consultative forum for 
voluntary sector; National Council for Child Health and Wellbeing; 
Welsh Rare Diseases Roundtable; Rare Diseases (UK). 

Surgical PEARL

Bristol Univ plus

Aims to investigate the extent to which OA is 
associated with a twin lost in early pregnancy. 
Involves Univ of Wisconsin-Madison, USA
Project is pending.

Lost twin study

Exeter Univ plus

Aims to investigate prospects of reducing 
unwarranted variations in outcomes for OA and 
several other paediatric surgical conditions. 
Involves 4 UK universities & 8 UK hospitals. 

Founded in 1982, TOFS 
is the UK-based support 
group for all those born 
with Oesophageal 
Atresia and Tracheo-
Oesophageal Fistula. 
TOFS is a Registered 
Charity, no 327735
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