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Exploration of disease past and 
present: spina bifida
As far back as the 1860s St George’s 

demonstrated excellence in 

understanding and treating a rare but 

lifelong birth defect called spina bifida.

Spina bifida occurs when a baby’s 

spine and spinal cord does not 

develop properly in the womb, 

causing a gap in the spine (NHS, 

2020). Most babies born with spina 

bifida can have surgery to close the 

opening in the spine, however, their 

nervous system will have already 

been damaged which can lead to a 

range of health problems. Some may 

also have learning disabilities.

What do our records look like…

It is important to have continued access to historical and current 
information about spina bifida to trace our past and present 

understanding of the disease and its treatment. These act as 
building blocks for current and future research, and document St 

George’s role in research and treatment over time.

Our digitised Post Mortem 
Examinations and Case Books contain 
numerous of cases of spina bifida in 
infants aged between 3 days and 1 
year, demonstrating how quickly 
babies’ health deteriorated without 
surgery in the past.

The Cambridge Cohort of Open Spina 
Bifida is a unique spina bifida data 
resource that provides detailed data on 
the health and quality of life of 
114 individuals born with spina bifida. 
The resource is rare in that it includes 
a detailed neurological examination at 
birth, and follows up on participants 
throughout their lives, with 99% follow-
up to the mean age of 50 years.

The everchanging technical landscape 
means that digital records essential for 
medical research are at risk. The 
importance of our digital records 
means there is a need for digital 
preservation to ensure these records 
remain accessible to protect our 
knowledge and investment, and to 
ensure future generations of students 
and researchers can access the 
knowledge contained within.

By actively managing our records and 
data and applying preservation tools 
and activities we are able to maintain 
the record and data’s ongoing viability. 
The steps we take now to protect our 
digital records will ensure their 
longevity.

St George’s, University of London’s 
mission is to pursue excellence in 
academic medicine, healthcare and 
science, informed by a global outlook 
by creating and sharing knowledge. By 
identifying records for digital 
preservation, we ensure their 
availability for good, forever, and that 
the data contained within is available to 
all.

Access the Cambridge Cohort of Open 
Spina Bifida here:

Access our digital Post Mortem cases 
here:
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