
 
 

 

Worster Drought Syndrome is a rare/ultra-rare disease that in 2019 Orphanet estimate 

to have a European prevalence of 3.7 cases per 100,000 population1. 

 Based upon this prevalence there are estimated to be 2,442 patients however some 

prevalence estimates are 9 in 100,000 population with up to 5,940 prevalent 

population in the UK today. 

 There is concern that WDS is under-diagnosed or misdiagnosed, there does not 

appear to any treatment pathway or recommendations for the referral, management or 

identifiable specialist centres for diagnosis and management in the UK. 

  

There is not a specific ICD 10 code available to attribute to a WDS diagnosis, as a 

form of cerebral palsy (ICD10 G80). WDS is then included in the sub categories C80.8 

(Other Cerebral Palsy) or C80.9 (Cerebral Palsy Unspecified) 

 

Medway NHS Foundation Trust’s Children & Women’s Programme have provided some 

data held within their area, however, as the number is so low there is the potential that 

individuals could be identified, and so the Trust are unable to give an exact number.  Please 

see below: 

  Number 

M/F 

Age at 

diagnos

is 

ICD 

10 

code 

applie

d 

Other co-

morbiditi

es and 

ICD 

codes 

A primary diagnosis of Worster Drought 

over the last 3 years  

<5 Betwee

n 2 to 

14yrs 

*Pleas

e see 

below 

*Please 

see 

below  

Worster Drought prevalence (all ages) 

under your care 

 1/10,000 

approx 

      

No of patients diagnosed with 

Congenital suprabulbar palsy/paresis 

 0       

No of patients diagnosed with 

Congenital pseudobulbar palsy/paresis 

 0       

No of patients diagnosed with bilateral 

perisylvian polymicrogyria 

 <5        

No of patients diagnosed with foix-

chavany-marie syndrome 

 0       



 
 

 

How many patients have had a 

diagnosis of WDS which has been re 

coded: to what disease/ICD10 code? 

 *Please see 

below 

      

How many patients have been re coded 

to WDS 

 *Please see 

below 

      

Any specific 

specialities/services/pathways/recomme

ndations provided for WDS patients 

 Speech & 

Language 

Community 

Paediatrics 

Gastroenterol

ogy 

No specific 

pathways 

      

 

*Medway NHS Foundation Trust regret that the Children & Women’s Programme is 

unable to answer these questions as they do not hold this data.  As Worster Drought 

is coded under ‘G808’ or ‘G809’ (Unspecified and Unknown CP), the Trust’s 

Business Intelligence Unit are unable to distinguish the specific patients involved, as 

well as the specific dates they came in.  Apologies we cannot help you further with 

this request. 

 

 


