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ST   RS Study


First clinical trial for Rett syndrome in the UK announced!
On March 7th 2017 our colleagues at Reverse Rett announced that the first trial for a drug to help with breathing problems in Rett syndrome was open for recruitment. The trial will be conducted by Dr Paramala Santosh and his team at the Clinical Research Facility at King’s College Hospital, London.
The 24-week study is a double-blind placebo-controlled trial of Sarizotan. Sarizotan is a repurposed drug, originally developed to help people with Parkinson’s. Newron licensed the drug from Merck.  Rettsyndrome.org, RSRT and others funded the researchers involved in developing the Rett mouse model used in the studies. In addition, Sarizotan was also tested independently through the Rettsyndrome.org Scout Program which has been established to test new and repurposed drugs in preclinical studies using the Rett mouse model.

The STARS trials are also being conducted in India, Italy, and the United States. We are fortunate here that Dr Santosh clinic has been chosen to run the trial, facilitated by Reverse Rett’s Clinical Trial Coordinator based at his clinic.  Newron Pharmaceuticals is sponsoring the study. 

People with Rett syndrome who are 13 years or older and who have a body weight of 25kg or over may be eligible. You can read more about the details of the STARS TRIAL on the Rettsyndrome.org web site. 

Please contact rachael@reverserett.org if you would like to express an interest in your son or daughter taking part in trial, unless you have already completed registration on the Reverse Rett Patient Registry.

Later in the year, Rett UK families may have an opportunity to be involved with a new international study sponsored by Newron to assess the burden of illness in individuals with Rett Syndrome and their caregivers. The study will include two surveys – one for the caregivers and the other for healthcare providers. More details to follow in later issues of Rett News.  

We look forward to bringing you more news of these developments which are an excellent example of collaborative work to give a brighter future to people with Rett syndrome.
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