
 

 

 

 

Simon Stevens 
Chief Executive  
NHS England 
Skipton House 
80 London Road 
London 
SE1 6LH 

1st May 2019 

 

Dear Mr Stevens, 

Urging NICE, NHS England and Biogen to work strenuously this week so that on May 8th, the 
NICE committee can endorse an agreement for access to Spinraza for all with SMA Type 1, 2 
or 3.  

Today marks 8 weeks since the third NICE committee meeting on access to Spinraza and over 15 
months since the NICE process began. You will be only too well aware of the distress caused to the 
SMA community by the delays in NICE’s appraisal of this life-changing treatment and Biogen’s 
closure on 1st November 2018 of its compassionate use programme for infants newly diagnosed 
with SMA Type 1. Every month that has passed since this date has seen more infants diagnosed 
with SMA Type 1. Unable to access this treatment, their SMA will follow a more severe, and 
possibly fatal, course. 

But it is not only these infants; it is also all the other children, young people and adults with SMA 
Types 2 and 3 who are desperate for the opportunity to access the drug. Spinraza has now been 
made available in 46 countries globally. As you will be aware, it was approved on the NHS in 
Scotland for infants with SMA Type 1 in May 2018. This inequity of access will be further 
exaggerated when Scotland fulfils its commitment to expand access to children and adults with 
SMA Types 2 and 3, whilst the health of people with SMA in England is changing irrevocably.  

NICE has now announced a fourth committee meeting on 8th May; nine weeks after the previous 
committee meeting.   

On behalf of the SMA community we urge NHS England to work strenuously with Biogen and NICE 
in the intervening days before the committee meeting so that an agreement for a Managed Access 
Agreement for all with SMA Type 1, 2 or 3 is ready for the committee to endorse.  This will allow 
access while further evidence is collated for a treatment which has already been shown to be 
clinically effective.  

 

 

 



 

Patients are increasingly asking us what flexibility is being shown by NHS England. Can you assure 
the SMA community that this week NHS England will be demonstrating your readiness from a 
funding and commissioning perspective to implement a Managed Access Agreement as a matter of 
urgency? 

Please don’t make families wait longer or allow them to be devastated by a negative decision. 
Please do everything within your power to enable all with SMA Type 1, 2 or 3 to access this life-
changing treatment.  

Yours sincerely,  

 

 


