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Physiotherapy Assessments should be completed 2x in 12 months: minimum 4 month gap between assessments, but not more than a 7 month gap
image1.emf
(A)   Area of clinical uncertainty   (from the NICE Final  Appraisal Document)  (B)   Outcome to be collected    (MAA appendix E)  (C) SMA - REACH mandatory  field -   minimum dataset   (data that will be  required to  resolve the clinical uncertainty)  (D) Endpoint assessments and  stopping rules    (data that will be required by the  Clinical Panel)    

Long term benefits  survival     mortality       cause of death (in separate  event form)  All patients stop due to  mortality  

motor function     RHS       WHO MOTOR SCALE      RULM       HINE      CHOP - INTEND      summary of contractures  (physio form under orthosis  management)     RHS       WHO MOTOR SCALE      RULM       HINE      CHOP - INTEND      summary of contractures  

scoliosis      presence of scoliosis      Cobb angle in and  out of  TLSO      date of spinal surgery, (note:  there is only 1 date field  therefore only 1 surgery date  can be captured. If patient  has 2 surgeries e.g. rods  followed by spinal fusion, the  age at surgery may be used  to differentiate the two  dates).       spinal sur gery with growing  rods (PLUS AGE),       spinal fusion (PLUS AGE)      use of TLSO.   Inability to administer nusinersen  by intrathecal administration  because of spinal fusion surgery      date of spinal surgery, spinal  surgery with growing rods  (PLUS AGE), spinal fusion  (PLUS AGE) and use of  TLSO.  

fractures      yes/no   In relation to the motor function  stopping rules -   if contractures  develop or fracture occurs, then  the unmeasurable domain of the  scale is removed, and the delta  change of remaining domains  are scaled up to  ensure the total  achievable score of the scale 
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(A)   Area of clinical uncertainty   (from the NICE Final  Appraisal Document)  (B)   Outcome to be collected    (MAA appendix E)  (C) SMA - REACH mandatory  field -   minimum dataset   (data that will be  required to  resolve the clinical uncertainty)  (D) Endpoint assessments and  stopping rules    (data that will be required by the  Clinical Panel)    

Long term benefits  survival     mortality       cause of death (in separate  event form)  All patients stop due to  mortality  

motor function     RHS       WHO MOTOR SCALE      RULM       HINE      CHOP - INTEND      summary of contractures  (physio form under orthosis  management)     RHS       WHO MOTOR SCALE      RULM       HINE      CHOP - INTEND      summary of contractures  

scoliosis      presence of scoliosis      Cobb angle in and  out of  TLSO      date of spinal surgery, (note:  there is only 1 date field  therefore only 1 surgery date  can be captured. If patient  has 2 surgeries e.g. rods  followed by spinal fusion, the  age at surgery may be used  to differentiate the two  dates).       spinal sur gery with growing  rods (PLUS AGE),       spinal fusion (PLUS AGE)      use of TLSO.   Inability to administer nusinersen  by intrathecal administration  because of spinal fusion surgery      date of spinal surgery, spinal  surgery with growing rods  (PLUS AGE), spinal fusion  (PLUS AGE) and use of  TLSO.  

fractures      yes/no   In relation to the motor function  stopping rules -   if contractures  develop or fracture occurs, then  the unmeasurable domain of the  scale is removed, and the delta  change of remaining domains  are scaled up to  ensure the total  achievable score of the scale 


