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The neuromuscular physiotherapy team, with the DNC and UCH present:

THE MULTIDISCIPLINARY MANAGEMENT OF THE NEUROMUSCULAR BABY AND INFANT WITH SEVERE COMPLEX NEEDS
Friday 1st May 2020                                                                                           
 9.00 – 17.00
Clinical Neuroscience Lecture Theatre at 33 Queen Square, London WC1N 3BG

PROGRAMME

A multidisciplinary course for hospital and community professionals (Doctors, CNS’, AHP’s, Psycho-social and HV’s) involved in the management of the extremely weak babies and infants with neuromuscular disorders, such as myotubular myopathy, nemaline myopathy and SMA. 
09.00 - 09.15  
Welcome and introduction

09.15 - 09.45 

The scope of the problem encountered – Management of type 1 SMA – the “Sapre” experience from Italy. Prof. Francesco Muntoni
09.45 - 10.30   
Physical and respiratory management, Chiara Mastella 
10.30 - 11.00 
Early augmented communication, Grazia Zappa

11.00 - 11.20
Coffee 
11.20 - 12.05 
Respiratory management of the severely weak baby in the UK.
Francois Abel Respiratory Consultant and Lisa Edel, Neuromuscular Physiotherapist 
12.05 - 12.30 
The changing role of palliative care 
12.30 - 13.00 
Burden of care of the parents and emotional support 

13.00 - 13.20: 
The parent’s view

13.20 - 14.00
LUNCH
14.00 – 15.15   
Musculo-skeletal aspects of care: physiotherapy, spinal posture, orthotics, 
                              
seating and equipment

15.15 - 15.35
 Coffee
15.35 - 16.00
The importance of the MDTand “one stop shop” Speech, Diet, Katie O’Brien, CNS role  
16.45 - 17.00 
Close:
For more information contact marion.main@gosh.nhs.uk
