To the Commissioning Group
Thank you for the information about the NHS Birmingham and Solihull Clinical
Commissioning Group: engagement on proposed changes to health policies.
We had a look at your questionnaire but found that it would not give us the opportunity to
give the feedback we think necessary, hence this email.
Use of cough assist machines
We have read in your ‘What is coughing?’ advice that ‘due to the lack of robust clinical
evidence to support the use of cough assist machines as clinically effective intervention,
cough assist machines are not routinely commissioned’ unless patients meet criteria you
have listed.
We are concerned to ensure that your criteria include routine funding of cough assist
treatment for patients with spinal muscular atrophy who are ‘non-sitters’ or ‘sitters’.
The references you have do not appear to include the new 2017 international standards of
care for SMA that have been established by an international group of experts. These
standards are described in Part 1, page10 1 as ‘assessments or interventions that constitute
the minimal care that families should expect to find in any neuromuscular centre’.
A summary of these minimal care interventions in terms of pulmonary care is outlined on
Part 2, page 32 where you will see that cough insufflator / exsufflator is very clearly a
recommended intervention for anyone with SMA who is either a non-sitter or sitter –this
includes those with SMA Type 1 or SMA Type 2.
We are concerned that these patients should have routine access to cough assist machines
and that this should be explicit. Their consultant should not have to prove exceptional
clinical need.
We hope that you can reassure us that this clearly routine need will be reflected in your
future policy.
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