
 

 

 
 
 
 
 

NHS Birmingham and Solihull Clinical Commissioning Group: engagement on 
proposed changes to health policies 

Policy Harmonisation Programme:  

Treatment using Cough Assist Equipment: Mechanical Insufflator/Exsufflator 
(MI-E)  

Statement for consultation;  

 

SMA Support UK is a national charity with over 30 years’ experience of supporting families 
and adults affected by Spinal Muscular Atrophy (SMA).  We disagree with the proposed 
draft policy which recommends not to provide cough assist equipment for people with 
neuromuscular conditions, including SMA.   

We are not medically qualified, nor researchers – the views and points expressed here 
reflect the questions and experiences of those with SMA who contact us for support and 
information and who share their views and experiences with us.  Many of the points may 
well apply to other neuromuscular conditions. 

We are concerned that your final policy should include routine commissioning of cough 
assist equipment for infants, children and adults with SMA who are ‘non-sitters’ or ‘sitters’.  
We ask for the points made below to be considered as part of your consultation.  

 We appreciate that robust study evidence is the standard by which your harmonised 
CCG policies are measured and appreciate the process already undertaken to review 
the evidence as widely as possible and to further consider the new references 
recently submitted to you by the Birmingham clinicians.  
 

 We understand that the decision not to recommend commissioning of cough assist 
equipment was reached because of lack of robust study evidence. We are concerned 
that the study evidence available is judged not robust enough to meet your 
threshold required - and that it would not be realistically possible to collect such 
evidence in any future study since: 

o SMA is a rare condition - it is difficult to find the numbers of comparable 
individuals needed to provide a large sample with control groups.  

o Cough Assist is currently being used by many with SMA in the UK so it would 
be difficult to set a clinical trial baseline. 

o The first drug treatment (nusinersen) has recently become available to 
eligible infants who have SMA Type 1 (non-sitters) through an Expanded 



 

Access Programme (EAP). This group are included in the recommendation by 
experts for proactive use of cough assist1,2. It would be difficult to recruit to a 
trial for cough assist from this significant group, where key inclusion criteria 
for the EAP require ‘patients whose care in the opinion of the treating 
physician meets, and is expected to continue to meet, the guidelines set out 
in the 2007 Consensus Statement for Standard of Care in SMA’3  

o If a control arm was required, it would be difficult to justify and recruit to a 
trial for use of equipment which is already recommended by a group of 
international experts in SMA1,2 
 

 In your summary policy statement, the initial paragraph states; “Most coughs clear 
up within three weeks and do not require any treatment”.  This is not the case for 
people with SMA who, due to muscle weakness, are unable to cough effectively and 
can experience very rapid progression to severe chest infection leading to severe 
breathing difficulties and hospitalisation.  

 
 In our experience, across the UK more children and adults have had access to cough 

assist equipment since initial research by Chatwin and Simonds in 20034. Indeed, the 
British Thoracic Society acknowledges lack of robust evidence but still recommends 
use of cough assist equipment for children5 and adults6 with neuromuscular 
weakness. The 2007 Standards of Care for SMA1 recommended daily use of cough 
assist in most severely affected children and adults, and proactively before surgery. 
The 2017 Standards of Care2 clearly recommends that use of a cough assist should 
be proactively prescribed for ‘sitters’ and ‘non-sitters’, based on respiratory 
assessment.  
 

 SMA support UK has recently collected experiential evidence from the families we 
support through a UK survey about the impact of SMA, taken in January 2018. This 
included a question about equipment used.  From 128 respondents: 
 

                           Type 1 – 2 (0 – 17yrs) – 53% currently use cough assist   

               Type 1 – 2 (18+ yrs) – 92% currently use cough assist 

 

The above statistics highlight the extent to which cough assist is currently used by 
infants, children and adults and shows a clear need for this piece of equipment to 
support those with SMA.   

These numbers do not include those people who need/have been recommended to 
use cough assist by their specialist respiratory team, but have been unable to access 
the equipment.  

 



 

 Proactive and regular use of the cough assist, in our families’ experience, has a 
positive role in; 

o Maintaining optimum chest physio routines 
o Reducing time spent on effective chest physio (also see Chatwin and Simonds 

20097) 
o Increasing strength and capacity of lungs  
o More effectively moving secretions from lungs on a regular basis 
o Increasing ability to fight a chest infection if one does occur 
o Increasing feelings of wellbeing and confidence when respiratory function is 

maintained at a stable level  
o Decreasing severity of chest infections if they do occur 

 

 We suggest that the evidence for the use of cough assist for infants, children and 
adults with SMA is outlined in the Standards of Care document (2017)2. This is the 
consensus of highly respected international clinical experts and they outline 
minimum care provision for individuals with SMA. Their “working groups identified 
the aspects that constitute optimal care but considering that some of the 
recommendations may not be easily applicable in centres or countries with less 
resources, an effort was made to identify assessments or interventions that 
constitute the minimal care that families should expect to find in any 
neuromuscular centre.”  In our view, this is the appropriate clinical evidence 
needed to recommend the use of cough assist to infants, children and adults with 
SMA, including recommendations that: 

o All children and adults with SMA should be seen by a specialist 
neuromuscular multi-disciplinary team, including respiratory specialists. 

o Assessment and monitoring by the respiratory specialist, experienced in 
SMA should be regular and ongoing.  

o Where indicated by clinical assessment, proactive introduction of cough 
assist is recommended for ‘non-sitters’ and ‘sitters’  
 

 We believe that the use of cough assist equipment is a cost-effective way of meeting 
need. We agree with the “Right to breathe” report (2015)8 which concluded that not 
providing cough assist is a false economy. The cost of the equipment compared to 
one week’s stay in ICU is minimal.  
 

 With clinicians needing to submit an Individual Funding Request application for every 
infant, child or adult they assess as needing cough assist equipment, we would be 
concerned about; 

o The time and resources this will take 
o The focus and effort that already overstretched clinicians and families will 

need to put towards any application 
o The waiting time increase which could be detrimental to individuals 
o The risk of developing a severe chest infection that means hospitalisation and 

threatens life  



 

o The burden on the clinician to prove exceptional clinical need, when 
Standards of Care 2017 recommend cough assist is a minimal intervention for 
those with SMA (sitters/non-sitters) 

o Family already juggling 24-hour care and emotional stress of caring together 
with an ever-present prospect of life threatening chest infections 

o Families feeling that they must fight for a piece of equipment that has 
already been agreed by SMA experts as essential and which have been seen 
to improve individuals’ and families’ quality of life.  

o Individuals potentially missing out on eligibility for, or experiencing delayed 
access to, newly emerging drug treatments and clinical trials which require as 
inclusion criteria that they adhere to standards of care. 
 

In summary, we understand that equity of process is important and that robust study 
evidence is required by the CCGs before they can recommend the routine commissioning 
of cough assist equipment.  However, we would emphasise that; 

• for SMA such evidence is extremely difficult to obtain from standard research 
methods and that the recommendations of the BTS5,6, the 2017 SoC2 and from the 
expert clinicians working in the field should, in this case, instruct the CCG 
commissioning body to recommend the routine commissioning of cough assist 
where the respiratory specialist team have recommended its use.  
 

We believe that this action would; 

• reduce the risk to the individual 
• offer a better quality of life 
• reduce cost for the CCG by decreasing the time spent in hospital and undergoing 

treatment by those with a neuromuscular condition who, through a lack of 
preventative equipment, develop life threatening respiratory infection. 
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