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For patients with respiratory failure, Home Mechanical Ventilation (HMV) is today a standard care of treatment, however little focus has been given to understanding the outcomes 
that matter to patients who receive this treatment.

One of the challenges in looking at this area is that respiratory failure a�ects people across di�erent disease types, the most common being Chronic Obstructive Pulmonary 
Disease (COPD), N e u r o m u s c u l a r  D I s e a s e s  ( N M D )  a n d  O b e s i t y  H y p o v e n t i l a t i o n  Syndrome (OHS).

We therefore took the approach to understand the outcomes of the patients receiving HMV and how the underlying disease and other factors influence these.
In doing this we were also looking to understand how these factors could influence HMV service provision and how we can segment and profile our patients to ensure best quality of life. 
This was a key goal in the project as patients today are managed by homecare providers in a very generic way with the focus being on the device and not on interventions that are not based on 
the needs of the patients or their carers.

The starting point for this project was to ask patients what matters to them. This was done through a 12 question survey which was deployed in 12 countries (Europe,  Asia and 
Americas) to HMV patients aged 18 years or over. Information about patients' pathology, sociodemographic characteristics, and therapy were collected and patients were asked to select 
the 5 outcomes most important to them from a list of 14.

The list of 14 outcomes selected for the questionnaire came from literature searches to understand what work had already been done in this field. This included reviewing the 
ICHOM standards which may correlate to patients receiving HMV. Whilst there was no one ICHOM standard set for a condition where HMV is a main treatment, in reviewing it gave 
us insight into outcomes which may cross over and also be key factors for HMV patients.

Patients' characteristics and outcomes were described overall and by pathology. For each outcome, factors influencing the choice of outcomes were selected in logistic regression 
procedure: disease, country and factors were assessed in a univariate logistic regression and gathered into a multivariable logistic regression when their pvalue with the outcome was below 
0.20. A stepwise selection procedure was then applied to select the variables significantly associated with the outcome. Statistical analyses were performed using SAS version 9.4.

RESULTS
In total 3634 patients responded.  70% of patients completed the survey themselves whilst 30% were completed by their carer on their behalf. 1467 with Obesity Hypoventilation 
Syndrome, 1335 with Lung airway disease, 656 patients with Neuromuscular Disease, and 176 other diseases. 

CONCLUSION

T h i s  l a r g e  i n t e r n a t i o n a l  s u r v e y  h a s  g i v e n  a  v o i c e  t o  t h e  p a t i e n t s  t o  u n d e r s t a n d  t h e  o u t c o m e s  t h a t  m a t t e r  t o  t h e m .
T h i s  s u r v e y  h a s  i d e n t i fi e d  t h e  n e e d  f o r  p r o fi l i n g  o f  p a t i e n t s  a n d  t h e  n e e d  t o  p r o v i d e  p e r s o n a l i s e d  c a r e  t o  h e l p  a c h i e v e  t r e a t m e n t  o u t c o m e s   a n d  p a t i e n t  b e s t  q u a l i t y  o f  l i f e .  
I n  l i n e  w i t h  I C H O M  m e t h o d o l o g y ,  r e s u l t s  a r e  n o w  b e i n g  d i s c u s s e d  w i t h  p a t i e n t s ,  c a r e r s  a n d  H e a l t h  C a r e  P r o f e s s i o n a l s  t o  i d e n t i f y  w h a t  n e e d s  t o  b e  i m p r o v e d  i n  t h e  p a t i e n t  
c a r e  p a t h w a y  a n d  t o  b u i l d  p e r s o n a l i s e d  c a r e  p l a n s  f o r  p a t i e n t s  w h o  r e c e i v e  H M V .  S e g m e n t a t i o n  m e t h o d o l o g y  i s  a l s o  b e i n g  b u i l t  t o  e n a b l e  p e r s o n a l i s e d  c a r e  t o  b e  p r o v i d e d  
t o  h e l p  p a t i e n t s  b a s e d  o n  t h e i r  p r i m a r y  d i s e a s e  t o  a c h i e v e  b e s t  q u a l i t y  o f  l i f e .
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The key finding was that at a global level the three most important outcomes are the same for all patients, 
although the level of importance of these varies by disease as do the other outcomes selected.

Most of the patients were male (61%), aged more than 65 years (56%) were living with someone (83%) and did not receive nursing care (67%).

Factors influencing the outcomes 
that matter to patients:
-  Age, sex and living status do 
not influence the choice of the 
outcome
-  Therapy usage influences some 
outcomes, for example when the 
ventilator is used
-  Nursing care and whether patients 
respond themselves to the 
questionnaire make a di�erence in 
what matters to patients.
- Other therapies being used 
influences outcomes : for example 
oxygen therapy and cough assist    
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