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TRANSITION – WHAT DOES IT MEAN? 







Other Transitions  

No HMV Clinic Initiated NIV 

Night-time NIV Day & night-time NIV 

 NIV 

Stable HMV 
Disease complications 
requiring acute hospitalization 

Disease progression  
requiring palliative & EoL care Stable HMV 

Tracheostomy 



WHY TRANSITION? 



Quality of Life  

SF-36 

NC = no change; NR = not reported 



Quality of Life  

264 elderly patients 



Quality of Life  





Improved health status 
Advanced autonomy & quality of life as well 
as facilitating return to home 

Quality of Life  



Facilitators  

– Knowledge 
• Experiential ‘hands-on’ 

training  

– Self-efficacy 
• Timely telephone support  

– Social support 
• Continuity of support from 

diverse range of people 

– Home environment 
• Mutually agreeable discharge 

date to enable preparation 

• Familiarity of equipment set 
up and routines 

 

Barriers 

– Relationships with providers 
• Maintaining right to transition 

to home while ventilated 
• Discordance with physician 

opinions of ability to manage at 
home  

• Prolonged hospitalization & 
delays in ventilation training 

– Access to information 
• Fight for acquisition of practical 

information 
• Service fragmentation due to 

termination of regular 
contact/access to ventilator 
experts at hospital discharge 



–Skilled personal support 

workers 
• incomplete understanding of home 

care funding policy, roles of service 

agencies, & skills of PSWs 

• Unavailability of PSWs experienced 

in HMV 

 

Barriers 

One of the big slogans is “home is best” but they really don’t make it easy. 
Now, I have a couple of [PSWs] for 4 hours a day but they’re not actually 
going to touch the vent. (VAI 18) 

The negatives were from other 
people. You know the nurses 
telling me I wouldn't be able to 
do it, “You, you cannot do this, 
you can't”. You know that was a 
difficult thing. And it took a 
while to persuade them.  
(Caregiver 4)  



We had completely copied exactly how it's all set up at the hospital. So, we have the 
ventilator on the right of his bed with the humidifier set up next to it. We have the 
suction machine right underneath there. We have the cough assist machine on the 
left side of the bed. I need it exactly the same, because if anything is even slightly 
different it's going to confuse me. (Caregiver 4) 



Healthcare Utilization  
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Healthcare Utilization  

30%VAIs hospitalized year following HMV compared to 40% year prior (P<0.001) 
49% visited ED year following HMV compared to 57% year prior (P<0.001) 
44% used home care services compared to 33% prior (P < 0.001) 
47% respirology outpatient visits compared to 42% year prior (P < 0.001) 

Povitz et al. Respir Care. 2018 Apr;63(4):380-387 

3517 VAIs 



Healthcare Utilization  

N = 497 n (%)a Overall 

priorb 

Overall 

afterc 

P n (%)d 1 year 

prior 

1 year 

after 

P 

Respiratory ED visits   196 (39) 1.7 (1.9) 1.7 (1.8) 0.95 136 (27) 1.4 (1.3) 1.4 (1.0) 0.72 

Respiratory hospital admission  162 (33) 1.7 (1.4) 1.6 (1.4) 0.62 132 (27) 1.5 (1.2) 1.4 (1.0) 0.70 

Respirology outpatient clinic  443 (89) 8.9 (21.7) 22.7 (44.7) <0.0001 443 (89) 7.4 (20.6) 10.5 (20.1) 0.02 

Hospital respirology consult 47 (9) 7.9 (12.9) 12.3 (28.2) 0.07 47 (9) 7.3 (11.0) 8.7 (13.7) 0.39 

Pulmonary function tests 465 (94) 3.1 (3.0) 4.1 (7) 0.02 448 (90) 2.3 (1.7) 2.8 (5.1) 0.10 

Sleep studies 251 (51) 1.6 (0.9) 1.3 (0.6) <0.0001 229 (46) 1.4 (0.6) 1.1 (0.3) <0.0001 

All cause ED visits  464 (93) 3.9 (4.5) 3.7 (4.9) 0.53 407 (82) 2.4 (2.5) 2.4 (2.5) 0.81 

All cause hospital admission  406 (82) 2.2 (1.8) 2.2 (2.0) 0.77 347 (70) 1.7 (1.2) 1.7 (1.2) 0.52 

ICU admission 224 (45) 2 (1.72) 2 (1.6) 0.80 175 (35) 1.9 (1.3) 1.6 (1.2) 0.07 

 

Patterns of healthcare utilization for respiratory complications of  
adults with neuromuscular disease: a population study 



134 VAIs (86 Ontario, 53 BC) 
Median (IQR) of total monthly summed cost* 



134 VAIs (86 Ontario, 53 BC) 
Median (IQR) of total monthly summed cost* Median (IQR) of total monthly summed cost* 



Healthcare utilization & costs  

Variable 
Exponentiated 

Estimate 

 
 

95% CI p-value 

Intercept   
  

<.0001 

ALS diagnosis (ref=COPD) 1.88 1.42-2.49 0.03 

FIM (ref=76-100th percentile) = best functioning       

0-25th percentile 6.98 5.18-9.42 <.0001 

26-50th percentile 6.83 5.24-8.91 <.0001 

51-75th percentile 2.93 2.36-3.65 <.0001 

Male (ref=female) 1.12 0.96-1.31 0.47 

Age 1.00 1.00-1.01 0.81 

Tracheostomy (ref=non-invasive interfaces) 
1.41 0.89-2.25 0.15 

Ventilation duration 1.00 0.97-1.03 0.95 





Caregiver Burden  



 

• VAIs experience transitions of varying types 
• Reasons to transition 

– HrQoL 
– ↓ emergent health utilization  

• ↓ burden on acute & long-term institutional care 
– ↓ cost to public healthcare  

• Important transition facilitators 
– VAI health status, knowledge & self-efficacy, social support, 

advanced preparation of home environment 

• Important transition barriers  
– conflict with HCPs, limited access to information, lack of skilled 

personal support workers 
• Caregiver burden & loss of earnings are important & under-

studied considerations  

 

Conclusions  



Thank you for your attention 
and Questions? 

louise.rose@utoronto.ca 



DEVELOPMENT & PILOT EVALUATION OF AN ONLINE PEER 
SUPPORT PROGRAM FOR FAMILY CAREGIVERS OF 
VENTILATOR-ASSISTED INDIVIDUALS WITH 
NEUROMUSCULAR DISEASE LIVING IN THE COMMUNITY  
 
FUNDING:  
MUSCULAR DYSTROPHY CANADA 
MITACS ELEVATE PROGRAM 
 

CURRENTLY RECRUITING!!!! 
Please email me if you know caregivers that might be interested 

louise.rose@utoronto.ca 


