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TRANSITION — WHAT DOES IT MEAN?



Patient transitions relevant to individuals requiring
ongoing ventilatory assistance: A Delphi study
Can Respir J YWol 21 No S September/Cctober 2014
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TABLE 7
Transition from pediatric to adult long-term mechanical
wventilation services
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Chromnological age
A transiton lan baing in placse

A ppropriaie envimnonrment'eguipment for devslopmental stage

A ppropnate enviimoannment for phhysical siEss
Aovaialability of rainediskilled health care worker=s
Th= lik=lihood of an acoceptable guality of ife
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Family readiness
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WHY TRANSITION?
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Quality of Life

Clinical Outcomes Associated with Home Mechanical
° ® ° - sanadig lespiratory Journal
Ventilation: A Systematic Review i Lo

Volume 2016, Article ID 6547180, 10 pages

Physical capacity Mental capacity
RP BP GH i SE RE MH MCS
Windisch et al. |7] NC NC NC NC NC f | ¢ NC
Hein et al. [13] ' NC NC NC NC NC NC . NR
Nauffal et al. [12] 3: NC $ NC NC NC t b IC NR
Tsolaki et al. [6] / [ NR
Windisch et al. [7] NC NC NC NC NC NG + NC
Hein et al. [13] ‘ NC NC NC NC NC NC NC
Nauffal et al. [12] )7 NC NC 1IC NC NC NC
Bourke et al, [3]" - NC NC NC NC - NC
Bourke et al. [3] NC NC NC NC + +
[solaki et al. [6] NR NC NR NR
Windisch et al. [7] : : NC : + NC
[solaki et al. [6] ' N N NR N NR NR NR

Disease state SF-36

NC = no Change’- NR = not reported | ”"{ul Was BL‘.IH"I';]||}' th.'.':";frihfd d$ gl}ﬂtl ]Lll]'r ] [M\I LSETS.




Quality of Life

Mechanical ventilation for amyotrophic lateral
sclerosis/motor neuron disease (Review)

10. Art. Mo.: CDO04427.

Cochrane Database of Systematic Reviews 2017, Issue

Radunovic A, Annane D, Rafiq MK, Brassington R, Mustfa N

Moderate-quality ewidence from a single RCT of KIV in 41 participants sugests that 1t significantly prolongs survival, and low-

quality evidence indicates that 1t improves or maintains quality of life in people with ALS. Survival and quality of life were significantly
im}'m.'r‘-'-:u:i in the :=:.11h;r-:.'-|.1[:- of peo plu.- with better bulbar function, but not in those with severe bulbar im}'r.qinn-:m. Adverse effects related

QOQuality of life in home-ventilated children and their families

Ewr J Padiatr (2007 1% 1307-131

Conclisions: Perceived OQOL by children with HMY and
their farmibes 15 lower than that of hea Bhy childeen Parents are
happy to care for ther chaldeen at boanes, even thoueh il nese-

atvely affects Burmly hife.

Home Non-Invasive Ventilation Fails to
Improve Quality of Life in the Elderly: Results
from a Multicenter Cohort Study PLOS ONE | DOI10.1371/journal. pone.0141156 October 21, 2015

Conclusion 264 elderly patients
M Woanas-affietent-irriae-aldariy while evaluation at 6 months showed a good adherence but
d failed to improve HRQGL.




Quality of Life

Invasive Home Mechanical Ventilation:
Living Conditions and Health-Related
Quality Of Life Respiration 2015;89:312-321

Meuromuscular disorderfpnvate hor . . . .
H Neuromuscular C'SGI'dE'F_-"'ﬁL.II'S.I‘lg fac II'IV&SIVE Home MEChanlcaI Ventllatlon:

Lung disease/private home

m Lung divencermurng ey LIVING Conditions and Health-Related
Quality of Life
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Quality of life and life satisfaction are -
severely impaired in patients with long-term
invasive ventilation following ICU treatment
and unsuccessful weaning Huttmann et al. Ann. Intensive Care (2018) 8:38
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Quality of Life

Transitions to Home Mechanical Ventilation

The Experiences of Canadian Ventilator-assisted Adultis and Their
F am i I y C are g ive rs Ann Am Thorac Soc Vol 15, No 3, pp 357-364, Mar 2018

It gave me independence [and] it made my
lite a lot easier. And it meant | don't have to
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Improved health status
Advanced autonomy & quality of life as well

as facilitating return to home
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Transitions to Home Mechanical Ventilation

The Experiences of Canadian Ventilator-assisted Adults and Their
Family Caregivers

Ann Am Thorac Soc Vol 15, No 3, pp 357-364, Mar 2018

Facilitators Barriers
Knowledge — Relationships with providers
* Experiential ‘hands-on’ * Maintaining right to transition
training to home while ventilated
Self-efficacy * Discordance with physician
« Timely telephone support ;)pinions of ability to manage at
ome

Social support

e Continuity of support from
diverse range of people

Home environment

* Mutually agreeable discharge
date to enable preparation

* Familiarity of equipment set
up and routines

* 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




Transitions to Home Mechanical Ventilation

The Experiences of Canadian Ventilator-assisted Adults and Their
Family Caregivers

Ann Am Thorac Soc Vol 15, No 3, pp 357-364, Mar 2018

Barriers

The negatives were from other

—Skilled personal support people. You know the nurses

workers telling me | wouldn't be able to
* incomplete understanding of home do it, “You, you cannot do this,
care funding policy, roles of service you can't”. You know that was a

difficult thing. And it took a
while to persuade them.
(Caregiver 4)

agencies, & skills of PSWs
e Unavailability of PSWs experienced
in HMV

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




We had completely copied exactly how it's all set up at the ot
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. | need it exactly the same, because if anything is even slightly
different it's going to confuse me. (Caregiver 4)




Healthcare Utilization

Clinical Outcomes Associated with Home Mechanical
Ventilation: A Systematic Review

Canadian Respiratory Journal
Volume 2016, Article 1D 6547180, 10 pages

: N Before After’
Study Disease state o il
FLIL]IH].".SIUHH,-‘}' -'Fild]HHSIi}IIS,-'}'

Windisch et al. [7] NMD, RTD, COPD, OHS NR 0.1
NMD / 1.1(1.2) 0.3(L2)
RID 35 1.2 (1.8) 0.8(1.2)
Farrero et al. [9] NMD, RTD, OHS R 4) 0.5(0.6)
Bach et al. [14] NMD, RTD 5(2.5 <0.6’
NMD 375 | 05(0.4)

RTD 08(05)

Nauffal et al. [12]

Vitacca et al. [23]

d in hospital/pt/y d in hospital/pt/y

NMD NR 24 (NR)
Tsolaki et al, [6] RTD / NR
OHS NR
NMD, RTD 77 22(2)
OHS d 26 (4)
Gonzalez et al. [10] RTD 10.9 (13.3)

Janssens et al. 11, 15]




Healthcare Utilization

VAls hospitalized year following HMV compared to year prior (P<0.001)
visited ED year following HMV compared to year prior (P<0.001)

used home care services compared to prior (P < 0.001)

respirology outpatient visits compared to year prior (P < 0.001)

3517 VAls

> x
x
x
l I *

Hospitalization ED visits Homecare use Neurology Visit Respirology Visit

30 40

Percentage

20

Bl 365 to 30 days prior to HMV [ ] 30 days to 365 days after HMV
% P<0.05

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



Healthcare Utilization

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

n(%)?  Overall  Overall P n(%)?  Lyer  Lyear
prior? after’ prior after

Respiratory ED visits 19%9(39) L7(L9) L7(L 0.9 14(L3)  14(10)
Respiratory hospital admission ~ 162(33)  L.7(L4)  L6(L 0.62 15(12)  14(10)
89) 89(2L7) 227(447) <0.0001 714(206) 105(20.0)
9 79(129) 007 13(110) 8.7(137)
o) 31(30) 0.02 23(L7)  28(6.1)
51)  16(0.9) <0.0001 A (0.
%) 3945 3T(4 . A2

( (

L [

Respirology outpatient clinic
Hospital respirology consult

Sleep studies
All cause ED visits

All cause hospital admission
ICU admission

) 22(18) 220 (L
5 2L7) . . 19(L3

(
(
43
(
Pulmonary function tests (
(
(
406
(

) )
) )
) )
) )
) )




Healthcare utilisation and costs of home
m eCh a n ica | Ve nti | ati 0 n Nonoyama ML, et al. Thorax 2018;0:1-8. doi:10.1136/thoraxjnl-2017-211138

134 VAls (86 Ontario, 53 BC)

Iterm

Entire cohort
(m=134)

Total pubdic

Home-based visits
ambulatony-based clinic visits
Ho=spitalisation ED hospice care
Medications

Supplies

Caregiver lost time

Total private out-of-podket

HCP wisits (in or out of home)
Trawel
Medications
Supplies

Total third-party insurance
Home-based visits
Medications
Supplies

Total healthicare costs

24110

(955 5361) 8%

622 (27-3723)
144 (73—249)
0 {(0—1002)

175 (65—392)
173 (38—410)

1605
(0—5527) 39%

141
(BT-438) 3%

17 (0—92)
30 (13—81)
4 (0—18)

30 (4—149)
O (D—21) 0%
0

0

0

5275
(2291—-1D0181)

Mon-imvasive
n=89)

1380

(5 72—3440) 53%

101 {15—1002)
153 {B5—252)
0 {0—2&B)

173 {(36—344)
68 19—308)

1108
(0—3559) 42%

136
(F3-438) 5%

30 (0—T9)
45 (18-85}
3 {0—15)

24 (3—134)
0 {0—29) 0%
0

0

0

3925
(1212—7390)

Invasive
n—=45)

Median (IQR) of total monthly summed cost*

2246
(2730—7333) S4%

ITED (2036—5106)
106 (62—1893)

37 (0—1092)

184 (123—487)
244 (157—410)
4262

(D—6586) 44%

142
(67-403) 1%

0 (0—9&)
26 (10-5%)
13 (0—28)
S1 L6—1 7H)
0 {0—7) 0%
0

i

a

8733
(S868—15274)




Healthcare utilisation and costs of home

mechanical vent

| ATION  tonosema L, et al. Thorax 2018,0:1-8. doi10.1136/thoranil-2017-211138

134 VAls (86 Ontario, 53 BC)

Iterm

<10 houwurs

Total pubdic

Home-based visits
ambulatony-based clinic visits
Hospitalisation ED hospioc= care
Medications

Supplies

Caregiver lost time

Total private out-of-pocket

HCP visits (in or out of home)
Trawel
Medications
Supplies

Total third-party insurance
Home-based visits
Medications
Supplies

Total healthicare costs

1232
(423—3970) 7&%

B2 (12692}
183 (85—284)
0 (0—543])
159 (46—303)
32 (1—249)

&
{(0—2547) 15%

151
(F3-365) 9%

19 {—58)
44 (15—97)
3 {1—18)

20 2—1040)
0 (0—33) 0"

2997
{950—-5304)

10—19 howrs

1542
(762—3228) 39%

16Z (25—2109)
153 (99—20:0)
0 (0—2EE]

158 (40—392)
2032 (50—a73)

2257
{126—6880) 58%

125
(63-403) 3%

17 (0—o7F)
45 {(18—82)

1 (0—16)

27 (B—131)
0 (0—37) 0%
0 (0—5)

0

0

49E0
(2291—-10181)

=20 hours

m—5-4 m—3% m—=31)
Median (IQR) of total monthly summed cost*

SE00
HO00—BD2Z21) 627%

3825 (2346—5634)
31 (13— 73)

0 (0—1093)

240 (147—-507)
B0 (1685—574)

FFE0
(0—6262) 36%

148
(78-502) "%

8 (0—159)
27 (10—a5)
o (0—25)
69 {5—Z26d)
0 (0—6) 0%
0

0

0

ESS1
(6131—17090)




Healthcare utilization & costs

1.42-2.49

5.18-9.42

5.24-8.91

2.36-3.65

0.96-1.31

1.00-1.01

0.89-2.25

0.97-1.03




Healthcare utilisation and costs of home
meChanical Vent”ation Nonoyama ML, et al. Thorax 2018;0:1-8. doi:10.1136/thoraxjnl-2017-211138

[he-montily-median cost of $3.273 tor our cohort 1s equivalent

median annual cost is esamared at 3154 512, Previous Canadian
reports estimare the per diem costs of individuals requiring venti-
lation and cared for in an intensive care unit would range from

-I n -I .rl

2328 to $4435 (5849720-51 618 775 per vear) with costs of
$921-$1587 ($336165-8579 255) (2015 $C) in a chronic respi-

ratory, weaning, step-down or rehabilitation unit.”™ We found




Caregiver Burden

Clinical Outcomes Associated with Home Mechanical

Ventilation: A Systematic Review

Study

Would

choose HMV
o)

again (72, 9

Evans et al.
[19]

Kaub-
Wittemer et
al. [25]°
van
Kesteren et
al. [27]
Moss et al.
[20]1"
Aggregate
data (72, %)

Marchese et
al. [18]
Fernandez-
Alvarez et
al. [21]
I'sara et al.
[24]

Sevick and
Bradham
[28]
Aggregate
data (729 ")

46 (88)F

29 (94)

Canadian Respiratory Journal
Volume 2016, Article 1D 6547180, 10 pages

N

('l Out-of-pocket and/or
lost wages

(08t coverage

All were cligiblc for
federally funded
nursing care

3.624-29.942
3.151-78.955°

Kaub-Wittemer etal. [25/NMD

4 41)
Sevicand rdham [/COPDNMDIOHS "4 R
=) ‘\\‘A [
91% privately insured
15,829 [nsurance covered

()-367925

Moss et al. [29)/ALS : :
>94% of expenses for

64% of patients

Jotel et al. [30]/SCI NR NR




Conclusions

VAls experience transitions of varying types
Reasons to transition
— HrQolL
— { 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




Thank you for your attention
and Questions?

louise.rose@utoronto.ca




CURRENTLY RECRUITING!!!]

Please email me if you know caregivers that might be interested

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
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