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1	  in	  4	  
>35yrs	  

4th !
Leading	  cause	  	  

of	  death	  

1st !
Cause	  of	  hospital	  	  
admissions	  among	  	  
chronic	  illness	  

COPD	  in	  Canada	  
In	  Ontario,	  	  

12%	  
of	  populaPon,	  

24%	  
	  hospital	  admissions	  

(Gershon	  et	  al	  2013)	  

$750,000,000  

annually in  
healthcare costs 
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•   Suffer from refractory 
   dyspnea (up to 50%) 

•    Relief from dyspnea a top  
   priority; plan of care at  
   discharge1 
 
•   Have symptom burden  
   similar to or worse than  
   patients with advanced  
   lung cancer2 
 
1.  Rocker GM, Dodek PE, Heyland DK. Can Respir J    
     2008;15:249-54 
2. Gore et al., Thorax 2000 

Many patients with advanced COPD: 
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N/A	  

Canada’s	  COPD	  Care	  Report	  Card	  
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Listening	  to	  PaPents	  	  	  	  	  
Advanced	  COPD:	  Most	  important	  elements	  of	  end	  of	  life	  care	  

Source:	  Rocker	  G,	  Dodek	  P,	  Heyland	  D	  et	  al,	  Can	  Respir	  J	  2008	  

PaPents	  n=118	   %	  
Not	  being	  kept	  alive	  on	  a	  
venPlator	  when	  there’s	  no	  
meaningful	  hope	  of	  recovery	  

55%	  

	  Relief	  of	  physical	  symptoms	   47%	  

	  An	  adequate	  plan	  of	  care	  &	  
health	  services	  aeer	  aeer	  

discharge	  
40%	  
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Listening	  to	  PaPents	  
Advanced	  COPD	  Care:	  Top	  3	  opportuniPes	  for	  Improvement	  

Source:	  Young	  J,	  Allan	  DE,	  Simpson	  AC,	  Heyland	  DK,	  Rocker	  GM.	  What	  maters	  to	  family	  carers	  of	  paPents	  with	  advanced	  
COPD.	  Am	  J	  Respir	  Crit	  Care	  Med	  2008:A665	  

Caregivers	  n=37	   PaPents	  n=37	  	  
	  Know	  which	  doctor	  is	  the	  main	  
doctor	  in	  charge	  of	  your	  family	  

member’s	  care	  

That	  you	  not	  be	  a	  physical	  or	  
emoPonal	  burden	  on	  your	  

family	  

	  Family	  member	  has	  relief	  of	  
physical	  symptoms	  

An	  adequate	  plan	  of	  care	  &	  
health	  services	  available	  to	  look	  

aeer	  me	  at	  home	  aeer	  
discharge	  	  

	  An	  adequate	  plan	  of	  care	  &	  
health	  services	  available	  to	  
look	  aeer	  him/her	  at	  home	  

aeer	  discharge	  

To	  have	  trust	  &	  confidence	  in	  
the	  doctors	  looking	  aeer	  you	  

Need	  to	  
	  fix	  
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Social isolation, boredom, tension in the 
relationship, fatigue, resentment,  
restriction of personal freedom, anger,  
helplessness, guilt, depression,  
difficulty sleeping, anticipatory grieving,  
loss of self-identity, and panic. 
 
 
 

COPD:The family caregivers  
Loss is a central theme 
 

 

Simpson AC, Rocker GM 
Advanced COPD: Impact on informal caregivers. J Palliat Care, Mar 2008 
 
Simpson AC, Rocker GM 
Advanced COPD: Rethinking models  of care. QJMed 2008 
 
Bailey PH. The Dyspnea-Anxiety-Dyspnea Cycle Qual Health Res 2004;14:760 
 



Epiphany	  Moment	  
“I’m not sure how 

much more 
distress I can listen 

to, or papers we 
write before I know 
we are going to do 

something 
meaningful about 

all of this” 

Joanne Young in research 
coodinator role pre INSPIRED 

I	  had	  an	  epiphany	  



The	  road	  to	  acute	  care…	  

Poor	  knowledge	  	  	  	  	  	  	  	  	  	  	  
of	  disease;	  Limle	  	  	  	  	  	  	  	  	  	  	  	  
to	  no	  support	  

Symptoms	  worsen	  (denial,	  
panic);	  No	  plan	  in	  place	  

Don’t	  want	  to	  
burden	  others	  

Arrive	  to	  the	  ER	  in	  crisis	  
Long	  length	  of	  stay	  

Discharged	  
back	  to	  a	  
broken	  system;	  
Off	  the	  radar	  
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Evidence-‐based	  intervenPons	  
	  
	  

•  Hospital/home-‐based	  support	  
early	  discharge	  support	  

•  EducaPon	  based	  on	  need	  
(paPent	  and	  family	  focus)	  

•  Wrimen	  acPon	  plans	  (per	  CTS)	  
for	  COPD	  exacerbaPons	  -‐	  self	  
care	  

•  Wrimen	  acPon	  plans	  for	  
“Dyspnea	  Crises”	  –	  video	  

•  Advance	  Care	  Planning/
Wrimen	  personal	  direcPve/
DNR	  orders	  

Support	  
ConPnuity	  
ExperPse	  
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The	  Program	  (the	  mechanics	  of	  it	  all)	  

In	  hospital:	  consent,	  
opPmize	  

treatments,	  link	  
with	  staff,	  acPon	  
plan(s)	  wrimen	  

Home	  visits	  (≈4)	  
every	  2	  weeks:	  
assessment,	  

educaPon,	  review	  
acPon	  plan(s),	  
support,	  ACP	  

Follow	  up	  call	  
monthly	  for	  3	  

months	  

Advantages:	  
-‐  Cross-‐sector	  

communicaPon	  
-‐  ExperPse	  
-‐  Focused	  (lean)	  
-‐  EvaluaPon	  (QA)	  

Pre-‐evaluaPon	  
phone	  interview/
quesPonnaires	  

Post-‐evaluaPon	  
Repeat	  measures	  
Follow	  admin	  
data	  
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Experience:	  ACP	  in	  INSPIRED	  
•  CriPcal	  element	  of	  program	  	  	  	  

•  Builds	  on	  trust	  established	  by	  the	  team;	  
communicaPon	  about	  “goals”	  is	  part	  of	  the	  
INSPIRED	  care	  process	  from	  outset	  

•  Welcomed,	  sense	  of	  relief,	  breaking	  the	  silence	  

•  Tackles	  lack	  of	  quality,	  or	  lack	  of	  any	  ACP	  
	  



Outcomes	  

QualitaPve	  interviews	  suggest	  
parPcipants	  felt:	  

•  more	  confident	  in	  managing	  symptoms	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
•  less	  anxious/stressed	  
•  willing	  to	  discuss	  goals	  of	  care,	  including	  those	  related	  to	  

end-‐of-‐life	  	  
	  

QuanPtaPve:	  Health	  related	  Quality	  of	  Life	  (CRQ),	  	  
Hospital	  Anxiety	  and	  Depression	  Scale,	  Herth	  Hope	  Index	  
Care	  TransiPon	  Measure	  
 13 
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“I	  used	  to	  feel	  so	  alone	  with	  my	  
illness.	  Now	  people	  check	  on	  me	  
and	  I	  know	  there’s	  someone	  I	  can	  
call	  if	  I’m	  having	  a	  problem.	  I	  

would	  feel	  so	  isolated,	  frustrated	  
and	  apprehensive	  without	  this	  

support.”	  

“There	  were	  Pmes	  when	  panic	  was	  
sesng	  in...	  It	  was	  a	  tremendous	  relief	  
to	  know	  that	  I	  wasn't	  alone	  and	  that	  
there	  was	  someone	  who	  cared	  that	  I	  
could	  turn	  to...	  You	  handled	  Mum	  with	  
such	  dignity	  and	  respect	  that	  I	  can	  

never	  thank	  you	  enough!”	  	  

The second “I” in INSPIRED is INDIVIDUALIZED 



INSPIRED	  interviews	  (n=18)	  
	  	  

Top	  5	  Reasons	  INSPIRED	  helped	  (in	  order	  of	  frequency):	  

 	  AcPon	  plan/prescripPons	  and	  prednisone	  on	  hand	  or	  on	  order	  
 	  Accessible	  educaPon/informaPon/resources	  -‐	  paPent	  booklet,	  hand-‐held	  fan,	  	  	  	  	  

	  	  	  	  	  	  	  	  inspirometer,	  

 	  Bemer	  outcomes	  relevant	  to	  the	  paPent/family,	  i.e.,	  	  
	  	  	  	  	  	  	  	  	  breathlessness,	  stamina,	  recogniPon	  and	  management	  of	  AECOPD,	  use	  of	  COPD	  	  	  	  

	  	  	  	  	  	  	  	  	  medicaPons	  (puffer	  technique,	  Pming,	  oxygen	  use,	  etc)	  

 	  Someone	  to	  call/support/not	  feeling	  so	  alone	  	  

 	  Feeling	  cared	  for/caring,	  reliable,	  knowledgeable	  staff	  



  

257 INSPIRED 
patients  

 

Died within 6 months (24) 

Didn’t go through the 
formal program, some also  
outside  catchment area (6)  

186 patients 

192 patients  

194 patients  

196 patients  Went to a LTC or nursing 
home within 6 months 

 (2)  

Had conditions other than 
COPD and didn’t go through 

formal program (2) 

Did not see Spiritual Care 
Practitioner (17) 

Less than 6 months since 
they started the program 

(61) 

162 patients 

131 patients 

Didn’t meet eligibility 
criteria of having an ED visit 
or hospital admission in year 

prior to INSPIRED (14) 

145 patients  



Pre-‐
INSPIRED	  
n=131	  

Post-‐INSPIRED	  
n=131	  

6	  /12	   6/12	   	  	  	  	  	  6	  /12	  
(n,	  %	  reducPon)	  

Cost	  
savings	  

ER	  visits	   	  282	   113	   -‐169	  (60%)	   -‐$84,500	  
@$500/visit	  

Admissions	   154	   57	   -‐97	  (63%)	  

Bed	  Days	   1573	   596	   -‐997	  (62%)	   $997,000	  
@$1000/day	  

ER,	  admission	  data,	  length	  of	  stay	  
6	  month	  pre/post	  data	  	  

Cost	  savings	  at	  6	  months	  ≈	  3x	  annual	  program	  costs	  
17 



Care	  TransiPon	  Measure	  (CTM)	  
15	  quesPons,	  Scored	  1-‐4,	  scaled	  to	  a	  percentage,	  max	  score	  100%	  

p < 0.0001 No	  change	  in	  CRQ,	  HADS,	  Herth	  Hope	  index	  

Label	   Median	   Min.	   Max.	   N	  
	  

Pre	  
INSPIRED	  
CTM	  

71.00	   25.00	   96.00	   27	  

Post	  	  
INSPIRED	  
CTM	  

83.00	   69.00	   100.00	   27	  

12.00	   -‐3.00	   75.00	   27	  



Rocker and Verma. INSPIRED COPD Outreach Program: Doing The Right Things Right.  
Clin Invest Med 2014 (in press) 



Decedents’	  Length	  of	  Stay,	  PDs	  etc	  
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RelaPonships	  



R	  ela%onships:	  fostered	  between	  paPent,	  family,	  providers	  

E	  mphasis	  on	  wellbeing	  

L	  oca%ons	  are	  convenient	  
A	  ccess	  is	  opPmized	  
T	  ogether:	  paPent/family	  acPve	  partners	  
I	  nten%onal	  redesign	  of	  system	  
O	  utcome/process	  measures	  evaluated	  conPnuously	  
N	  ot	  complicated,	  simple	  	  
S	  ervices:	  financially	  sustainable	  
H	  ub	  of	  system	  is	  the	  family	  
I	  nterests	  of	  paPent	  drives	  what	  we	  do	  and	  how	  
P	  opula%on-‐based	  system	  and	  services	  	  	  	  	   22 



2007-‐2010	  
Pre	  

INSPIRED	  

2010	  INSPIRED	  
Pilot	   2012	   2013	   2014	  

Research	  
Funding	  

Hybrid	  Funding	  
	  for	  pilot	  phase	  

CDHA	  core	  
program	  

CDHA	  core	  
program	  

	  
CFHI	  	  

appointment	  
for	  GR	  as	  CIA	  

	  

QEII	  FoundaPon	  	  TRIC	  
grant	  (evaluaPon	  of	  
move	  to	  the	  ED)	  
Leading	  PracPce	  
(AccreditaPon	  

Canada)	  

CIHR	  
MRFNB	  
NELS	  at	  
DAL	  

	  
Various	  

community	  based	  	  
studies	  to	  
understand	  

burden	  of	  COPD	  in	  	  
Rural	  NB	  and	  NS	  	  

ACCP	  Award	  (to	  
GR)	  $10,000	  

QEII	  FoundaPon	  
$10,000	  

Rocker	  $10,000	  
CDHA	  InnovaPon	  

$25,000	  
GSK,	  $60,000	  

GSK	  	  
On	  going	  
support	  

(expansion	  to	  
DGH)	  

CDHA	  approves	  
0.5	  FTE	  RRTs	  x	  2	  	  
(expansion	  to	  

the	  ED)	  
	  

On-‐going	  
support	  
GSK	  

	  
March	  2014	  RTs	  x2	  

appointed	  for	  	  
ED	  expansion	  

	  

CFHI	  –B	  CL	  
Pan-‐Canadian	  
INSPIRED	  
19	  teams	  

	  

INSPIRED:	  Funding	  and	  milestones	  
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Alberta	  
Health	  
Services	  

Providence	  
Health	  Care	  

Saskatoon	  
Health	  	  
Region	  

1.	  University	  Health	  Network	  
2.	  Joseph	  Brant	  Hospital	  
3.	  Bruyère	  ConPnuing	  Care	  
4.	  Grey	  Bruce	  Health	  Services	  
5.	  The	  Omawa	  Hospital	  
6.	  Hamilton	  Health	  Sciences	  
7.	  London	  Health	  Sciences	  
Centre	  

1.	  CSSS	  Pierre-‐de-‐Saurel	  
2.	  CSSS	  Rimouski-‐Neigeme	  	  
3.	  IUCPQ	  
4.	  Hôpital	  Sacré-‐Coeur	  de	  
Montréal	  	  

Horizon	  Health	  
Network	  

Central	  Health	  

South	  Shore	  
Health	  

Winnipeg	  
Regional	  	  
Health	  Authority	  

2014: 19 teams across  10 provinces 

Health	  PEI	  

*  

*20 teams if we count the INSPIRED COPD Outreach ProgramTM 



Video	  Link	  to	  Dyspnea	  Crisis	  
manuscript	  and	  video	  

�hmp://
share.kaiserpermanente.org/
arPcle/helping-‐paPents-‐with-‐
advanced-‐disease-‐breathe-‐
easier-‐expert-‐panel-‐issues-‐

recommendaPons-‐for-‐dyspnea-‐
crisis/�	  	  

	  


