
Pa#ent-­‐centred	
  Oriented	
  Research:	
  
An	
  Environmental	
  Scan	
  on	
  the	
  Use	
  

of	
  Pa#ent-­‐reported	
  Outcome	
  
Measures	
  in	
  Alberta	
  

	
  Methods	
  for	
  Research	
  in	
  Public	
  
Health	
  Group	
  (MORE-­‐PH)	
  



Background	
  

•  MORE-­‐PH	
  hosted	
  Campus	
  Alberta	
  grant	
  mee@ng	
  
in	
  March	
  2014	
  with	
  SCN	
  research	
  leads	
  to	
  discuss	
  
PROMs.	
  

•  Need	
  iden@fied:	
  Environmental	
  scan	
  on	
  the	
  use	
  
of	
  PROMs	
  in	
  AB	
  
– Determine	
  the	
  purpose	
  of	
  using	
  PROMs	
  (research,	
  
quality	
  improvement;	
  clinical	
  care)	
  

–  Iden@fy	
  the	
  different	
  PROMs	
  used	
  	
  
–  Explore	
  standardiza@on	
  of	
  the	
  use	
  of	
  measures	
  across	
  
the	
  Province	
  



What	
  we	
  wanted	
  to	
  know	
  

– Created	
  fluidsurvey.com	
  to	
  collect	
  ques@ons	
  
about	
  PROMs/PREMs.	
  

– Survey	
  items	
  
• What	
  is	
  collected?	
  
• Why	
  is	
  it	
  collected?	
  
•  How	
  is	
  it	
  collected?	
  
• What	
  is	
  it	
  used	
  for?	
  

–  Included	
  a	
  few	
  socio-­‐demographic	
  ques@ons,	
  such	
  
as	
  job	
  posi@on	
  (e.g.,	
  quality	
  improvement	
  
manager),	
  organiza@on	
  (e.g.,	
  HQCA)	
  



Who	
  we	
  asked	
  



Inclusion	
  Criteria	
  

1.  Must	
  be	
  with	
  an	
  Alberta	
  organiza@on	
  
2.  Must	
  collect/study	
  PROMS	
  or	
  PREMS	
  



Survey	
  Components	
  
Component	
   Response	
  categories	
  
Collec@on	
  or	
  study	
  of	
  pa@ent	
  reported	
  outcome	
  measures	
  
(PROMs)	
  

Y/N	
  

Type	
  of	
  organiza@on	
   •  Government	
  	
  
•  Regional	
  health	
  authority/local	
  health	
  integra@on	
  

network	
  	
  
•  Health	
  quality	
  council	
  or	
  pa@ent	
  safety	
  ins@tute	
  	
  
•  Health	
  care/delivery	
  organiza@on	
  
•  Professional	
  associa@on	
  
•  University,	
  academic	
  health	
  science	
  center/research	
  

ins@tute	
  	
  
•  Insurance	
  company,	
  program	
  or	
  fund	
  	
  
•  Health	
  informa@on	
  technology	
  organiza@on	
  or	
  

Vendor	
  	
  
•  Other	
  

Role	
  in	
  the	
  organiza@on	
   •  Senior	
  Management	
  (e.g.,	
  CEO,	
  VP,	
  Director)	
  
•  Program	
  Lead	
  (e.g.,	
  Manager)	
  
•  Analyst	
  /	
  Sta@s@cian	
  
•  Project	
  Coordinator/Manager	
  
•  Health	
  Care	
  Provider	
  /	
  Clinician	
  
•  Researcher	
  
•  Student	
  
•  Other	
  



Survey	
  Components	
  
Component	
   Response	
  categories	
  
Pa@ent	
  reported	
  outcomes	
  collected	
   •  Health-­‐related	
  quality	
  of	
  life	
  (e.g.,	
  EQ-­‐5D)	
  -­‐	
  

specify	
  measure	
  	
  
•  Pa@ent	
  Experience	
  (e.g.,	
  CAHPS)	
  -­‐	
  specify	
  

measure	
  
•  Other	
  

Popula@on	
  for	
  which	
  the	
  PROMs	
  are	
  collected	
   Free	
  text	
  
Collec@on	
  methods	
  used	
   Free	
  text	
  
How	
  data	
  is	
  collected	
   •  Phone	
  

•  Mail	
  
•  Online	
  
•  Other	
  

How	
  data	
  is	
  stored	
   •  Single	
  Spreadsheet	
  (e.g.	
  excel)	
  

•  On	
  servers	
  (note	
  whether	
  seperate	
  tables)	
  

•  Paper	
  records	
  

•  Other	
  



Survey	
  Components	
  
Component	
   Response	
  categories	
  
Data	
  Dic@onaries/Manuals	
  available	
   Y/N	
  
Reasons	
  for	
  data	
  collec@on	
   •  Research	
  

•  Quality	
  Improvement	
  

•  Clinical	
  Prac@ce	
  

•  Administra@ve	
  

•  Other	
  
How	
  data	
  is	
  currently	
  used	
   Free	
  text	
  
Outputs	
  from	
  the	
  data	
   Free	
  text	
  
Addi@onal	
  documenta@on	
  related	
  to	
  the	
  data	
   Free	
  text	
  
Name	
  of	
  database	
   Free	
  text	
  
Contact/Principal	
  Inves@gator	
  of	
  data	
   Free	
  text	
  



Results	
  

•  We	
  iden@fied	
  a	
  list	
  of	
  70	
  stakeholders	
  to	
  
contact	
  &	
  reminder	
  emails	
  were	
  sent	
  to	
  those	
  
who	
  did	
  not	
  complete	
  the	
  survey.	
  	
  

•  To	
  date	
  32	
  par@cipated	
  in	
  the	
  survey,	
  with	
  29	
  
having	
  iden@fied	
  as	
  studying	
  or	
  collec@ng	
  
PROMs/PREMs.	
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Collec@on	
  Popula@on	
  
Diabetes	
  
Elderly	
  

Surgical	
  pa@ents	
  
Emergency	
  Department	
  

COPD	
  
Osteoarthri@s	
  

ICU	
  
Chronic	
  Pain	
  

Hip	
  &	
  Knee	
  pa@ents	
  (various	
  subpopula@ons)	
  
Cardiovascular	
  

Pa@ents	
  who	
  come	
  in	
  contact	
  with	
  SCN	
  projects	
  
Families	
  w	
  young	
  children	
  

Mentally	
  disordered	
  offenders	
  
Pa@ents	
  receiving	
  concurrent	
  disorders	
  treatment	
  for	
  addic@on	
  &	
  mental	
  

health	
  issues	
  
Rheumatoid	
  Arthri@s	
  

Children	
  
Gynecologic	
  cancer	
  pa@ents	
  

Chronic	
  Disease	
  
High	
  Risk	
  Pa@ents	
  (Framingham	
  risk	
  score,	
  comorbidi@es)	
  

Inpa@ents	
  
Hospice	
  pa@ents	
  Intensive	
  Pallia@ve	
  Care	
  Unit	
  pa@ents	
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Summary	
  

•  Much	
  of	
  the	
  PROMS/PREMS	
  work	
  in	
  Alberta	
  is	
  
being	
  done	
  at	
  universi@es	
  &	
  health	
  care	
  
delivery	
  organiza@ons	
  by	
  researchers,	
  
managers	
  &	
  clinicians	
  

•  Most	
  of	
  the	
  work	
  is	
  being	
  done	
  in	
  PROMS	
  with	
  
a	
  smaller	
  propor@on	
  being	
  done	
  in	
  PREMS	
  

•  Measures	
  collected	
  are	
  EQ5D	
  &	
  CAHPS	
  	
  
•  Collec@on	
  for	
  QI	
  or	
  Research	
  reasons	
  



Database	
  Example:	
  



APPROACH	
  Cohort	
  

•  Started	
  as	
  a	
  Catheteriza@on	
  cohort	
  (1995)	
  &	
  
included	
  all	
  pa@ents	
  undergoing	
  CATH	
  in	
  
Alberta	
  (PCI,	
  CABG	
  followed)	
  

•  Recently	
  (2004)	
  added	
  ACS	
  cohort	
  in	
  Southern	
  
Alberta	
  –	
  pa@ents	
  who	
  arrive	
  at	
  a	
  cardiac	
  
ward	
  



Data	
  Collected	
  

•  Clinical	
  informa@on	
  collected	
  at	
  @me	
  of	
  CATH,	
  
PCI	
  &	
  CABG	
  

•  Admissions	
  to	
  cardiac	
  wards	
  in	
  Southern	
  AB	
  
•  Mortality	
  on	
  all	
  pa@ents	
  in	
  APPROACH	
  
•  Later	
  procedures	
  (PCI,	
  CABG,	
  CATH)	
  
•  Baseline,	
  1	
  year	
  post-­‐CATH,	
  3-­‐year	
  post-­‐CATH	
  
&	
  5-­‐year	
  post	
  CATH	
  surveys	
  mailed	
  to	
  pa@ents	
  
with	
  CAD	
  



Data	
  Collected	
  

•  1-­‐year	
  post-­‐CATH	
  date	
  collec@on	
  started	
  in	
  
1995	
  

•  3-­‐year	
  post-­‐CATH	
  date	
  collec@on	
  started	
  in	
  
1998	
  

•  5-­‐year	
  post	
  CATH	
  date	
  collec@on	
  started	
  in	
  
2000	
  

•  Baseline	
  (within	
  1	
  week	
  of	
  CATH	
  date)	
  
collec@on	
  started	
  in	
  2004	
  



Measures	
  Collected	
  

•  Sea$le	
  Angina	
  Ques.onnaire	
  
•  EUROQOL	
  EQ-­‐5D	
  Ques.onnaire	
  
•  QoL	
  Scale	
  (1-­‐10)	
  
•  Hospital	
  Anxiety	
  &	
  Depression	
  (HAD)	
  Scale	
  
•  Medical	
  Outcomes	
  Study	
  (MOS)	
  Social	
  Support	
  
Survey	
  



Addi@onal	
  Items	
  

•  Medica@ons	
  
•  Smoking	
  history	
  
•  Employment	
  status	
  
•  Educa@on	
  status	
  
•  Ethnicity	
  
•  Languages	
  spoken	
  
•  Consent	
  for	
  future	
  studies	
  



Medical	
  Outcomes	
  Study	
  (MOS)	
  Social	
  Support	
  Survey	
  
People	
  	
  some@mes	
  look	
  to	
  other	
  for	
  compassionship	
  assistance,	
  or	
  other	
  types	
  of	
  support.	
  	
  	
  

How	
  omen	
  is	
  each	
  of	
  the	
  following	
  kinds	
  of	
  support	
  available	
  to	
  you	
  if	
  you	
  need	
  it?	
  	
  
	
   	
  	
   None	
  

of	
  
the	
  
@me	
  

A	
  linle	
  	
  
of	
  the	
  	
  
@me	
  

Some	
  	
  
of	
  

the	
  
@me	
  

Most	
  	
  
of	
  the	
  	
  
@me	
  

All	
  of	
  	
  
the	
  	
  
@me	
  

Emo#onal	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
  
1.	
  Someone	
  you	
  can	
  count	
  on	
  to	
  listen	
  to	
  you	
  when	
  you	
  need	
  to	
  talk	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
  

2.	
  Someone	
  to	
  give	
  you	
  informa@on	
  to	
  help	
  you	
  understand	
  a	
  situa@on	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
  
3.	
  Someone	
  to	
  give	
  you	
  good	
  advice	
  about	
  a	
  crisis	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
  

4.	
  Someone	
  to	
  confide	
  in	
  or	
  talk	
  to	
  about	
  yourself	
  or	
  your	
  problems	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
  
5.	
  someone	
  whose	
  advice	
  you	
  really	
  want	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
  

6.	
  someone	
  to	
  share	
  your	
  most	
  private	
  worries	
  or	
  fears	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
  
7.	
  Someone	
  to	
  turn	
  to	
  for	
  sugges@ons	
  about	
  how	
  to	
  deal	
  with	
  a	
  

personal	
  problem	
  
	
  	
   	
  	
   	
  	
   	
  	
   	
  	
  

8.	
  Someone	
  who	
  understands	
  your	
  problem	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
  
Tangible	
  Support	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
  

9.	
  Someone	
  to	
  help	
  you	
  if	
  you	
  were	
  confine	
  to	
  bed	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
  
10.	
  Someone	
  to	
  take	
  you	
  to	
  the	
  doctor	
  if	
  you	
  needed	
  it	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
  

11.	
  Someone	
  to	
  prepare	
  your	
  meals	
  if	
  you	
  were	
  unable	
  to	
  do	
  it	
  yourself	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
  

12.	
  Someone	
  to	
  help	
  with	
  daily	
  chores	
  if	
  you	
  were	
  sick	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
  



Ac#vity	
  
Extremely	
  
limited	
  

Quite	
  a	
  bit	
  
limited	
  

Moderately	
  
limited	
  

Slightly	
  
limited	
  

Not	
  at	
  all	
  
limited	
  

Limited	
  for	
  
other	
  reason	
  
or	
  did	
  not	
  do	
  
the	
  ac#vity	
  

Dressing	
  yourself	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
  

Walking	
  indoors	
  on	
  
level	
  ground	
  

	
  	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
  

Showering	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
   	
  	
  

SeaLle	
  Angina	
  Ques#onnaire	
  
The	
  following	
  is	
  a	
  list	
  of	
  ac.vi.es	
  that	
  people	
  oNen	
  do	
  during	
  the	
  week.	
  	
  Although	
  for	
  some	
  people	
  with	
  several	
  
medical	
  problems	
  it	
  is	
  difficult	
  t	
  determine	
  what	
  it	
  is	
  that	
  limits	
  them,	
  please	
  go	
  over	
  the	
  ac.vi.es	
  listed	
  below	
  
and	
  indicate	
  how	
  much	
  limita.on	
  you	
  have	
  had	
  due	
  to	
  chest	
  pain,	
  chest	
  .ghtness,	
  shortness	
  of	
  breath	
  or	
  
angina	
  over	
  the	
  past	
  4	
  weeks	
  



Survey	
  Eligibility	
  

•  Pa@ent	
  must	
  have	
  a	
  CATH	
  procedure	
  

•  The	
  pa@ent	
  has	
  not	
  died	
  

•  Pa@ent	
  has	
  consented	
  in	
  APPROACH	
  	
  
•  Extent	
  of	
  Na@ve	
  Coronary	
  Artery	
  Disease	
  is	
  
NOT	
  <	
  50%,	
  Not	
  Determined,	
  and	
  
Angiographically	
  Normal.	
  

•  Pa@ent	
  must	
  be	
  an	
  Alberta	
  pa@ent	
  



	
  CATH	
  Procedures	
  
April	
  1	
  1995	
  -­‐	
  March	
  31	
  

2012	
  
N=143,194	
  

Eligible	
  to	
  receive	
  1-­‐year	
  survey	
  
N=58,835	
  (41.1%)	
  

Sent	
  
N=45,182	
  (76.8%)	
  

Returned	
  
N=28,705	
  (63.5%)	
  

Bad	
  address,	
  have	
  
since	
  died	
  
N=13,653	
  



1-­‐year	
  surveys	
  
N=27,005	
  



1-­‐year	
  surveys	
  
N=27,005	
  

	
  3-­‐year	
  surveys	
  
N=8,606	
  



1-­‐year	
  surveys	
  
N=27,005	
  

	
  3-­‐year	
  surveys	
  
N=8,606	
  

5-­‐year	
  surveys	
  
N=4,579	
  



Baseline	
  surveys	
  
N=8,767	
  

1-­‐year	
  surveys	
  
N=27,005	
  

	
  3-­‐year	
  surveys	
  
N=8,606	
  

5-­‐year	
  surveys	
  
N=4,579	
  



hnp://www.approach.org/	
  



Ques@ons?	
  


