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Outline

 What is palliative care?

 Why are palliative and end of life care important?

« Whatis NELS ICE?

 What is interdisciplinary research and integrated learning?
« What are some examples?

Discussion:

1. What might your discipline and/or research contribute to
Improve palliative and end of life care?

2. How might interdisciplinary research and integrated learning
occur in relation to palliative and end of life care?
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Palliative Care
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End of Life

* Last 6 months

* Predicted by health
professionals

« Determination is still a challenge

End of Life Care

« Live as well as possible until
death within
weeks/months/years of life
threatening illness

* Includes all care: curative,
palliative and terminal

Caregivers

* Persons assist in (mobility,
transportation, communication,
housework and self care)

*  Becoming more complex

Supportive Care

Help patients + caregivers cope
better

Not specific to disease/time

Palliative Care

Improve quality of life at latest
stages

Focus on physical,
psychological, social and
spiritual factors

Delivered by specialized
personnel

Can overlap curative treatment

Terminal Care

Services provided at last days
or hours of life
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Proposed Conceptualization of End of Life Caregiving

Unit of Care
= |
c A :
8 Family & Friends |
O .
s Caregivers :
2 |
o :
LL .
S
@ :
e |-Other Health —7 _ Supportive_ _ 2222 Ralliative . /=772, Tetminal 221 _ __ __.
£ | and Life ! Care Care Care '
S | Concerns I
£ .
S |
% Person with | |
0 End Stage X .
Chronic | |
Disease X |
v | :
; I
Time | ><€ >
Diagnosis of End of Life Stage Death Bereavement
Terminal

Disease



NELS |Network for End of Life Studies
|CE linterdisciplinary Capacity Enhancement

End of Life Trajectories (Function over Time)
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Lunney JR, Lynn J, Foley DJ, Lipson S, & Guralnik JM. Patterns

of functional decline at end of life. JAMA. 2003; 289:2387-2392.
- . .
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Deaths by Trajectory of Dying, 2000-2005, NS

Sudden death
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Decedents were assigned to trajectories using methods defined by:

K. Fassbender et al., Costs and Utilization of Health Care Services at End-of-Life
(Edmonton, Alta.: Institute for Public Economics Health Research Group, March 2006).
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Estimating who could have benefited from palliative care
services:. Minimal estimate

Nova Scotia deaths, 2000-2005 (n = 47,895)!

nderlying cause of death N 9% of all deaths
Neoplasms (C00-D48) 14,454 30.2
COPD (J40-J44) 2,336 4.9
Alzheimer’s disease (G30) 1,436 3.0
Heart failure (111.0, 113.0, 113.2, 150) 1,358 2.8
Renal failure (112.0, 113.1, N17-N19) 934 2.0
Parkinson’s disease (G20-G21) 361 0.8
Motor neuron disease (G12.2) 136 0.3
L|\|/<e7r2f.al|’lu|£$2(530.4, K71.1, 11 0.2
HIV/AIDS (B20-B24) 35 0.1
Huntington’s disease (G10) 30 0.1
TOTAL 21,191 44.2

1 Excluded 13 records that were missing an underlying cause of death.

Rosenwax LK, Blackmore AM, & Holman CDJ. Estimating the size of a

potential palliative care population. Palliative Medicine. 2005; 19: 556-
_— . o
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Aging of the Population

Age group (years)

Population pyramid, by five year age categories, Nova Scotia,
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Aging of the Population
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Age group (years)

Population pyramid, by five year age categories, Nova Scotia, 2021
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Nova Scotia deaths by age, 1998 - 2005
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What is the likelihood that we will die?
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Percentage of in-hospital deaths for selected underlying causes, all
ages, Nova Scotia, 1998-2005
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Renal failure Cancer Stroke COPD CHF Diabetes Chronic IHD  Alzheimer's &
(n=1,021) (n =18,664) (n =4,303) (n =3,038) (n=1,432) (n=1,930) (n=5,911) dementia
(n=2,797)

Cause of death
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NELS ICE - Network for End of Life Studies
Interdisciplinary Capacity Enhancement

NELS

Projects over more than 10 years by Halifax based researchers
to investigate end of life care

ICE

Grant was awarded by CIHR to NELS in 2006 for five years to
build research capacity to improve access to care for vulnerable
populations. ICE grants are similar to but differ from New
Emerging Team (NET) and Strategic Training in Health
Research (STIHR) grants in that they are all Team and
Infrastructure development grants, rather than research project
Operating grants
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NELS Development with ICE, Operating and Seed Grants

Johnston G, Burge F, McIntyre
Maxwell D et al. Palliative Care
Database Development

'95-'97

Johnston G, Burge F, Asada y,
gurgje ; J;h”ffon G, || Rocker G, Grunfeld E, Mcintyre P,
wc;t)*(h 'Co’;: eo.{t i\:]; € Frager G, Maddalena V, Lawson B

P, g and collaborators. Vulnerable
Heart Failure . )

Populations at End of Life

‘06-"11:

’ ,D .

90-99 John.ston G ewa.r R. Nova
Scotia Cancer Registry
Burge F. Palliative Care
Services in Nova Scotia

Dept of Health. Palliative Care
Reviews and Primary Care
Transitions Project

’99 onward '03-'05 '05-'12
Burge F, Grunfeld et al. Dumont S, Burge F, Johnston G, et al.
Johnston G, Quality Indicators Costs at End of Life
Lawson B. CIHR at End of Life with
and other Breast Cancer
Operating '07-"12
Grants Burge et
al. Transitions in Grunfeld G, Urquhart R, Burge
'01-'03 Location of End of . Johnston G et al.
Life Care Colorectal Cancer ACCESS NET
Johnston G, Saint includes End of Life
Feasibility of Study
of Narcotics at End Rocker G et al. Breathless | Asada et al . Resource

of Life with Cancer at End of Life with COPD | Allocation and Equity
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NELS Development through ICE, Clinical Scholar, NET,
STIHR, and Other Research Grants

Johnston G, Burge F, at al
Vulnerable Populations at End of Life

'06-"11:

see previous slide for other grants '02-'04

’99-'05 ‘05-'10 '07-'12

Blﬁlrge F. Ro.cl'<er G, Asada Y, Clinical Scholar
Clinical Scholar Clinical Scholar

‘01 -08 '04-'09

Burge F, NET Co-inve§tigators:
TUTOR STIHR Johnston G, |n. cross cuItu'raI,.
and Rocker G in communication

Weersinge, Maddalena
Atlantic Metropolis grant
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Gender
Rural Populations
Socio-Economically
Disadvantaged
African Canadians

Explanatory Research Intervention Research

NELS ICE Research Framework
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Goals of NELS ICE

1. Create an interdisciplinary team of researchers,
trainees, health professionals, and community
partners

2. Develop surveillance system and reports to identify
vulnerable populations at end of life

3. Design and conduct pilot studies for full research
proposals to examine and address vulnerability and

iInequity in provision of quality end of life care

4. Engage in “knowledge translation”
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Population-Based Surveillance Reporting

End of Life Care in Nova Scotia
Surveillance Report

www.nels.dal.ca In progress:

Cancer Care Nova
Scotia Report

Listening to Stakeholders
Report of Consultation on

“End of Life Care in Nova Scotia
Surveillance Report”

Canadian Cancer
Statistics 2010
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NELS ICE Question

Interdisciplinary study prerequisite is an overarching
“‘complex question” (rRepko, p. 6):

For NELS ICE, this overarching complex guestion is :
How can equity be achieved in the provision of

guality care for persons living with
life threatening chronic disease?
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NELS ICE “Interdisciplinary” Team

Pl: Grace Johnston, MHSA PhD

Co-PI: Frederick Burge, MD FCFP MSc

Yukiko Asada, MSc PhD

Eva Grunfeld, MD DPhil CCFP FCFP

Graeme Rocker, MHSc DM FRCP FRCPC Epidemiology

GJ, BL

Beverley Lawson, MSc

Paul Mcintyre, MD FCFP

Victor Maddalena, BN MHSA PhD
Gerri Frager, MD FRCPC

PLUS

Trainees,

Staff, and

Collaborators

Julie Lachance, Health Canada

Gael Page / Ann McKim, Nova Scotia (NS)
Canadian Hospice Palliative Care Associatio

Sharon Davis Murdoch, NS Dept of Health

Others ...

End of life
clinical care

PM, GF
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Disciplinary Studies

Humanities Social Sciences ~ Basic Sciences ~ Applied
Professions

A discipline is a “particular branch or body of knowledge whose defining
elements, i.e., phenomena, assumptions, epistemology, concepts,
theories, and methods, distinguish it from other knowledge formations.

. Its knowledge domain consists of an enormous body of facts ... that
has been recorded in human history ... concepts or ideas ... generates
theories ... uses methods that involves critical analysis of primary
sources ... to present a picture of past events or persons within a
particular time and place”. (quotes from Repko, 2008, p. 4-5)
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CIHR Pillars

./ @

Population Health Services/ Clinical Bio-
Health Systems medical

1

A current gap
in NELS ICE
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Interdisciplinary “studies”

« Focus is on integrating knowledge to
answer a complex question rather than
being constrained by disciplinary thought

» Detaches a subject from existing
disciplinary boundaries, and fills in
knowledge gaps

« Thinking creatively and bridging forms of
communication are important

« Does not have an existing unique body of
knowledge or methods; borrows from

disciplines
(Repko, pages 6-9)

« Studies is plural as a result of interactions

between disciplines
(Klein 1996 as reported in Repko p 8)
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Integrated study

» Purposeful process to gather together
expertise

from two or more foundational disciplines,
rather than a method

« Methodological flexibility to better understand
our world

» Reflexive scholarship generating new
insights/understanding of problem

* Confronts differences to seek a common
ground and unify knowledge

« Aims for a whole; more than sum of parts; not
merely rearranging “Smoothie”

 Tentativeness rather than absolute answers

typically emerges

(Repko, p 8, 12, 20)




Multidisciplinary study
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Two or more disciplines provide
Insights on a problem of mutual
Interest with no attempt to integrate
data, concepts, theory, and
methods.

(Repko, 2008, p. 13-15)
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Non Disciplinary Knowledge

« Perspective, practice, and tradition of health professionals

« Views and preferences of person at end of life and their families,
friends, and other respected persons

 Cultural, religious, and societal context and norms

« Fears and anxieties including coping practices and what is
unspoken or silenced

« Laws, regulations, health and other systems, funding sources
and volunteer/lay support perspectives, constraints and enablers

(developed from thoughts from Repko, pages 10 ...)
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An NELS ICE Example: Combining Geography and
Epidemiology using Census-based Deprivation Scores

Deprivation score
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DCRP Integrated Learning Session Three:
When Cancer might not be Cured - Friday, March 12, 2004

Research relevant to “When cancer might not be cured”

Dr Jana Sawynok, Department of Pharmacology

Dr Anita Unruh, School of Health and Human
Performance

Jan Sutherland, Health Law Institute
Dr Pat McGrath, Department of Psychologist
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NELS ICE Project Streams

Surveillance of Inequity in Quality End of Life Care.
Vulnerable Populations at End of Life: An Ethical Analysis
End of Life Care for Children and Youth

Palliative Care for African Nova Scotians and Other Populations:
Deaf, SE Asian Immigrants, Aboriginal; qualitative, participatory

R

Mortality Follow-Back Study from Death Certificates

Elderly in Nursing Homes

Community Care for Chronic Obstructive Pulmonary Disease
Family Caregiving

Medication Use at End of Life

10. Economic Analysis

11. What can you and your discipline/research contribute?

© © N o o

Also Visiting Scholars, work-in-progress, pilot projects, trainees,
data base development, surveillance reports,....
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Comments, Questions?

Contact Information

Nicole McQuinn Alison Zwaagstra
Coordinator Health Information Analyst
School of Health Administration 568 Bethune Building
Dalhousie University 1276 South Park Street
5599 Fenwick Street Halifax NS B3H 2Y9
Halifax NS B3H 1R2
t. (902) 473.2216
t. (902) 494.1307 alison.zwaagstra@dal.ca WWW-neIS-daI-Ca
nels@dal.ca

M DALHOUSIE \( nm la \,f.\ / Cancer Care
Y X UNIVERSITY i =, NovaScotia

e Inspiring Minds Capital Health [WK Health Centre

Canadian Institutes of  Instituts de recherche
Health Research  en santé du
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Nursing Home Residents versus Others 265 years Dying of
Cancer, 2000-2003

! . Nursing Home Non Nursing Home
Qual Ity Ind|Cat0rS n Statistic n Statistic
HOSPITAL DAYS IN LAST MONTH OF LIFE
> 1 admission, # (%) 893 46 (5%) 6237 898 (14%)
> 14 days, # (%) 893 118 (3%) 6237 | 2220 (36%)
Mean days 893 5 6237 12
2 1 ICU admission 893 | 25 (3%) 177 | 6237 318 (5%)
Died in hospital # (%) goz | (20%) | 6237 | 3697 (59%)
PALLIATIVE CARE PROGRAM
Enrolled in CH/CB, # (%) 354 | 131(37%) | 2965 | 2040 (69%)




NELS |Network for End of Life Studies
|CE linterdisciplinary Capacity Enhancement

Nursing Home Residents versus Others 265 years
Dying of Cancer, 2000-2003

. . Nursing Home Non Nursing Home
Qual Ity Ind|Cat0rS n Statistic n Statistic
HOSPITAL DAYS IN LAST MONTH OF LIFE
> 1 admission, # (%) 893 46 (5%) 6237 898 (14%))
> 14 days, # (%) 893 118 (3%) 6237 | 2220 (36%)
Mean days 893 5 6237 12
2 1 ICU admission 893 | 25 (8%) 177 | 6237 318 (5%)
Died in hospital # (%) ggz | (20%) | 6237 | 3697 (59%)
PALLIATIVE CARE PROGRAM
Enrolled in CH/CB, # (%) 354 | 131 (37%) | 2965 | 2040 (69%)




NELS |Network for End of Life Studies
|CE linterdisciplinary Capacity Enhancement

Nursing Home Residents versus Others 265 years
Dying of Cancer, 2000-2003

: . Nursing Home Non Nursing Home
Qual Ity Ind|Cat0rS n Statistic n Statistic
CHEMOTHERAPY
In last 6 months, # (%) 893 7 (0.8%) 6237 350 (6%)
Mean days from last chemo to death 7 112 350 74
EMERGENCY ROOM VISITS
> 1 visit in last month, # (%) 893 25 (3%) 6237 399 (6%)
Mean visits in last month 893 0.2 visits 6237 0.4 visits
FAMILY PHYSICIAN VISITS
Mean visits (for those with > 2 visits) 293 6.2 4867 8.0
Home/office visits in last two weeks, # (%) 870 | 139(16%) 6015 487(8%)




Population Surveillance Dataset
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Cancer Registry
(includes death information
from Vital Statistics)

Death certificate information

from Vital Statistics for all

Disease registries for other

chronic conditions

chronic conditions

Dataset for Cancer and Other Chronic Conditions with an End of Life Care Phase

7S

Halifax and
Cape Breton
Palliative Care
Program Data

i

Hospital discharge
data from Canadian

Discharge Abstract
Database

z

Palliative
radiotherapy
and medical

oncology

Cancer Patient
Navigation Data

Family and

specialist
physician
billings data

Palliative Care Program

data for children/youth
and from seven more
rural districts

department visits,
ICU/CCU and
alternative care

Continuing
care (home
care & nursing
home)

Emergency

Medication

data

O Currently included in cancer data set

D Proposed for chronic disease data set




