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_"Care Research Envwonment
' - adapting to change.

Robin Fainsinger
Division of Palliative Care Medicine
University of Alberta
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“*1. Reflect on the early origins of palliative care
research development & advocacy.

= 1. Describe examples of palliative careresearch
evolution - cheap & basic to expensive &
sophisticated.

= 3. Reflec twelhaverachieved & need to do
velop palliative care researchievidence as

Individuals & inter-disciplinary teams.




Polar bears threatened by
record thaw across the Arctic

China, the rousing giant of global _ _ |
warming Ocean inundates island nations
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= Resistance to research in “vulnerable”
populations

= Evidence for warming trends

Ne needito adapt to_%ﬁes &

opportunities
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= Seeds of aﬁvoca'cy in PC literature 1980s &
early 1990s

o ey
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=3 §B—Ensor§d by Canadian government
= Neil MacDonald report J of PC 1989

= Advocate re-allocate resources to EOL care
to Improve QOL without increasing; costs

= Advocate NCIC improve funding for pain &
L SYymptom research

“« Participant list Fai

. e — . R ——

INSINger before Foley




Wil BJarlelef™

rlaseelfe

-l\le_éd ecgnomic studies & health economist
collaboeration

= Develop international classification systems
for cancer pain & other symptoms

= |ntegrate other disciplines e.g. basic
SeIentists
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= Oct 1990 — 15t EAPC meeting n Paris
= 1991 D. Doyle — predicted the need for smaller
research conferences

= 1992 G. Ford — need research for evidence “we
believe Is there but cannot yet provide™

1993 R. Twycross — need to replace anecdote &
ppinien with research

viouint: 1994 =wecessionssdenimwithfaled
Sﬂmﬁnk like a stone beneath the
waters of change that are upon us”
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Kaasa et al P.Vi 2006, Vethedeloegical &

sirucitral criallenges in PC researcrl: row
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[Place Year Oral Poster Number
Berlin 240010, 388 112 380
Lyon 2002 69 106 SYAS

|Stresa 1200~ T— || 700
Venice 2006 115 365 1000
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- 1 Academic research groups within
“universities

= 2. Critical mass of ID basic science & clinical
research personnel

= 3. Larger, randomized, clinical multi-center
studies =

> — I -

jonal initiatives targeted at developing

PC research
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T_U?Tted Kin_gdom _ June 2006 1.9 million
‘pounds to 2 large research teams for 5
years

= European PC Research Collaborative — 6
countries represented 1.8 millien Euros, fall
of 2006 for 3 years

= USA — 200/ American Caneer Society &
~ \NationalliPEiResearch" Centre awarded

$1.5 million in research grants




Alsireallel — Algust 2007
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= Senator Brett Masonr _M,

Australia National PC x

) Australian Gy
conference in Melbourne m.mmmm.:uw.r..": :
= PC Clinical Studies %

Collaborative -

= National partnerships,

clinical drug studies with |
economic analyses 3 .
= Capacity/ ieReIERPE Poyeh
ésearch




Carnzacdz - Meay 2007
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= Institute for Cancer Research Advisory
Board Meeting.

= A decision was made to establish a working
group for each of six priorities identified in
the Delphi process.

ell"Macbonald volunteered to,lead,a

ﬂojﬁmg-@rﬁtﬁﬂm the'priority area that

garnered the most votes -- Palliative Care.




Canadian Institutes of Health Research

Minister Ianno announces $16.5 million for
innovative research into palliative and end-of-life
care

2004-19

MONTREAL (September 21, 2004) - The Honourable Tony Ianno. Minister of State (Families and
Caregivers). Dr. Bernard Patry, Member of Parliament for Pierrefonds-Dollard. on behalf of the
Honourable Ujjal Dosanjh, Minister of Health, and Dr. Alan Bernstein, President of the Canadian
Institutes of Health Research (CIHR), today announced $16.5 million in funding for the CTHR Palliative
and End-of-Life Care Initiative. The announcement was made at the 15th International Congress on
Care of the Terminally Ill hosted by McGill University.

"The comprehensive scope of the research being carried out makes The Palliative and End-of-Life Care
Initiative a world-first. The terminally ill must be able to live with dignity, without pain., and with
support for both themselves and their families." said Minister Ianno.

"The Government of Canada supports the priority given by CIHR to this innovative research that matters
to all of vs." added Dr. Bernard Patry. "This research complements the Government of Canada'’s
recognition of the growing role of caregivers in our society."



CIHR

A

The Honourable Tony lanno, Minister of State (Families and Caregivers)
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Dr. Neil MacDonald, Chairman of CIHR's National Working Group on Palliative
Care Research; Dr. Phil Branton, Scientific Director of the Institute of Cancer
Research; Dr. Bernard Patry, MP (Pierrefonds-Dollard); The Honourable Tony
lanno, Minister of State (Families and Caregivers)




#Bernstem 0C, PhD, FRSC

00 - Inaugural President of the

Canadian Institutes of Health Research.

Prime Minister Jean Chrétien
appointed Senator Carstairs
Leader of the Government in the
Senate January 9, 2001 -
December 12, 2003
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= Care gareer Transition"Awards - attract existing
researchers to palliative and end of life care
as a new field of research.

= Up to $70,000 (including fringe benefits) to
support from 75% to 100% release time
emteaching .and administrative
responsibilitiesyplusianadditional $10,000
¥&search allowance for one year.
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_:filot project grants - intended to suppdrt _
Innevative, high risk, pilot or feasibility
research.

= Allow applicants the opportunity toertry out
new ideas in preparation for a future
application.to;the regular funding programs.

w,tg,_&ﬂﬁﬁmﬁﬁr oner “hon-

renewable.
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~« Address the long-term issue of capacity
Puilding;within the field of palliative and end
of life care.

= Designed to builld research capacity.in new.
and developing areas

= Create new Interdisciplinary research teams
Bk expanding.small existingiieams:

“sMUpito $300,000/year for five years, subject

to a successful review In the third year.
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= QTWappIica_ti-ons funded (52.9%)

=

1. Optimizing end of life care for seniors (previous
competition)

2. Cancer-associated cachexia-anorexia.Syndrome
3. End of life care and vulnerable pepulations

4. Palliative care in cross-cultural context:
equitable and quality cancer. care for ethnically

2 diverse poggi@gps - —
_ opIng; evaluating and Implementing new

Interventions in palliative care




NEW Errlercflric) Fezinls el

—_— = Jr~ ————

'_'—_‘___.____.-z——_——-

6. Improve the classification, assessment, and
— management of difficult cancer pain problems.

/. Understanding and improving communication
and decision-making at the end of life

8. Overcoming barriers to communication
through end of life and palliative transitions

Odiransitions. in. paediatric palliative and end of
ife care .. o

6) Eamily care giving frrpzlliative and end-of-life

care
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= EAPC & hentermational Association for—
‘Palliative Care — Strategy to promote global
research

= Focus on developing countries

= May 2006 — 4" Research Forum of the
APC InrVenice —
—

ﬂ@iﬂ@ﬂ%aﬁﬁéﬁons

= All' 5 continents represented
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127ecommendat|ons

= Document concludes with some hopes,
Invitations & urges

= Hope for more resources

= |nvite governments, academic &
professional organizations to provide

Support —
= 0rge successful palliative carerresearch

teams to twin with developing countries
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= PROS - - CONS

= Clinical = No time
= Education = Patient burden
= Administration = No money.

= No expertise

= mproves QOL for
gatients &
care
professionals

&
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— SYMPTOM CONTROL
DURING THE LAST WEEK
OF LIFE ON A PGU

Fainsinger et al
J ol RPalliCane, ] O9aRv(1):5-11"
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__= 100 consecutive charts of patients dying on
TPCU

= Funding 0%

= Ethics — none required

= | ocation — dusty archives

=L Resealrch %?Ei'stant_—_wi wife
| recently developed ESAS

a—
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Day doa 6 5 —

Pain 35 31 29 31 31

Nausea 23 19 17 21 18

owsy 4351 55 60 63

DIo\
———
m 4749 50 51 52

distress

14
68
52

=

69
52

dod
24
13
35

52
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_'ﬁonstrat‘ed MO escalation In symptom

~ distress

= Only 16% patients required sedation
(delirium 10 & pain 6)

= Concept, data accrual & submission in 3
ONAtAS
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VAYACONMPILICATE PAIN

MANAGEMENTY
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= Opioid use on TPCU in
1991 MEDD,> 600mg

= State these are
complex patients

o Hewidewe compare?
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NIV classification for cancer

= Allows a common language for clinicians &
research

= No similar classification system for cancer

pain = -
Difficult to compare pain treatment results




AT=E/50)
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- PAIN LOCALISED RIGHT ARM & HIP

= MOVES COMFORTABLY

« ORIENTED & ALERT

= ON CODEINE 30 MG PRN

» STABLE MARRIAGE & HOME LIFE

#NO PSYCHIATRIC HISTIORY.

N RY OF ADDICTION
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Or
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= 65 YR MALE CA PROSTATE/BONE METS
~ = BURNING/STABBING PAIN DOWN RIGHT
LEG
 CANNOT MOVE WITHOUT SEVERE PAIN
« EVIDENCE OF CONFUSION

—

a—
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= MORPHINE INCREASED 5 MG Q4H TO
100 MG Q4H OVER 7 DAYS
= DIVORCED 3 TIMES: LIVES ALONE

= HISTORY OF DEPRESSION & SUICIDE
ATTEMPTS

#HEONG HISTORY OF ALGOHOL &
ﬁklz-c-am@ﬁﬁmsﬂ?é

—
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CANCER PAIN - PALLIATIVE CARE
2002 =19 ABSTRACTS 2005-15 ABSTRACTS

= Cancer pain 13 = Cancer pain 9

= Palliative Care pain 2 (included 2 opioid
= Mechanism 3 Olabo

= moderate/severefintra I\/Ie.ch.amsm.s
ctable/refractory 1 = Pain intensity 2
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_ Claissfleeli -6--' “Syste Cai cer Pain
— - (ECS-CP)
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e

ESS 1989 - 1995

N

(ESS 2000 - 2005

-‘> ECS-CP  2005-7?




. Caeyeiciagsiies of el Ceiflear & un "

= ~ Classification System —
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= Comprehensive

= Prognostic

o Simpledo.use




\/cr.ljrlgr_.r.Jon S_r.ucl]es

-_'Fains'inger et al.-(2005): A multicenter study of the revised
~ Edmonton Staging System for classifying cancer pain in
advanced cancer patients (n=750)

= Nekolaichuk et al. (2005): A validation study of a pain
classification system for advanced cancer patients using
content experts (n=70)

giRsingeretial. (im progress): Annternational multicentre

Validation stu iniclassification system for
| ' [Fpatients
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" moderate to high inter-rater reliability
(Fainsinger et al., 2005)

= good predictive value for complexity of care
(Fainsinger et al., 2005)

= construct validity evidence using expert panel
b (Nekolaichuk et al., 2005) =

’ﬁpf-@dﬂMS different settings

(Fainsinger et al., In progress)




1) Update on ECS-CP study
Dettel ecelved as of Mealy 09

= _ — B . e - —= = ; == - = - = = -
e ———— -ﬁS-_LUUy- completed - — =

Calgary, AB 100

Edmonton, AB, site 1 100

RAH

Edmonton, AB, site 2 100

TPCU

Houston, TX, site 1 100

Dr. Zhuckovsky

Houston, TX, site 2, 100

Dr. Fisch

Auckland, NZ, site 1, 100

Middlemore Hospital
Auckland, NZ, site 2, i -
Auckland Hospice

Melbourne, Australia 100

Tel Aviv, Israel 100

Dublin 100
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”\7\7eb Slte for ECS CP Study

http://www.palliative.org/PC/ECS-int/ecs-int.htm




Edmonton and area

Edmonton Classification System for Cancer Pain

Multicenter Study

Administrative manual
ECS-CP (powerpoint format) (pdf
lormat)
Teleform and data information guade
Resources

o CAGE

o ESAS

o Kamofsky

o MEDD

o Pain AssessmentManagement

Standard

o Patient Monitonng Chart

Downloadable data collection forms

MNewFealand e
e e MNeawZealand

Dublin, Ircland

Edmonton RAH.
Clanada

{ ‘algary, Canada

Edmonton
TPCL, Canada
Houston, USA
(Dr. Fisch)

Inverness, Kelowna,
Scotland Canada

Melbourne,
Austiralia

Anckland Hospice. “ Auckland

Houston LTS A

Edmonton Folk Festival

"!\-Iilan. Italy

5t Johns,
Canada

Toronio,
Canada

Mew York, USA

Tel Avav, Israel

http:/fwww . palliative.org/PC/ECS-int/ecs-int.htm
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_-#ls based onroptical recognition technology

e enables user to create data collection
forms

o allows distribution by fax, email, Web as
downloadable or by hand

ecelves filled form electronicallyaviexsiaxso);

ﬁgannef-—""‘ —

e auto-exports verified data to a database

. e — . R ——




Clinical Assessment Tools in Predicting Surwvival of Terminally
. I11 Patients in Different Palliative Care Settings .

) Flease fax fi'l'lf_&d forms to T35-TEE2 i i
[ Study ID Assessment Date ~  Referral Date Y [ Discharge/Death Date
D:EI:I:' MM DD YUY MM DD Y¥Y MM DD Y¥Y
1 00000 1 00 00 00 1 00 00 00 1 00 00 00
S 00000 2 00 00 OO 200 00 OO 200 00 OO
290000 1 00 00 OO | :00 00 00 || 00 00 00
1 98888 100 00 00 | 100 OO 00 || 400 00 00
: 99888 00 00 00 | 500 00 00 ||:00 00 OO0
500000 &« OO0 00 00O s OO0 OO0 00O s OO0 OO0 00
700000 00 00 0O 00 00 00 Q0 00 00
5 00000 & 00 OO0 OO 8 00 00 00 & OO0 00 00
900000 2 00 00 OO0 2 00 OO0 OO 2 00 OO0 OO
000000 0 00 00O 0O 0 Q0 00 0O 0 Q0 00 00
" PN AN AN _

Karnofsky Performance Scale (KES) Prezent Location

Oo Oic Oz20 O30 O40 Os0 O60 @70 Oe0 QOeo Qoo [ Home

-ute Care
Palliative Performance Scale (PPS) OAcute Cars

Oo Qi Qd:zo O30 @40 @O0 QOes0 @70 Qdse @O=c Qoo OLong Term Care
Eastern Cooporative Oncology Group (ECOG) Otospice
O O1 Oz O3 0O4¢4 0O QOuUnable to assess

b A -

Palliative Prognostic Score (PaP)

Dyspnea [JNo Oves Anorexia [JNo O ves

Karnofsky Performance O >=30 O<=20
Status (KPS)

Clinical Prediction of O1-2 @Od3-4 @0O5-¢ 0O7-8 O9%-10 QO11-12 @O>12
Survival[in weeks] (CPS)

Total WBC[JNormal (4.8-8.4) [OHigh(8.5-11) Overy High(>11)
Lymphocyte % [JNormal (20-40) OLow(12-19.9) Overy low(<11.9)
Data Collector
Palliative Prognostic Index (PPI) O Joan Faily
Palliative Performance []10-20 []30-50 [J>=50 O Ingrid Dekock
Scale (EPPS)

O sarah Burton Macleod
Oral Intake []>Severly Reduced [JModerately Reduced [Normal
ONoush Mirhosseini
Edema [JPresent [JAksent
Ocari Richards
Dyspnea at Rest [JPresent []Absent

- Sue Campbell
Delirium [JPresent [JZAbsent = ;

O cConsult Nurses




Mechanism of Pain
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Teleform as data collection tool:

* Clinician or research staff enter data

onto forms

* Research staff checks data entry
forms for data completeness before
faxing

Teleform generates data
entry form

Teleform
* Reads and verifies data
* Exports data to a database
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« 100 consecutive charts * Multicentre 750 pts

—
[ —

“of patients dying on = Construct 70 experts
TPCU = |nternational 10 sites
O Funding O$ & 1000+ ptS

= Ethics — none required —undlng.$150(.)00
. = PhD co-investigator
= | ocation — dusty

. = Data base manager
AlCHIVES e

— L ERRESEAICN manager &
WCHM—

. research assistants
pregiant wire = Ethics for all sites




Edmonten Palliati
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e Umve*rsﬂy off Allber :_ﬁa;lrﬂﬁ—
— Palliative Medjmne._

Neil MacDonald
- vision & advocacy
Eduardo Bruera

- Ideas, innovation, energy,
research productivity

VVickie Baracos oul

'~ Skilled basic scientist &
caCEXIa researcn tneme

- “there was darkness in the world
& then there was light” — Ken
Fearon
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Not many programs will have these
A researCh fUture “rare birds” — MacDonald 1992

VICkIe Baracos PhD

Robin Fainsinger, MD ¥ _
Cheryl Nekolaichuk, PhD I- .
Sharon Watanabe, MD '
Konrad Fassbender, PhD
Karin Olson, RN, PhD

Nenay \Wismer, PhD

Academic & clinic
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= Enthusiastic leader & E Integrated progranm
“mentor = 3 PhD appointments

= 14 patient unit = Computers +++++

= No work computer = Huge database

= No money = Funding for research

= No literature/textbook = [iterature/textbooks

= _Noesearch staff = Ethics for everything

Limited ethicsin = Corefunding
research efforts = Research takes more

productive time




Nertlonzl/lnternational Collaooraior
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_= Requires personnel

~ = Research expertise

= Administrative support

= Adequate funding

= Communication — tele/video conferences,

iravel, WebiS_"ES W =
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= Money for : Complex structures
Inirastructure! = More time on meetings

= Attracts new — talk vs action
researchers = Multi-site leadership &

= |nter-disciplinary teams teleconferences

= Encourages = MIAs — sign on but

pllaboration remain off!

Viakes youruniversity....s.Needto deliver!
- happy!
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- What are our clinical questlons’?
= \WWhat Is our research guestion?

= \What resources do we have &/or need to do
the research?

= Can we develop an interdisciplinary
g— search [eam? =

G‘Wanfag—e of national &

mternatlonal collaborations?
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= How can we use research to improve QOL
for patients & families & Quality of Care
delivered by our clinical programs?

= How do we continue to advocate & maintain
funding?

90d research takes time,—ithis.Involves,e

m’p Fifg—
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glass half empty or half full? A

-~ optimism (half full) or pessimism (half empty

g - t

.

-.... . ' | ; '* 4 |

4, 0
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Aﬂﬂ admlt that the waters around you
: have grown

And accept it that soon you'll be
drenched to the bone

If your time to you Is worth savin’

‘hen you better start swimmin’ or you'll

~_____ sink like a stone

For the times they are a changin’

Bob Dylan

—




