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Your stories

• Discuss with your neighbour (2 minutes each): 
– Briefly describe a situation where a patient first 

received palliative care late in the course of illness.  
What were the consequences, if any, of the late 
referral?

• Share selected observations (2 minutes total)



Objectives

1. Describe the details of the first ever Alberta early palliative care 
pathway developed for patients with advanced colorectal 
cancer.

2. List key steps taken to develop the pathway including 
stakeholder engagement and alignment with existing AHS 
initiatives

3. Summarize early findings of implementation of the early 
palliative care pathway in Calgary, as well as existing resources 
at the Cross Cancer Institute.



Agenda

• Background
– PaCES
– Change Management
– Local Context

• Identifying Problems

• Solutions
• Implementation Process
• Experience So Far
• Lessons Learned and Conclusion



In the beginning…..



<40%  of patients with advanced cancer 
had PC consultation at CCI

2831 CCI patients 
died April 2013-

March 2014

2253 included in 
analysis

810 (36%) had     
CCI PC 

consultation

1443 (64%) had  
no CCI PC 

consultation

578 excluded 
575 did not have advanced cancer

3 had incomplete records
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>75% had PC consultation when
other sites were included

1413 CCI patients 
lived in EZ

1095 (77.5%) had 
PC consultation in 

EZ

510 had first PC 
consultation at CCI

585 had first                 
PC consultation 
elsewhere in EZ

318 (22.5%) had no 
PC consultation in 

EZ

2831 CCI patients 
died April 2013-

March 2014

2253 included in 
analysis

810 (36%) had      
PC consultation     

at CCI

1443 (64%) had     
no PC consultation 

at CCI

578 excluded 
575 did not have advanced cancer

3 had incomplete records
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PC consultation occurred relatively late
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Setting

Median (IQR) interval, months
Advanced cancer 

diagnosis to death
Advanced cancer 
diagnosis to first 
PC consultation

First PC consultation 
to death

CCI 10 (4 – 21) 4.5 (1 – 15) 2 (1 – 5)
EZPCP 9 (3.8 – 21) 4.4 (1.1 – 15) 2.1 (0.9 – 4.6)



PaCES: Palliative Care Early and Systematic

• Early palliative care pathway (processes and resources) for Albertans with 
advanced colorectal cancer (initially, as proof of principal)

MISSION
”To provide early and ongoing access to coordinated, 

comprehensive and compassionate palliative care to improve 
quality of life for Albertans with advanced cancer.”



Vision: Improving quality of life for 
Albertans with advanced cancer



PaCES: Starting the Journey
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• 60% patients with advanced GI cancers have late PC 
<3 months from death or no PC referral

• Late or no PC is associated with lower patient quality 
of life and higher caregiver distress

• Late or no PC associated with death in hospital for 
50% of patients vs. 25% receiving earlier PC

*Temel NEJM 2010 ; Zimmerman Lancet 2014; Cheung Cancer 2015 

The Problem



Who: Colorectal cancer patients
What: Timing of palliative care (PC) access
Where: All AHS Zones
When: Deceased Jan 2011- Dec 2015
Why: Examine association with aggressive EOL care

On average, patients in this cohort are first
accessing palliative care services 51 days 

before death  varies by zone

18

Region of residence 
at death (AHS Zone)

Median PC 
duration (days) Range (days)

All Zones 51.0 0-3220
Calgary 56.0 0-2346
Edmonton 46.5 0-1782
North 40.5 0-1285
Central 29.5 0-1239
South 42.0 1-2155

Table: Median duration (days) from first specialist PC access to death.

PaCES: Health Resource Study



• Most patients in Calgary (88%) and Edmonton (76%) Zone accessed PC
• Few patients in Central (12%), North (18%), South (14%) accessed PC
• Availability of PC services differ by zone

Palliative Care Services Used
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Select factors related to having aggressive 
end-of-life indicators (N=3337)

20

Factor ≥1 EOL indicator P
Timing of palliative care

None 2.15 (1.66-2.77) ***
< 3 months from death 1.53 (1.24-1.89) ***
≥3 months from death ref

Region of residence at death
Calgary (Z2) ref

Edmonton (Z4) 1.35 (1.11-1.65) **
South (Z1) 0.48 (0.31-0.73) ***

Central (Z3) 0.93 (0.61-1.43)
North (Z5) 1.92 (1.20-3.08) **

Urban
Urban ref
Rural 2.25 (1.57-3.23) ***

Duration of disease (any CRC)
1-6 mo 2.26 (1.63-3.13) ***

6-12 mo 1.97 (1.40-2.77) ***
12-24 mo 1.33 (0.98-1.82)
24-60 mo 1.08 (0.81-1.45)
> 60 mo ref

Age at death (years)
<60 3.25 (2.52-4.19) ***

61-70 1.85 (1.47-2.34) ***
71-80 1.43 (1.16-1.78) **
>80 ref

Zone is an important predictor of 
whether a patient experiences 

aggressive end of life care                             
(even after adjusting for other variables in the model)

Patients who received no palliative 
care are 2.15 times more likely to 
experience aggressive EOL care



What do we mean by early?

A palliative approach to care that occurs 
concurrently with cancer treatment 



Easy to say, harder to do in practice

Patients journey (typically 1-2 years)

Gap/ 
Challenge

Identifying patients with advanced
cancer via systematic screening

Gap/ 
Challenge

Gap/ 
Challenge

concurrent palliative care

Gap/ 
Challenge Ensuring timely access to community-based care 

and ongoing liaison with family physicians

1
2

3
4

Diagnosis of metastatic CRC

Normalizing communication 
about PC as an added layer 
of support 

Ensuring key elements of early 
PC are systematically provided

Current State:
PC access typically 
occurrs two months 

before end-of-life

After implementation:
Accessing PC will typically occur one 

year before end-of-life

Better patient outcomes &
healthcare system efficiency

End-
of-life



Why is early PC hard to achieve?



Barriers faced by 
oncology clinicians in 

referring patients to PC, 
working with PC and 

addressing PC needs in 
cancer clinics 

Barriers



Identifying the Problems



Processes mapped across the continuum

101 “pain points” 
or gaps identified



7 Problem statements



Plenty of solutions

37 pages of 
proposed 
solutions

or 700 
individual 
comments



Solutions



Guideline & Pathway

https://www.albertahealthservices.ca/info/cancerguidelines.aspx


Essential Components of an
Early Palliative Approach to Care



www.ahs.ca/GURU

Information located under 
“Gastrointestinal” and 
“Palliative & Supportive 
Care”



What’s there?  1. Interactive care pathway

Step 1: Screen using Patient reported outcome Dashboard 

Step 2: Identify Patient Needs 

Step 3: Primary Provider Management of Unmet Needs 

Step 4: Exploring End of Life Topics 



Step 1: Screen using PRO Dashboard 



Step 2: Identify needs
Component Assessment Tool

Illness comprehension and coping Canadian Problem Checklist (CPC) 
Edmonton Symptom Assessment 
System- Revised: anxiety and 
depression scales (ESAS-r)
Serious Illness Care Program (SICP)

Symptoms and functional status ESAS-r
CPC
Eastern Cooperative Oncology 
Group (ECOG)
Palliative Performance Scale (PPS)

Advance care planning and patient’s 
preferred method of decision making 

ACP GCD Tracking Record
CPC
SICP

Coordination of care PPF



Putting Patients First



PRO dashboard: Trending data



Step 3: Managing Unmet Needs



Step 3: Local Tips – Calgary Zone

Provincial Content



Step 3: Referrals Service Descriptions



Step 3: Introducing Palliative Care



Step 3: Coordination of Care
Shared Care Letter



Step 3: Shared Care Patient Handout

Advice to see Family 
physician 



Routine referral to PC nurse specialist

Family 
Doctor

Oncology 
Team

Patient 
and Family

Palliative
Home Care

GI CNS



Integrated & Palliative HC memo

Clients do not have to have personal care needs
to be eligible for home care services. 

Early referrals can: 

1. Establish a relationship 
2. Access to home care professional services e.g. OT
3. Help clients and families navigate community care 

services
4. Assist with advance care planning conversations
5. Support clients and families in contemplating & sharing 

end of life planning. 



Implementation in Calgary

We are all human…change is hard.



Implementation Process 

Pre Planning 

• Learning from similar projects
• Input from front line staff and operations

Pilot 

• Pilot in two oncology clinics
• Test and implement proposed changes

Refine 

• Learn from pilot
• Refine process

Scale and 
Spread

• Implement refined process in remaining 6 GI clinics
• Phased change



How’s it going so far?
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• Correcting family physician

• GCD sent in by community providers

• Supports available through PCN

• Opportunity to ask MO questions e.g. prognosis

• Desire to engage in shared care of patient 

Successes



• Highlighting incorrect providers
– Getting provider information updated

• Remember to sign for scanning and address 
questions asked on returned coversheet

• Screening and Ordering
– Busy clinics, other opportunities?

Challenges
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Illness understanding/coping

Symptoms / Function

Advance Care Planning

Coordination of Care
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PC Nurse Specialist – Emerging Experience

Patients have be overwhelmingly grateful for PC support:
o “I wish you [PC] had been introduced to us at the very 

beginning.” 

o “No one has asked me about time and the quality of my life 
before.” 

o “I was afraid to ask about what was coming, but it helps to 
have it out in the open. I feel like I don’t have to push those 
thoughts away all the time.” 



Community Provider Feedback

“The take home message for me is that it is 
important to start palliative care early and to educate 
patients and family that palliative care does not mean 
end of life care.”

“More willing to contact/collaborate with oncologists” 
(FP Strengthening Linkages Workshop)

“I appreciated discussing what W went through in 
hospital before his dying. It meant that his family 
could come here for help without having to repeat all 
of the details.”



What else?



Evaluation:
Living with Colorectal Cancer Study

• Observational study 
• Interrupted time series with control

– Palliative care referral
– Patient reported outcomes (ESAS, EQ5D)
– Caregiver preparedness 
– Advance care planning conversations
– Financial impact
– Health service resource utilization



Living With Colorectal Cancer Study

Calgary Edmonton
Patients 56 118
Caregivers 28 44
as of Aug 31, 2019

Interim Results: Workshop by Shireen Kassam

Enrollment ONGOING at CCI



Wrapping up



60

www.pacesproject.ca



Palliative Care Services at CCI

• Pain and Symptom Control
– For patients under the care of the CCI with 

inadequately controlled symptoms
– Outpatient, multidisciplinary, inpatient, telehealth 

• Community Liaison
– For advanced cancer patients being discharged 

from care at the CCI

• Referral from any MD or NP



Integrate palliative care earlier
Palliative Care is an added layer of support (not just for dying!)

Supports you can use: www.ahs.ca/GURU

Attend to  4 Elements Enhance Shared Care

Take home points





Next steps

• Palliative Education Day
– Options for dyad training 

• Non tumour-specific Advanced 
Cancer Shared Care letter (patient, 
provider)

• Local Tips – Other Zones (Provincial 
Pall Care Tumor group – S Watanabe: 
WG members)

• Keep recruiting for Living with CRC
• Application to expand to all GI & Lung 

cancers; Active intervention in Red 
Deer & Calgary



PaCES Core Team

P. Tang S. Watanabe J.Simon S. Kassam M. Earp

M. Kerba

A. Tan P. Biondo

J. Vandale

C. Beaumont

A. Sinnarajah



Let us know what you’re thinking

Thank you!

Sharon.Watanabe2@ahs.ca
Ayn.Sinnarajah@ahs.ca

mailto:Sharon.Watanabe@ahs.caJessica.simon@ahs.ca
mailto:Sharon.Watanabe@ahs.caJessica.simon@ahs.ca
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APPENDIX
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Knowledge Translation Framework



Stakeholder Groups

Clinical areas:
– Oncology (Medical, Radiation etc), Palliative Care, Home Care, Family 

Physicians

Roles:
• Patient / Family advisors
• Front line clinicians
• Health System leaders / managers: Provincial, Regional, Local
• Researchers
• Knowledge Translation / Implementation experts
• Data Analytics
• Quality and Safety
• Education (Patient, Health Care provider)



Pain Points- A Sampling 

• Pt cannot find a Family Physician to work with Homecare/PC Consult team
• Duplicative referrals put in to prevent gap 
• ER visits unnecessary but may be only place to go
• Family Physician with no capacity for home visits
• Not resourced for virtual remote care (e.g. rural) 
• All Physician notes not avail (variety of systems involved, multiple services) 
• Cross coverage of providers, who to go to for what?
• Role clarity
• Definition of Palliative care- different between providers and between 

providers and patients 
• PC Consultants feel that there is an overall lateness to the referrals 

received (often when patient is in crisis)
• Barriers to giving and getting information (system issues)



Fishbone Analysis – Why?



Problem Statements

Transitions: No formal transition process for patients with 
advanced cancer to be discharged that are “No Further Recall” 
(NFR) to community service providers and Family Physicians 
creates a care gap for the patient.

Role: It is not clear among health care providers (HCP), patients 
and their caregivers who is responsible for each aspect of patient 
care.

Definition: There is no shared definition of palliative care in the 
eyes of HCPs and patients and no common knowledge of the 
palliative care services available. 



Problem Statements

Communication: There is fragmented communication between 
healthcare providers and their teams particularly across sectors.

Patient journey: There is a lack of visibility of the patient’s 
schedule and resources being used by that patient to various 
healthcare providers.



Problem Statements

Standard Goals of Care: While a standard policy/procedure 
exists for the use of Goals of Care designation, the practice is 
varied and there are gaps in its application.

Skill Gap: Healthcare providers have varied skills in relation to 
providing a palliative care approach which leads to gaps in the 
patient experience and late referrals to palliative care services.



Solutions
 

TBCC change projects Palliative care change projects  Knowledge/resources change projects 
“Healthcare provider education” 
• Healthcare provider local training and 

education (grand rounds, simulation, 
courses, CME)   

• Communication technique- how to introduce 
pall care 

“Healthcare provider education” 
• Healthcare provider local training and education 

(grand rounds, simulation, courses, CME) 

“Healthcare provider resources” 
• Standard access to materials/ educational 

content (sharepoint, G-Drive, Websites) 
• Local Tips for providers 
• Symptom Summary tip sheets 

 
“Referral process” 
• Create Standard Practice to consult pall care 

(business rules)  
• Palliative cluster elements of Patient 

Reported Outcomes (PRO) dashboard 
• “Concurrent” Chemo/Palliative treatment 

when on 2nd line chemo (like RT/Chemo 
concurrent tx) 

“Referral process” 
• Change criteria to allow "well patient" access to 

home care services **Urban/rural Calgary zone 
• Palliative cluster elements of PRO dashboard 

“Patient resources” 
• Definition of pall care- changing patient facing 

material **Provincial AND **Local  
• Normalizing pall care in CancerControl Alberta 

education material 
 

“Transitions”  
• Dictation business rules (For MO), 

information sent to FP 
• Transition services- assessing process and 

addressing gaps 
• Transition package for non-curative (*shared 

care letters) 

“Communication” 
• Home Care to fax/cc notes to Cancer Centre 
• Creation of business rules/guidelines for 

communication (Pall Care) 

 

Leadership surveillance and f/u with metrics/ 
audits (Local, cancer centre)  

Leadership surveillance and f/u with metrics/audits 
(Local, cancer centre)  

 

 




		TBCC change projects

		Palliative care change projects 

		Knowledge/resources change projects



		“Healthcare provider education”

· Healthcare provider local training and education (grand rounds, simulation, courses, CME)  

· Communication technique- how to introduce pall care

		“Healthcare provider education”
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		“Referral process”
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· Palliative cluster elements of PRO dashboard
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· Definition of pall care- changing patient facing material **Provincial AND **Local 
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		“Transitions” 

· Dictation business rules (For MO), information sent to FP

· Transition services- assessing process and addressing gaps

· Transition package for non-curative (*shared care letters)

		“Communication”
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· Creation of business rules/guidelines for communication (Pall Care)
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Resources to Support Implementation 



Tools and 
Resources

Education

System 
Integration

Measurement and Improvement (QI)

Identify 
Unmet Needs  

Collaborative 
Management 

of Unmet 
Needs

Exploring End 
of Life Topics

Patient 
Screening

Local Tips 
for 

Providers

Referral 
Based  

Services 
Available 

Palliative 
GI CNS

Pathway 
Clinical 

Document

Palliative 
Scripts



Provider Resources
• Local Tips 
• Symptom summaries
• Referral based service 

descriptions 

Patient Resources
• Definition of 

palliative care in 
“Living Your Best” 

• Using existing 
Advanced Cancer 

materials with 
transitions of care  

Provider Skill 
Development 

• Palliative Care 
introduction 
scripts 

Patient and 
Family

Oncology 
Team

Family 
Doctor

Available at: 
• www.ahs.ca/GURU
• SharePoint under “Advanced Cancer” tab
• G Drive under “Palliative Care (Colorectal) Resources 

PACES”

http://www.ahs.ca/GURU


Symptom Management Tip Sheets 



Care Coordination Letters 



CCA Advanced Cancer Shared Care Letter (Patient):
• Pre print (DATA group) stocked in cabinets in OPD

o Also available on SharePoint and G Drive

• Ordered by MO. Consider entering ordering when:
o Prepping for clinic
o When reviewing PaCES Dashboard data
o In clinic 

• Usual process will be to give patient letter on next OPD visit. Can 
give day of while in clinic per clinician discretion (e.g. patient needs 
to obtain Family MD).

• When GI clerk preps chart, letter is placed on top of blue flag for 
clinician to give to patient. 



Information on 
how to get a family 
physician. 

If your patient 
does not have 
one, you should 
give this letter the 
day of in clinic. 



Templated Shared Care Letter for Family Physician: 
• Templated letter in ARIA

• Clerk processes order
o Combines letter with MO Signature Block (defines how you 

preferred to be contacted). Block can be changed by 
contacting ARIA.

• Clerk to send letter via internal ARIA fax
o MO can add additional information and send themselves via 

correspondence window

• Family MD faxes back the cover sheet 
o MO acts on as needed
o Signs/initials and sends for scanning into chart (HIM)



PaCES Sub-projects

• PaCES Rural
• PaCES Family Physician / SUPPORT-FM
• PaCES Oncology Provider
• PaCES Health Resource Study
• PaCES Living with Cancer Study
• PaCES Pathway
• PaCES Implementation
• PaCES Serious Illness Conversation Program
……….
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