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Study Overview

Objective: 
– Measure how quality of life in this population changes 

over time

– Before and after the Palliative Care Early and Systematic 
(PaCES) pathway is implemented 
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Study Overview

What: 
– Observational study 

– Gather experience of patients with advanced colorectal 
cancer and their caregivers

Where: Alberta

Calgary

Tom Baker 
Cancer Centre

Holy Cross 
Hospital

Edmonton

Cross Cancer 
Institute
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Study Overview

Who:

Caregiver Eligibility: 

must be a caregiver for a patient who is 
eligible for and enrolled in the ‘Living with 

Colorectal Cancer- Patient study’
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Study Overview

Duration : 

January  
2018
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2020

December  
2020

Recruitment
began

Recruitment
ends

Data 
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ends
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Study Overview

Methods: 
– Initial and periodic surveys

• 1 month after enrollment then every 3 months until the end of 
study
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Methods of participation

MAIL

E-MAIL

PHONE

IN PERSON
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Tools used

Preparedness for Caregiving: self reported preparedness and 
availability of necessary resources

1. Physical needs
2. Emotional needs
3. Setting up services
4. Stress of caregiving
5. Making caregiving activities pleasant
6. Responding to emergencies
7. Getting help and information
8. Overall preparedness

Free-text question
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Tools used

EQ-5D-5L- looking at overall health (physical and mental)
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Recruitment

Total Participants
230

Patients
162

Caregivers
68

as of August 2019
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Demographics 
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Data collection
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Preparedness Trend*

*Median values
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Preparedness Trend
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Main concerns reported by caregivers 
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EQ-5D-5L Trends
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EQ-5D-5L Trends
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Learnings

So how prepared are Informal Caregivers 
to care for their loved ones?
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Caregiver perceived preparedness and overall health 
decline, with increasing stress and emotional distress 

over time.

Caregiver experience, including sense of preparedness, is 
often under evaluated and more attention is needed.
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Next Steps

Explore the relationship between caregiver preparedness 
and quality of life and time of patient death

Determine the effect of palliative interventions
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“I feel anxious about my husbands end of life & when that will 
be. I do have a good resource with Palliative Care & I'm quite 
sure I will be asking our nurse for advice with this when the 
time comes.”

-Caregiver A at Month 13

“My husband has been on palliative care now for almost 2 
years & it has been going very well. However I don't feel well 
prepared for hospice care when that time comes & will need to 
do some research to find out what is available for him.”

-Caregiver A at Month 1
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Thank You

Questions / Comments?


