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PALLIATIVE CARE EARLY AND SYSTEMATIC

Living with Colorectal Cancer:
atient and Caregiver Experience




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 ]
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Study Overview

Who:

Advanced
Colorectal Cancer®

/ | \
Caregiver Eligibility:

must be a caregiver for a patient who is
eligible for and enrolled in the ‘Living with
Colorectal Cancer- Patient study’

*Advanced Colorectal Cancer {aCRC) & defined a5 primary or metastatic cancer that s unlikely ta be aured, cantrolled, or put into remission with treatment] ‘
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Study Overview

Duration :

January June December
2018 2020 2020
Recruitment Recruitment Data
began ends Collection
ends
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Study Overview

Methods:

— Initial and periodic surveys

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




ucalgary.

THE PREPAREDNESS FOR CAREGIVING SCALE

Subject ID Date form completed
S SR S
Tools usec | 1] SN A
YOUR PREPARATION FOR CAREGIVING
We know that people may feel well prepared for some aspects of giving care to another person, and not as well
prepared for other aspects. We would like to know how well prepared you think you are to do each of the following,
Pre pa red I even if you are not doing that type of care now. 'S and
. I . I . Not at Nottoo  Somewhat Pretty Very
all well well well well
aval abl It prepared  prepared  prepared  prepared  prepared
1. How w
arecf ] Physical needs 4
2. How w H
Howw 2. Emotional needs .
1Howw 3. Setting up services
out abx 4
4. How w . . . e e
sessc 5, [Mlaking caregiving activities pleasant 4
sHww 6 Responding to emergencies
make ¢
vum 7, Getting help and information N
6. How w
vad 8. Overall preparedness 4
7. How well prepared do you think you are to
get the help and information you need from
the health care system? 0 1 2 3 4
8. Overall, how well prepared do you think you are to
care for your family member? 0 1 2 3 4
9. Is there anything specific you would like to be better prepared for?
Free-text question
MEAN SCORE of the number of items answered:




Tools used

EQ-5D-5L-

We would like to know how good or bad your health is TODAY.
This scale is numbered from 0 to 100.

100 means the best health you can imagine.
0 means the worst health you can imagine.

Mark an X on the scale to indicate how your health is TODAY.

Now, please write the number you marked on the scale in the box
below.

YOUR HEALTH TODAY =

The best health
you can imagine
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The worst health
you can imagine




Recruitment

as of August 2019
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Demographics

59 (25-90) 48 (71%) 20 (29%) 56 (82%) 49 (72%)
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Data collection
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Preparedness Trend*

5.0
4- Very well prepared
3- Pretty well prepared
2- Somewhat prepared
1- Not to well prepared
0- Not at all prepared
4.0
3.0
2.0
=B phy sical_needs
=—@=—=em ergencies
=l s Upport_services
1.0 =—@=—=0verall
=B—information
=—@—pleasant
=—@=—cm otional_needs
Enroll Month 1 Month 4 Month 7 Month 10 Month 13

*Median values
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Preparedness Trend

Caregiver Preparedness: STRESS OF CAREGIVING
100%
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EmNotatall mNottoo well Somewhat Pretty well Very well
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Main concerns reported by caregivers

TOP CONCERNS REPORTED BY CAREGIVERS
FROM FREE-TEXT QUESTION

Caregiver Health

= Disease Progression/ Prognosis

= Emotional Aspects
= Hospice/ End of Life
m Logistics/ Resources
® Patient Health

U L) ——

PALLIAI'IVE CARE EARLY AND SYSTEMATIC




EQ-5D-5L Trends

Caregiver EQ-5D-5L: USUAL ACTIVITIES Caregiver EQ-5D-5L: SELF-CARE
0% 98%
80%
96%
70%
60% 94%
50% 92%
M 90%
30%
88%
20%
10% 86%
0% 84%
Enrollment Month 1 Month 4 Month 7 Month 10 Month 13 Enrollment Month 1 Month 4 Month 7 Month 10 Month 13
No problems Slight mModerate M Severe MUnable No problems Slight mModerate mSevere MUnable
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EQ-5D-5L Trends

Caregiver EQ-5D-5L: ANXIETY/ DEPRESSION

o =
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Enrollment Month 1 Month 4 Month 7 Month 10 Month 13
No problems Slight mModerate ™ Severe MUnable
Caregiver EQ-5D-5L: PAIN/ DISCOMFORT Caregiver EQ-5D-5L: MOBILITY
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Enrollment Month 1 Month 4 Month 7 Month 10 Month 13 Enrollment Month 1 Month 4 Month 7 Month 10 Month 13
No problems Slight mModerate MSevere MmUnable No Problems Slight mModerate mSevere M Unable

[l JPaCES}

PALLIAI'IVE CARE EARLY AND SYSTEMATIC



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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“My husband has been on palliative care now for almost 2
years & it has been going very well. However | 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

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

-Caregiver A at Month 13
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Thank You

Questions / Comments?




