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Background
For three decades, caregiving studies had focused on the patient
experience and the demands of caregiving duties as sources of stress.
There is an increasing interest in the impact of serious illness and
injury on the spousal relationship such as lose of couple identity and
focus on individual roles.

Objective
This study aims to allow patients and spouses to explore the changes
in their couple relationship in an open and supportive peer
environment.

Riding the Roller Coaster:
Invisibility
“It’s an invisible handicap
because they can’t see your
pain.”
“No one ever asked how I
was.”

Methodology

“You went from planning and living a normal life to no plans other than dealing with the illness”

Intimacy
“I built this wall down the
middle of the bed…not a good
sign for the relationship.”

Tough Going

“We had to define sex wider.”

“The worst thing is, I’m there to
translate bad things to him.”

“Now we are glorified
roommates.”

“If she doesn’t want to try a
new treatment, I’m angry.”

9 caregivers, 4 of whom also had health issues and 4 patients
participated in an extended peer research process as part of PaCER
internship training of the University of Calgary.
PaCERs are citizens living with various health conditions who are skilled
in using specific adopted methods of qualitative inquiry to design and
conduct health research. This is done using a new methodology, in
which researchers and participants are peers:

Caregivers as Patients
Losses

“Just because you are the
caregiver, does not mean
you cannot be the patient.”

“Loss is a big issue. Loss of
function, loss of role... lots of
change is constant.”

Weighty Matters

“This is my new normal.”
SET
A focus group
to co-design
the direction
of the study

COLLECT
A focus group
and 5
narrative
interviews

PaCER
Toronto

“I was just doing everything and
getting resentful.”

REFLECT
A focus
group to
analyze
stories with
participants

“Ok, we have to deal with this. This is
part of our love.”

Preliminary Findings
Meet the PaCERs
PaCER Toronto Team

Co-designing the study
with our participants
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Our experiences

Our stories

Ups and Downs

Riding the Roller Coaster

Invisibility

Unseen in a Party of Two, Invisible People,
Hide and Don’t Seek

Losses

The Incredible Shrinking World

Intimacy

Barriers in the Bed

Weighty Matters

It’s All on Me, Should I Stay or Should I go,
Crash and Burn

Tough Going

Lost in Translation, Tug of War, Rocking the Boat,
In the Dark

Caregivers as
Patients

Who’s On First?

Observations
Constantly adapting to a scary, unknown journey was common to all. New
roles are imposed on the partners.
Caregivers are ignored by HCPs and overlooked by friends. Patients hide
their difficulties to remain included.
The ebb and flow of limitations to your normal activity strips your world to
its essentials.
Illness and injury strike at the heart of your sense of self and the intimacy
with your partner. HCPs don’t want to touch this.
Weight of demands puts severe pressure on both partners. Age and stage
affects couples’ ability to cope.
Couples are not always on the same page when dealing with HCPs. Struggle
to find the best way.
Caregivers who are also patients, ignore their own health to care for their
partner’s more urgent needs.

