The Journey of Vascular
Patients and Families
This document reflects the work of the Patient
Family Advisory Council established as part of
the Ontario Vascular Health Strategy.
The Council was formed in May 2013 to support
Domain 2: Understanding and Supporting
Patients and Families through their vascular
health journeys. This is one of four domains
outlined in Shaping the Future of Vascular
Health: An Integrated Vascular Health Blueprint
for Ontario, August, 2012. The work of the PFAC
was supported by the Heart and Stroke
Foundation.

The Council brought together a committed
group of patients and care partners who gave
generously of their time to share their personal
journeys and articulate their perspective on
what matters most to patients and their care
partners. The Council also developed a Patient
Bill of Rights. It is their hope that health care
providers and decision-makers will consider
every step of this journey and identify how they
can ensure that the system of care is responding
to the unique needs of each patient.
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For future information,
please contact Greg
Killough at the Heart and
Stroke Foundation at
gkillough@hsf.on.ca or
613-691-3294.

The Journey of Vascular Patients and Families
1. Primary and
Secondary 				
Prevention

Have
opportunities to
share experience
and mentor other
patients
Form new
friendship with
people with
similar experience and be
able to support
each other

Have timely access
to emergency care
and life-saving
treatment

Receive both
physical and emotional
Receive
assistance in
navigating the
complex hospital
system

hospital

Throughout our journey,
we need health care providers to:

“Once you finish rehab you are on
your own. That was scary, and it
was a difficult transition. I needed
something more…a support group,
or somewhere I could go to walk
with others in my situation.”

Receive
encouragement
by connecting with
people who have
survived and are
doing well

2. Acute Care

“The stroke took not only our beloved family member but our
sole source of financial provision out of commission. This had
Have
a drastic, immediate impact, and long lasting effect on our
easy access to
family of five. It altered the course of all of our lives.”
“A wheel chair to some is
medical records
“The symptoms of vascular
debilitating; to my dad it
and clear communidementia left us dealing with a lot
represented freedom.”
cations among care
of cultural and medical stigma,
teams, especially
which did impede the proper
“With every new shift, new
during transitions
diagnosis.”
nurses and new doctors it’s

Improve skills to
manage risk
factors

Learn about
warning signs
and risk factors

Get proper and
timely diagnosis
and referral as
necessary

Be aware of
available
support and
resources

Be able to ask
questions and
voice their
concern

“A wonderful program that
looks at the entire person and not
just your heart. We learned about
the entire body, we learned all
about heart disease, we learned
how to relax, we had doctors and
psychologists and dieticians
there at our disposal.”

Have
access to regular
follow-up assessment
and treatment

4. Ongoing Recovery

remarkable how sometimes they
know so little about my Dad’s
condition. There has to be a better
way to share info. It was frustrating
and tiring repeating his story.”

•
•
•
•
•
•

Families in
health crisis
have access to
emergency
financial
support and
child care

Provide hope
Respect us as people with dignity
Communicate in a clear and easy-to-understand way
“[The care team] were amazingly
Listen to our concerns
open, not necessarily in agreement
Be our advocates for better care
with my approach, but willing
to work with me in a safe and
Be sensitive to our experience whatever our culture
constructive
way. I felt engaged
Be informed of
or wherever we live
and
met.”
available
rehabili• Include family care partners as a critical influence
tation options
at all stages
and community
“Senior ambulance attendant
• Help us navigate the health system
support before
ignored the dispatcher and went
to the stroke centre emergency
department anyway; this action
literally saved my husband’s life.”

“There is no question, in hindsight, that my husband suffered immense
depression, anger, and a lack of rational thought. ……When I reflect now it
makes me feel very sad that no counselling or information, or even hints were
even offered to us that could have immensely helped with our understanding
and handling of our situation, and our ongoing life.”
Family
care partners learn
how to support patients’
ongoing recovery

Have ongoing community support to
maintain long-term
lifestyle changes

Improve knowledge
of vascular disease
and related mental
health issues

Family care partners
take part in
rehabilitation
programs

being discharged

Have community
support while
waiting to be
accepted into a
rehabilitation
program
Be empowered
to regain skills that

live in

