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ca�� (�� a p����n�e� �l��� fo� �h� ���e).

Patient 
Role

It’s 
About Me

Research, Clinical Trials

Continuity: don’t have it, 
want it, it’s the doctor’s 
job to make it happen

Advocate for practical 
pieces: who to call, 

how to get places, etc.

I need to be 
informed so that I 

can do my partTake time to 
listen to me and 
get to know me

I will need support 
beyond just my 

diagnosis

Give me information

I need things 
simplified

I need to know 
where to get the 
right information

“I need as much information as I can 
have in one place... I want to be able 
to search for information, to be able 
to know what I need to know, when I 

need to know it.”

“...need health care 
information in plain language, 
no doctor speak/language.”

“Patients and caregivers need a 
point person who knows them 

and their story. This would 
improve continuity of care… and 

would help with long term 
self-care/management practices.”

“…everyone at the table (all the 
different care providers involved, 
patient, caregivers) saves from 

duplicating information.”“…need a doctor who can provide 
(coordinated) continuity of care.”

“Respect our choices. Accept my decision.”
“…ask what role the patient wants to play 

and take time to talk to the patients.”

“I am not cancer; I am a 
person. We are holistic, 
please don’t see me as 
an entity, see me as a 

person.”

“No access to psychiatry. 
Too many excuses. We 

can’t get the right help or 
care when we need it.”

“The part of the system that is supposed to 
catch you in your medical home… the 

programs they need to help are cancelled. 
No funds or lack of funds to keep these 
programs going within the community.”

“System unable to handle complex patients 
- I have many concerns at an appointment, 
but I can only focus on one at a time, that’s 

not how my disease works.”

Advocate for support pieces: 
explain, help me understand

Need access to my 
health information

Engage everyone 
involved in my care

Better communication 
between providers

Access

Duplication

Siloes Can’t deal with 
outliers

Funding

Continuity

Support

System Navigator

Education / Being Informed

Health Care Provider Role

Health System
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Patients with advanced stage chronic 
diseases, often characterized by high 
rates of hospitalization or aggressive use 
of treatments with limited benefit, present 
significant challenges. These patients 
have extensive unmet care needs as they 
transition between hospital and home and 
regularly return to hospital. This results in 
poor quality of life for patients, 
frustration, and rework for health care 
providers with increased costs to the 
health system.

Context

To determine the barriers and facilitators 
of self-care when living with an advanced 
stage complex chronic disease, and to 
understand the potential of an interactive 
care pathway to support patients in their 
self- care when living with an advanced 
stage complex chronic disease.

Objective Framework Analysis 

Is grounded in original accounts, 
attempts to answer specific questions, 
and is best applied with a specific sample 
population. Its goal is to answer 
pre-determined questions. It was well 
suited to analyzing the World Café data, 
and the interpretation of our results.  

Enables participants to interact, share 
experiences, explore issues, identify gaps 
& working solutions, and inform 
implementation strategies. 

Organized in small groups at four tables, 
participants rotated between all tables. 
Each table had a set of questions and 
assigned facilitators and note takers to 
record the discussions. Notes were 
transcribed verbatim for analysis.

World Café Methodology

Methods

Patients (n= 12) living with, and 
caregivers (n= 4) caring for a patient with, 
advanced chronic disease from both rural 
and urban areas across Alberta. The 
majority of the patient participants were 
living with cancer-related illnesses. 
Others were living with end-stage kidney 
disease, fibromyalgia, 
dementia/Alzheimer’s, and neurological 
diseases.

Participants

Key Takeaways

The health system is complex and 
difficult to navigate, even those who 
feel empowered struggle to 
advocate for themselves within this 
complex system

Variation in how active they want to 
be in their self-care

Gaps in knowing how to access and 
use information, how to get to 
appointments, and what resources 
are available

Care and treatment being disease 
focused

Health care provider’s unspoken 
expectations of a patient’s ability to 
self care

In the context of self-care, patients described barriers that make self-care difficult: 

Facilitators that would enable self-care:

A need for relational continuity: provider needs to take time 
with patient; understand patient is unique and has distinct 
wishes they want heard and respected

A need for access to resources and information to play a 
more active role and make informed decisions

A need for support in navigating the system – a System 
Navigator Role

That a care pathway could be beneficial if: it is interactive, 
accessible to all involved, and personalized to each patient
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