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WHAT DOES PATIENT EXPERIENCE MEAN TO YOU?
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Initially, Cancer Care Ontario's work focused specifically on patient experience and we began by asking
the members of PFAC to tell us what the words ‘patient experience’ meant to each of them. The word
cloud above is the result of CCO's first consultation and is the visual symbol of our ongoing collaboration.
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Partnering for Success

A profound shift has taken place in our health system: we have gone from an
approach where care is system or provider centred to one where care is centred
around the patient and their family. Cancer Care Ontario (CCO), like most healthcare
organizations, recognizes the importance of working with patients and families

and engaging them in everything we do.

This report has been developed to demonstrate what patient
and family engagement looks like, why it is important and
the value we have seen so far. Over the past three years,
CCO has committed to meeting our strategic priority in the
Ontario Cancer Plan III (OCP III) to continue to assess and
improve the patient experience. We asked ourselves whether
patients can have an influence on the cancer and renal
systems at a strategic level — the answer is yes, they can.

Since the launch of CCO’s Patient and Family Advisory
Council (PFAC) in 2010 with initial support of one of the first
Patient Engagement Project grants from the Canadian Health
Services Research Foundation (CHSREF, later renamed
Canadian Foundation for Healthcare Improvement, CFHI),
this group of engaged patients and family members has grown
into a broader Patient and Family Advisor Community with
representation from across the province.

For us, patient engagement is about building strong,
sustainable partnerships between patients, family members,
health professionals and community groups to plan, deliver
and evaluate health services. We believe excellence in care
requires more than just the best care in diagnosis and
treatment; it also requires care that addresses every aspect
of a patient’s experience. As you will see in this report,
increased patient engagement has already begun to result in
greater value for patients and health system providers alike.

Our vision is to build the best health systems in the world.
As you will see in this report, we have built a strong foundation
for patient and family engagement in our work across the
cancer spectrum, and as we look ahead, of equal importance,
is our commitment to growing our engagement with patients
and families experiencing chronic kidney disease.

We are moving forward, but there is still work to be done.
By engaging in meaningful dialogue, together we can
collectively design a health system that will result in better
outcomes and increased patient and provider satisfaction.

Michael Sherar

President and CEO
Cancer Care Ontario

Joanne MacPhail
Co-Chair, Patient
and Family Advisory
Council (PFAC)
Cancer Care Ontario

“We asked ourselves whether
patients can have an influence
on the cancer and renal
systems at a strategic level

- the answer is yes, they can.”
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Setting the Stage: Person-Centred Care Strategy

Our goal is to partner with patients and healthcare providers to advance
a person-centred approach to health.

Person-Centred Care is the evolution

of patient-centred care. Our Patient and
Family Advisors (PFAs) encouraged
CCO to rename the strategic priority to
signal to the system the importance of
being treated as a person first,
recognizing that patients are not defined
by their disease. It recognizes that true
high-quality care with direct impact to
the patient experience requires a
fundamental shift in our approach to
healthcare.

In Ontario, there are a number of policy
and legislative initiatives helping to drive
this shift from a healthcare culture in
which patients and their families are
expected to fit into existing services and
patients have little input into the design
or delivery of the services they receive,
to one that centres care on the
healthcare and personal needs of the
individual receiving the care.

Strategic Focus

CCO identified Person-Centred Care
as one of five areas of strategic focus
in its new Corporate Strategy. By
continuing to drive improvement
through Person-Centred Care in the
cancer and chronic kidney disease
health systems, CCO committed to:

1. Actively partnering with Ontarians
in identifying, designing, planning
and improving healthcare services;

2. Developing and implementing
programs and resources that drive
the adoption of Person-Centred Care
approaches to service delivery;

3. Embed expectations for evidence-
based, person-centred, quality care
into our performance improvement
approaches.

A Model of Person-Centred Care

The adoption of a model of Person-
Centred Care requires a different
conceptualization of how patients,
those going through screening
programs, family members, caregivers
and providers are engaged with and
work with healthcare providers.
Person-Centred Care is an approach
(Figure 1) to the planning, delivery
and evaluation of healthcare that
involves mutually beneficial
partnerships between healthcare
providers, patients and families to:

1. Give patients a voice in the design,
delivery and evaluation of the care
they receive; and

2. Enable patients to be more active in
their care experience in order to
deliver better outcomes and greater
value through wiser use of
resources.

Catherine
Patient and Family Advisor

“Patients are the experts in how they experience the disease.
The members of the healthcare team are the experts in treating
and managing the disease. There’s a role for both to play.

Two parts can work together to make a better whole.”

FIG.T PERSON-
CENTRED CARE MODEL

PHILOSOPHY

Person-Centred
Care

OUTCOME

Patient
Experience

APPROACH

Patient and Family
Engagement
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and Family

Engagement
at CCO

“Having patients as part of
our work can be important
in moving away from provider-
centric decisions to ones
that are inclusive of patient
impressions and wishes.

It allows us to consider the
patient experience using
real-life examples instead
of assumptions of what
patients want.”

Sean Molloy,
Program Manager, Symptom Management




Charting Our Progress

..............’..................

- December 2010 Funding was received
to support the development of CCO’s PFAC

...................................’......................................

- May 2011 CCO's PFAC was founded under

the direction of the Ontario Cancer Plan |l

- Strategic priority “continue to assess and

improve the patient experience” includes a
commitment to ensuring patients’ interests
are represented through “a forum to advise on
initiatives to improve the patient experience”

- May 2011 16 members from across the
province gathered in Toronto to participate
in the initiation of PFAC, learning about the
process and developing the first set of priorities

ceescessesessennss ’....................

- June 2012 Experience-Based Design (EBD)
leaders from the United Kingdom National
Health Service facilitated a two-day event
where staff and PFAs from Regional Cancer
Programs came together to launch an EBD
training session for 200 people

January 2013 Online toolkit launched
for organizations to create their own
PFACs based on lessons learned from
CCO's experience

- September 2013 Recruitment and orientation
of 25 new PFAs within the community to
expand the ability to bring the patient and
family voice to more tables at CCO

.

February 2014 Expanded our
- June 2012 Advancing Person-Centred Care PFA community with 15 new PFAs
is formally announced to CCO staff as the first

strategic focus for the organization

March 2014 An internal online resource
was launched to assist CCO programs with
planning and implementing their patient
and family engagement activities

.

- September 2012 Recruitment and
orientation of 12 new PFAs to ensure adequate
geographical representation on the Council

- October 2013 Dedicated staff to enable
Person-Centred Care practices at CCO
are hired. The team sits under the Patient
Experience Portfolio in Clinical Programs

- January-June 2013 Joint process with
v o and Quality Initiatives

CQCO and the Patient Experience Program

.

April 2014 Reporting to the CCO Executive
Leadership on Patient and Family Engagement
indicators that map to the strategic focus of
Advancing Person-Centred Care to develop
accountability within the organization and
continue to grow its efforts in this area

- Literature review, environmental scan,
internal and external stakeholder interviews

- Culminating in June retreat to create
recommendations

- November 2014

6 Improving Ontario’s Health System through Patient and Family Engagement



Form Meets Function:
Structuring Our PFAC

The purpose of CCO’s PFAC is to create a forum where patients and family members
provide insight into how to improve the quality of the patient and family experience.
The PFAC advises CCO on the direction and content of current and future strategies
and initiatives that directly impact those outlined in the Ontario Cancer Plan III.

The scope of the PFAC is to provide partnership and
advice relevant to and based on patient/family member/
caregiver experience in order to:

e improve the patient and family cancer care experience;

e develop the vision and scope of Person-Centred Care;

e generate areas of focus and priorities;

¢ advise on strategies for actively partnering with patients
and families to design, plan and improve healthcare
services (such as experience-based co-design);

e review evaluation methods to help define the measurement
of system-level success.

“Though some other organizations and hospitals
have done great work in building successful
PFACs, CCO has led the way in building a PFAC at
the system level. We are the leaders in this space
who other jurisdictions come to for advice when
building their own PFACs. | feel enormous
satisfaction about the leadership that we have
provided in creating and sustaining a PFAC and
in building a PFA community across the system.”
Esther Green

Co-Chair, PFAC and Provincial Head, Nursing and Psychosocial Oncology,
Cancer Care Ontario

The PFAC’s membership is comprised of cancer patients
with and living beyond cancer, family members,
caregivers of patients and CCO staff:

* aminimum of two representatives from each of the

14 Regional Cancer Programs across Ontario;

e (CCO’s PFAC is jointly co-chaired by a Clinical Leader,

currently CCO’s Provincial Head of Nursing and
Psychosocial Oncology, and a PFA;

e a PFAC administrative team that supports the PFAC

functions: PFA Engagement Specialist and the Person-
Centred Care Senior Manager;

e other members of PFAC from CCO include: Directors,

Communications staff and one Vice-President. The
number of CCO staff is fewer than the number of PFAC
members, emphasizing the value of patient and family
engagement and partnership.

“We, the patients, along with our families, are

the ‘Face of Cancer’... We have a story to tell
and share. If you think of this partnership

for just one moment - with the people who
have the knowledge, research and training,
plus the patients and their families who have
experienced or are experiencing the cancer
journey - the care can only get better and

better. This is our hope and this is our passion.”

Joanne
PFAC Member

ELEMENTS OF PFAC

283

. members

The term for a PFAC From each of the
member is three years 14 Ontario Regions

years

A A A A
00 60600
A AAaAS

NEW EXPERIENCED

CCOis constantly striving for new and experienced
members representing the diversity of Ontarians to
maintain a balance of family and patient experience

Interview with at least
one of the co-chairs to
confirm areas of interest

Selection of new members is conducted by

a formal recruitment process through the
Regional Cancer Programs, and includes a Call
for Participation, completion of an application
outlining interest and experience, and an
interview with at least one of the co-chairs to
confirm areas of interest. New PFAC members
are approved by the PFAC co-chairs.

Our History 7



What is the PFAC Toolkit?

s

K
A Toolkit for Building a PFAC CONTEMPLATE
The CHSRF grant and collaboration culminated
in the development of the PFAC Toolkit. This SUSTAIN PLAN
toolkit provides support for the development and
growth of PFACs throughout Ontario and within l l l
the Regional Cancer Programs. It is intended to
provide organizations in Ontario and beyond *
with a structured approach to engaging patients
and their families in order to improve services EACILITATE RECRUIT
and the overall patient experience.
The PFAC toolkit contains samples, templates,
and multimedia tools to foster information — —
sharing, increased participation and effective
learning. The toolkit can be found online at:
www.cancercare.on.ca/toolbox/pfac @ IN FORMATI @
FORM D COMMUNICATE
LOGISTICS
\_
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www.cancercare.on.ca/toolbox/pfac

The PFAC toolkit outlines content
that includes:

¢ key lessons learned from CCO’s
PFAC and the Patient Engagement
Project grant;

¢ published research on engaging
patients and families in advisory
councils;

e discussions with leaders of existing
councils as well as organizations
focused on Person-Centred Care.

“CCO’s PFAC toolkit was the
foundation document which
allowed us to quickly and
confidently move forward
with establishing the key
aspects of our own PFAC.”

Janet Ellis, MD, FRCPC

Regional Lead Toronto Central North LHIN
Psychosocial Oncology, Sunnybrook Health
Sciences Centre

Tamara Harth

Program Manager and Regional Lead Toronto
Central North LHIN, Patient Education,
Sunnybrook Health Sciences Centre

10,265 * 2,000

unique page views unique page views
every quarter

ONLINE PFACTOOLKIT
CONTENT USAGE

Contemplate
Preparing to engage
patients in an Advisory
Council

Plan

PFAC creation
planning - assigning
tasks and resources

Recruit

Council size

and makeup,
recruitment
process - soliciting
and collecting
nominations

Communicate
Verbal and written
communications
with council
members

Most frequently visited
sub-section pages

Logistics
Hosting
considerations
(travel, meals),
meeting preparation
and technology
support

Form

Meeting

other council
members, training/
preparation

Facilitate
Council meetings
and interactions

Sustain

Reflection, progress,
recognition,
mentorship, reporting

Our History 9



MEETING FORMAT

E Over the past three years, the total number
= of hours served by PFAC members during
E Council meetings was 1,606. In January
2014, due to increased demand for PFAC's
engagement in the work at the system
level, the meeting frequency increased

to monthly, using alternating formats to
maximize attendance and convenience for members — a cycle
of one-hour teleconferences, three-hour videoconferences and
one full-day in-person meeting.

G © &

] hour Shours | ]day

monthly {  quarterlyvideo  : bi-annual
teleconferences : conferences : in-person meetings
Patricia
PFAC Member

“| think the establishment of the PFAC is

one of the most important things leading
to the best cancer system in the world,
and that is because patient and family
voices are listened to and heard. The
support of the CCO staff is paramount in
this and is never lacking. This is not a
token move on the part of CCO because
we are able to see the differences this
Council is helping to make.”

PFAC Meetings

FIG.3 PFACMEETINGS: HOURS AND ATTENDANCE

700

Total PFAC Member Meeting Hours

2011-12 (5 meetings) 2012-13 (6 meetings) 2013-14 (6 meetings)

PFAC QUICK STATS 2011/12-2013/14

orientations PFAC O < attendance total number of
: 17 meetings 75 O : 1 hours served by
: : : 9

PFAC members

100%

90%

80%

70%

60%

50%

40%

30%

(as of March 31, 2014)

PFAC Member Attendance (%) =@
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Setting the Agenda: Patient and

Family Advisory Council Priorities

CANCER
JOURNEY | PRIMARY CARE
OCIAL AND PALLIATIVE CARE
RECOVERY/
‘ SURVIVORSHIP

’ END-OF-LIFE

: : : CARE
PRIORITY Stressing prevention and encouraging people to - Navigators and mentors throughout cancer journey.

take responsibility for their own health with the
support of healthcare providers so others don't

get cancer. across all cancer centres.

- Consistency and standardization of what works well (e.g., supports, protocols)

treatments, how to
avoid recurrence,
and for rare forms
of cancer.

- Right support for
the right person,

support after
treatment.

+ Knowledge regarding

particularly emotional :

+ Helping patients

deal with fear of dying
and recurrence.

« Post-treatment

pathway — emotional
support and plans
shared with patients.

« End-of-life support/

transition for patients
and caregivers.

- Awareness that

healing goes beyond

just curing the disease.

Since the beginning, PFAC members have been engaged to provide direction on priority areas of focus. The PFAC's priorities identify key healthcare

elements, such as emotional support, coordination of care and navigation during all phases of the cancer journey.

Anya
PFAC Member

“If patients were connected
at diagnosis to palliative care -
which means relieving
suffering, not necessarily facing
death - then they and their
families would get the benefit
of this support throughout
their illness. We all need that.
We need the attention, the
relief, the connection and the
continuity of dealing with
people who understand the
consequences of cancer, who
will stay with us from the shock
at the beginning through the
whole process, regardless of
the prognosis.”

Pat
PFAC Member

“For me, PFAC membership has
meant listening to others who
have experienced the cancer
continuum and learning from
them with the hope that we
will make a difference in the
delivery of care for patients and
their families in the future.”

Our History 11



Partnering with CCO Programs

At CCO, our goal is to partner with PFAC and collaborate
with the membership in a significant and impactful
capacity that goes far beyond information-sharing,
soliciting feedback and potentially integrating their input

into our work.

To monitor and evaluate the nature
and quality of PFAC engagement
activities, CCO uses a spectrum of
engagement to qualify each activity
that is presented to the Council.

The spectrum of engagement is adapted
from Health Canada and IAP2 to
categorize engagement activities at one
of the following four levels:

¢ Level 1: Informing;
e Level 2: Consulting;
¢ Level 3: Engaging;

e Level 4: Partnering.

In the graphs to the right we have
captured the level of engagement of
each activity and opportunity presented
to the PFAC since it was established,
and have displayed this data first by
level of engagement within fiscal years
(Figure 4). Figure 4 presents a slightly
skewed impression of the growth and
movement of PFAC engagement
activities because the number of
meetings and therefore activities varies
each year. However, the growth of PFAC
in terms of the total number

of engagement activities is underway.
Though gradual, there is a clear
increase in the number of PFAC
activities that are at a Level 4
(Partnering) in terms of engagement.
Figure 5 shows the proportion of all
86 agenda topics, where more than

a quarter (28%) were in the higher end
of the engagement spectrum (Engaging
or Partnering).

The nature of PFAC engagement
activities has evolved over the years
since the Council was established. In
2011/2012, engagement activities that
involved Engaging (Level 3) or
Partnering (Level 4) with PFAC were
smaller in scale and project-specific,
such as engaging with the Disease
Pathway Management Program staff to
build and propose sample patient-
friendly pathway maps for particular
disease sites.

- Consulting

FIG.4 NUMBER OF EACH TYPE OF PFAC ENGAGEMENT ACTIVITY WITHIN FISCAL YEARS

- 2011/2012
- 2012/2013
- 2013/2014

Informing

Consulting Partnering

Engaging

FIG.5 DISTRIBUTION OF EACH TYPE OF PFAC
ENGAGEMENT ACTIVITY ACROSS FISCAL YEARS

- 2011/12 t0 2013/14
+ 17 meetings
- 86 agenda topics

- Informing

- Engaging
- Partnering
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PFAC Impact

A debriefing interview is conducted with each CCO program member or other individuals after they have made
a presentation to the PFAC. These interviews help us understand and articulate the impact of their experience with
the PFAC. Understanding the effects of PFAC feedback in the transformation of healthcare design, delivery and

evaluation is invaluable in measuring patient and family engagement at the system level.

The following questions were
posed in the interviews:

1. How did you incorporate the input/
feedback received from the PFAC?

2. Have those interactions changed
the course of your work?

3. How would you describe the
value of having the PFAC input
into your work?

The responses were grouped by
impact into three areas: Integration,
Work Impact and Added Value.

Subi
PFAC Member

Integration

- including PFAs as members of

program committees or groups
or on interview panels;

» changing how we communicate

about our work, both internally
and externally;

« increasing collaboration and

interaction between patients,
families, clinicians and the system;

- incorporating the voices of patients

into our work;

- adding relevance for our key

audiences — patients, their families
and caregivers.

“If our healthcare system is designed for the patients and the
caregivers, then it is imperative that the voice of the patient be

heard. CCO staff can gain tremendous insights from the patients’

stories. These insights can help them identify specific
opportunities to improve the health system and enhance the

patient and caregiver experience.”

Work Impact

» making person-centred design
and content changes to project
materials;

- enhancing project design, planning,
conceptualization and usability;

- modifying our data collection
and methodologies;

« focusing our efforts on improving
the patient experience and Person-
Centred Care;

- identifying areas that require
clarification and context.

Added Value

« raising awareness of the priorities
of patients and their families;

+ putting a face on the work

that we do and increasing its
meaningfulness;

- affirming and/or deepening

our understanding of patients’
experiences and needs;

» increasing our credibility with

external stakeholders by including
PFAC input;

» providing an opportunity to talk

to patients and understand their
experiences.

“Because we don’t work directly with patients in front-line care,
it’s an amazing thing to hear their voices at the table. Instead
of just wondering what patients want, we get to ask. It changes
the conversation in a really positive way.”

Junell D'Souza

Planning Officer, Cancer Planning and Regional Programs

Our History 13



SECTION

2

The
Community
of Patient
and Family
Advisors

(PFASs)

“l hope my work as a PFA
will bring awareness of the
significant value of our
cancer experiences to the
development and delivery of
cancer services. It is exciting
to watch service providers
embrace the patient and/or
caregiver as a valued resource
and to improve healthcare
delivery with this in mind.”

Janet, PFAC Member




Growing the Community of PFAs

In addition to the current PFAC
membership, CCO has grown to
include 33 volunteer PFAs from across
the province of Ontario. PFAs provide
a valuable contribution to CCO’s
programs and initiatives.

Figure 6 illustrates the increase
in PFAs from 2011 to 2014.

As part of a structured orientation
session, a PFA Orientation Manual
with PFA guiding principles and
specific role descriptions for both
PFAC and PFA members has been
created.

e Our PFAs have found these
orientation sessions very valuable:
“I feel like all of my questions
were answered and feel ready
to contribute as a PFA.”

¢ The need for guidance on how
to articulate each PFA’s unique
experience in the healthcare
system in order to translate it
into making broad system change
was highlighted. As part of the
orientation, a skill-building session,
complete with worksheets, was
developed on “How to tell your
story with impact.”

FIG.6 THE GROWTH OF THE PFA COMMUNITY

70 62

- Number of PFAs -

— on the Council
50 - Number of PFAs
in the community
30
29 29
i n
2011/2012 I 2012/2013 I 2013/2014

FIG.7 RECRUITMENT AND ONBOARDING PROCESS

CCO has adopted a five-step process for successful recruitment
and onboarding of PFAs.

Identify vacancies and develop recruitment plan
Assess needs

LI - Stakeholder and networks assessment
- Poster for Regional Cancer Programs

CCO website

Disseminate information via emails

Expression of Interest forms
Role description
Participation agreement

Intake into PFA database

Interview
skill- - Orientation to the organization and/or PFAC
LUUBILER . Sharing your story with impact workshop

Public speaking coaching opportunities with
Communications team

ROLE OF PFAs

As active participants in the cancer
system, patients and families provide
unique perspectives and valuable
feedback on the standard of care they
receive. Their insight and experience
helps to inform programs and practices
aimed at improving the patient experience
and advancing Person-Centred Care.

PFAs are individuals with experience in the Ontario cancer system
who partner with staff to provide direct input into policies,
programs and practices that affect patient care and services.

PFAs bring value to our work by:

Sharing personal cancer care experiences in a variety of
media (e.g., video, prose) and forums (e.g., CCO meetings,
interview panels);

- Vocalizing and providing insight into patient interests,
needs and backgrounds beyond their own experience
(where possible);

Providing input and making recommendations based on
their experience of the Ontario cancer system; and

Assisting with achieving clarity about the discussion
topics and meeting objectives.

“l was lucky to be one of the first PFAs

because we all learned our roles
together. As members of a Systemic
Treatment Provincial Plan Working
Group, medical professionals, CCO staff
and PFAs all sat around the table trying
to figure out how to make cancer
treatment better in Ontario.”

Donna
Patient and Family Advisor

The Community of Patient and Family Advisors (PFAs)

15



SECTION

3

Growing
the Culture
at CCO

“If you have the opportunity
to engage PFAs in your work,
| would say do it. It’s a great
experience and you meet
wonderful people along the
way. It’s not often that you
get the opportunity in other
organizations to work so closely
with patients and family
members on projects. In my
experience | have found their
input to be extremely valuable
in moving our program
initiatives forward. It’s their
perspectives that ground our
work and give it meaning.”

Wenonah Mahase
Project Lead, Symptom Management




Key Highlights of Patient and
Family Engagement

Diagnostic Assessment Program
(DAP) Strategic Planning

As a member of a working group

for the Diagnostic Assessment
Program (DAP) strategic plan entitled
Navigating the Diagnostic Phase of
Cancer: Ontario’s Strategic Directions
2014-2018, PFA Debora provided
ongoing advice and direction on the
strategic priorities and objectives,

as well as reviewing the draft of the
strategic document. Strategic
directions were also sought from
CCO’s PFAC to seek broader feedback.
This ensured patient needs would

be addressed in the diagnostic phase
by delivering on the strategy. It also
helped to present the plan in a manner
that would resonate with patients.

“Without their feedback, we
would not have been able to
address the challenging issue of
sharing patient results during
the diagnostic phase in an
actionable manner that meets
the needs of all stakeholders.”

Melissa Kaan,
Manager, Diagnostic Assessment Program

Survivorship Program

The involvement of seven PFAs in

the development of the care pathway
was essential to the creation of the
Survivorship Program’s Colorectal
Cancer Follow-Up Care Patient-Friendly
Pathway — a resource developed based
on identifying the needs of patients.
Applying the Experience-Based Design
approach (EBD) helped us understand
the patient experience and we used
this information as a basis for re-
designing services. Three workshops
were conducted over the course of
five months where information was
collected from participants, in addition
to teleconferences to validate the
feedback and work through a draft
document with participants. In
partnership with other healthcare
professionals such as primary care
physicians, nurses, patient education
representatives, oncologists and
administrators, a truly collaborative
resource is now in use within the
Regional Cancer Programs for patients
who are transitioning to primary
care providers for their ongoing
follow-up care.

“The end product
demonstrates the value
of inviting the patient to
tell their story, capturing
that story and sharing it
with others. Thanks to the
patients, family members
and caregivers who were
involved in this work, we now
have a meaningful resource
to guide cancer survivors
through the follow-up phase
of the cancer journey.”

Maria Grant
Program Manager, Survivorship

A TOOLKIT FOR ENABLING PFA ENGAGEMENT

The CCO Patient Engagement toolkit is
designed to provide CCO staff with:

A simple step-by-step approach to patient
engagement at CCO;

An understanding of the roles and
responsibilities in the patient engagement
process; and

Tools, guides, forms and templates to assist
in planning and implementing patient
engagement activities at CCO.

FIVE-STEP APPROACH FOR CCO STAFF

Learn how engagement is relevant.

Identify your engagement
approach and needs.

Get everyone on the same
page before working together.

Establish communication
ground rules.

Measure your success in partnership.

@006

Growing the Culture at CCO
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Symptom Management

Program

There are two major initiatives with
PFA involvement: the Ontario Cancer
Symptom Management Collaborative
(OCSMC) and the Patient Reported
Outcomes (PROs) Advisory
Committee.

Within OCSMC, there are five patients
included on the provincial team that is
made up of representatives from each
of the 14 regions. Members of this
collaborative share ideas on how to
improve symptom management and it
is important to have patients at the
table with us in this work. In addition,
patients are now included in sub-
initiatives of this work including our
Chart Audit Working Group, Patient
Satisfaction Survey Working Group,
the Symptom Management Summit
Planning Committee, the ISAAC User
Group and in contributing to conference
and journal abstract submissions.

There are four PFAs as part of the
Patient Reported Outcomes Advisory
Group, who meet with CCO on a
quarterly basis to move forward our
work related to PROs. PFAs in this
group have also become involved with
CCO’s CPAC grant related to PROs,
which has three PFAs involved and on
our EPIC prostate cancer project,
which has two PFAs involved. PFAs
have also contributed to abstracts and
journal submissions on this work.

The Symptom Management Program
promotes the use of standardized tools
that allow patients to self-report their
symptom information and treatment
effects to improve communication with
their care providers and enable the
system to measure what patients are
experiencing throughout their cancer
journey. The essence of the work is
extremely patient-centric and it is
important that we include PFAs in the
design of our work to ensure their
views and input guide decisions made
regarding practice.

“All of us want to do the
best we can for our patients,
but sometimes culture and
resistance to change can be
difficult to overcome. The PFAC
has provided direct input into
symptom management. This
support is invaluable as we
work to improve the quality
and consistency of symptom
management for all patients
across the care journey.”

Sean Molloy
Program Manager,
Symptom Management

Involving patients in decisions made
regarding symptom management and
the ways in which we strive to improve
in these areas is essential so that our
work matches the needs of patients and
their families. It is a completely natural
fit for our work and to not engage
patients with us is not an option we are
willing to consider.

PFAs have been with us on calls, at
in-person meetings, at face-to-face
workshops and conferences, as part of
working groups, committees and
planning groups, at the table when
decisions are made, contributed to
abstracts and conference submissions,
developed terms of reference,
contributed to funding deliverable
outputs like chart audits and
satisfaction surveys and have been
included in strategic planning. They are
completely involved in all of our work.

Having patients, caregivers and family
members involved as partners in our
work has been very rewarding for our
team. Their eagerness and willingness
to contribute to our improvement
initiatives gives our team energy and
helps us to succeed. I have heard of
some resistance to this, but when we
view patients as customers or clients in
healthcare, how can we not want them
involved to tell us what works and what
does not? It is what every business in
the world does and should become a
standard way of operating in healthcare
so that all of our work meets the needs
of patients and drives improvement in
the areas that are most important to
them. This involvement is now routine,
and our program is much improved
because of it.

PFAC members at a Council meeting

Interview Panels

In 2013, CCO programs began engaging
PFAs to be a part of the hiring process
by participating in interview panels

for key leadership positions, including
Vice-President of Clinical Programs
and Quality Initiatives and Vice-
President of Analytics and Informatics.
Through their participation, the PFAs
changed the conversation and asked
the tough questions important to
patients to ensure that CCO is hiring
individuals whose vision and conduct
are in alignment with our Person-
Centred Care principles.

“Most people would say the
cancer journey is a difficult
one, but the silver lining is
the opportunity to share this
journey with those who are able
to effect change in the cancer
system. | believe that there is
something good coming from
a very difficult time.”

Janet
PFAC Member

18

Improving Ontario’s Health System through Patient and Family Engagement



INTEGRATE Project

The INTEGRATE project focuses on
implementing models for early
identification of patients who can
benefit from a palliative care approach
in the primary care and cancer centre
setting. Planning for the project
implementation was set for October
2014, with the guidance and support of
working groups and a steering
committee composed of clinicians,
administrative staff and PFAs.

PFAs have been engaged in defining
the integrated models for each setting
(primary care and cancer centre)
through working groups and
consultations. The PFAs have provided
invaluable perspective to the project
team and working groups, ensuring
that the patient and family voice is

central in how we develop, implement
and evaluate the project. Four PFAs
participate in the INTEGRATE project
through involvement in the following
monthly groups: Provider Education,
Primary Care Model, Cancer Centre
Model and INTEGRATE steering
committee. A total of 20 meetings
have been conducted through
in-person and teleconference
engagement. PFAs have also attended
pre-meetings before each meeting.

PFA involvement has allowed a patient
perspective to be incorporated into the
design of the integrated models. The
PFA perspective has also provided
clinicians and administrative staff on
the working groups with a common
understanding of patient and family
needs and desires for implementing
palliative care as well as reinforcing

the importance and value of having
PFAs participate in this level of
planning. One PFA shared her story
with the steering committee, which
helped to focus the group on the
system changes that need to be made
through the INTEGRATE project.

The Disease Pathway
Management Program

The Disease Pathway Management
Program worked with members of

the PFAC to draft patient-friendly
pathways for particular disease sites.
Their contributions led to the creation
and publication of three patient-
friendly pathways:

e Lung Cancer Diagnosis Patient
Pathway

e Colorectal Cancer Screening and
Diagnosis Pathway

e Colorectal Cancer Follow-up Care
Pathway

These pathways are now available

on CCO’s website, and embedded in
the Diagnostic Assessment Program’s
(DAP) Electronic Pathway Solution
(EPS), at participating Regional
Cancer Programs. The DAP-EPS is

a web-based tool that connects
patients, their families and healthcare
providers during the diagnosis or
rule-out of cancer, in addition to
Patient Educators and DAP
Navigators. Because of the positive
experience with the PFAC, we've
decided to include PFAs as members
of our upcoming pathway working

groups and also on hiring panels for
new clinical leaders. Patients and
families are among our key audiences,
so it is very important to keep them
involved and present them with
opportunities to make meaningful
contributions.

Camow Carw Unitarior
[FreTe—T—

Patient Pathway
Is It Lung Cancer?

The Patient Friendly Pathways are available
on CCO’s website at www.cancercare.on.ca
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Highlights of PFAs

as Partners

The following are examples of events
that were enriched by having PFAs in
attendance as active participants:

Models of Care: A one-day meeting
was held to determine how to extract
the best value from nursing resources
in healthcare. During this event, PFAs
collaborated with administrators,
clinicians and other healthcare staff in
order to identify ways to maximize the
efficiency of oncology nurses in meeting
patients’ needs. Different models of
care pertaining to oncology nurses
were brainstormed and discussed.

Psychosocial Oncology (PSO)
Meeting: This in-person meeting
served as a networking and
relationship-building tool for the
leaders in the Psychosocial Oncology
department. During the event, various
provincial PSO-related initiatives were
discussed, followed by potential
solutions to regional challenges.

4 Brad
PFAC Member

“It has become evident to me
that patients have become key
stakeholders for CCO.”

Symptom Management Idea Lab:
The purpose of this event was to
co-create symptom management
improvement ideas with regional
representatives, clinicians and PFAs.
Key areas of opportunities and
barriers to symptom management
were discussed. Over 60 individuals
participated in the event, eight of
whom were PFAs. Together,
participants engaged in activities that
required collaboration and resulted in
final deliverables that were presented
to the whole room.

Improving Patient Experience

and Health Outcomes Collaborative
Stakeholder Engagement meeting
(funded by Canadian Partnership
Against Cancer): The purpose of
this event was to foster engagement
of the healthcare and patient
community in striving for quality care
through Patient-Reported Outcomes
(PRO) measurements. Clinicians,
administrators and PFAs from
Ontario and Quebec collaborated

in order to develop project plans for
the implementation of PRO measures
and evaluation metrics. This event
included participation and experience
sharing by the PFAs.

PFAC members at work

Oral Chemo Think Tank: This think
tank event involved provincial and
Canadian experts speaking on take-
home cancer drug funding and drug
delivery system design with the
objective of orienting CCO’s partners
and stakeholders to the larger
challenges with the existing model and
to explore possible program and policy
opportunities to enhance the safety,
quality and equity of the entire system.
The objective of the day was to identify
opportunities, challenges, risks and
costs of changes to the current
framework. Recommendations that
emerged from this event were used to
inform CCO’s guidance to the Ministry
on this important issue.

AGM: CCO’s AGM event is a way

to engage our stakeholders in an
educational session that celebrates what
has been accomplished in the past year
and looks forward to the next year.

The 2014 AGM theme was Health System
Transformation. CCO’s President and
CEO Michael Sherar highlighted key
accomplishments of the past year
through the lens of CCO’s transformation
over the past 10 years, and detailed how
CCO’s accomplishments link to, and
support, the provincial government’s
transformation agenda as set out in the
Action Plan for Health. The co-chair of
CCO’s PFAC, Joanne MacPhail, shared
her personal experience in the system
and provided examples of how patients
like her and caregivers province-wide are
assisting CCO in improving the patient
experience by lending their voices to help
transform the health system.

Improving Ontario’s Health System through Patient and Family Engagement
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Kathi Carroll
Senior Manager, Primary
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Measuring Success

CCO has learned the importance of capturing both
quantitative and qualitative feedback on the benefits of

partnering with PFAs.

How are we doing this?

Data on advancing Person-Centred
Care is collected quarterly and
reported on the Corporate Balanced
Scorecard. Currently, two indicators
are reported that speak to the growth
of the PFA community at CCO, and
also capture the extent to which our
patients and families feel actively
engaged in shared decision-making.
In early 2014, the Person-Centred Care
program launched a new survey tool
to collect feedback from PFAs who
are engaged in program work at CCO.
Respondents are asked a number of
questions regarding the CCO program
they are involved with, and if they feel
they are truly being engaged at a
partnership level.

“I believe CCO is trailblazing
in terms of patient and family
involvement and engagement.”

Brian
PFAC Member

KEY MEASUREMENTS

O agree or strongly
O agree that they are
being engaged ata
shared decision level

instances of
PFA engagement
as of March 2014

“The benefit to me was bringing the
patient perspective and voice to this
important work. | believe with my input
the focus became improving a variety
of patient needs in the diagnostic phase.
Overcoming the stress and the difficulty
of navigating the system became top
objectives. With the completion of the
plan, | am confident that the difficulties
have been addressed.”

Debora, PFAC Member
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Key Lessons Learned

Since embarking on this journey in 2010, there have been a lot of
learnings. CCO staff regularly gather insights from staff and PFAs
to better understand how partnerships with patients and families

can be improved.

Whereas some of these elements are
widely recognized, others may reflect
CCQO’s particular experience. Aside
from logistical elements, organizations
can build upon these foundational
elements in order to facilitate setting
up and working with a PFAC.

Patient stories are an essential success
factor in highlighting PFAC’s
contribution to CCO’s work. CCO has
made a commitment to present patient
stories across the organization. These
stories are highlighted through videos,
quotes and through the presence and
work of our PFAs.

have benefited CCO in a variety of

ways. Patient stories provide CCO
members with a deeper, clearer, more
personal and meaningful insight into
CCO’s goal of improving the
experience of patients and families
affected by cancer. Patient stories
provide an intrinsically human
perspective to the healthcare system,
contributing a wealth of personal
evidence that can be utilized to plan
for effective health services and foster
patient healing. Lastly, stories remind
us that patients are people, who want
to be listened to and contribute
meaningfully to their own recovery.
Staff need to share their stories as
well to level the playing field.

Define what is in and out of
2 scope: Carefully defining the

scope of the council’s influence
and decision-making is required.
As advisors, the members serve
the function of reviewing, engaging,
collaborating and offering perspective
that then needs to be taken into
consideration for system change.
However, decisions such as running
programs, and, determining where
resources are to be committed,
are not the responsibility of PFAs;
these are operational decisions.

1 Start with stories: Patient stories

Visioning exercise with
3 leadership in collaboration
with PFAs: Identify who your
stakeholders are and get to the ‘why’
of bringing the Person-Centred Care

philosophy to bear on organizational
culture and operational decisions.

Sustainability: Making
arrangements for reflections and
lessons-learned conversations

ensures building a sound evaluation
strategy to demonstrate impact.

appreciate being engaged early

on in a project before the
decisions have been made. The
engagement is more authentic and
less likely to be seen as tokenism.

Actively pursue advisors with
6 different perspectives: Diversity

is important to foster a variety of
perspectives and inputs. One size
doesn't fit all. In addition, councils
tend to attract similar people so it is
important to think about engaging
those who are hard to reach through
other means.

5 Engage advisors early: Advisors

in terms of what it does and how

it works, is critical. Without this
solid understanding, the PFAs are not
able to contribute effectively. This is
especially important when working
with an organization like CCO that is
not a traditional service provider.

Evaluate: Use a continuous
improvement approach to
processes and ask yourself and

your PFAs, “How can we do this
better together?”

Understand and appreciate
9 organizational culture change:

Patients and families change
the conversation. Many care
providers are uncomfortable
working with them in the room.
Providers are used to the traditional
clinician/patient relationship but not
this new model. People need to be
supported and oriented.

10 Justdo it!

7 Orientation to the organization,
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Looking Forward

THANK YOU FROM CCO STAFF

To our Patient and Family Advisors, we cannot thank you enough
for the time, energy, dedication, and commitment you continue
to demonstrate in moving our healthcare system toward
delivering Person-Centred Care. You have grown with us, learned

bver the past three years, CCO’s patient and family alongside us and shared insights with us that only you can share.
1 Your value is immeasurable and your generosity with your time is

¥ .
engagement strategy has evolved into a corporate boundless. The staff at CCO could not do what they do without

! culture of truly partnering with PFAs in the design,/ . . you and the perspective that you bring to the table as a partner
i delivery and evaluation of the healthcare system. p i [/ with inside knowledge of what it is to traverse this complex

As we have developed the strategic approach.to. .~ . _ system. The revisiting of emotional times and places' you hgve
partnering with PFAs within CCO, looking forwar&, aur : experienced can be difficult, but you have done this willingly in
. o s ¥ dertoi the health i f others.
focus is on enabling Cancer Care Ontario, including the OrCeli - ©PCrIENCes CTOUNG
Ontario Renal Network, Access to Care and the Regional 4 With sincere gratitude,
Cancer Programs to adopt a Person-Centred Care d All of the staff at Cancer Care Ontario
approach to care design, delivery and evaluation.

_ “On behalf of the patients | hope l am
~ : ; representing as they would wish, | thank

the CCO staff for that support and for
§ listening to patient and family voices.”

Patricia
PFAC Member
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How You Can
(et Involved

To learn more about becoming
a Patient and Family Advisor with
Cancer Care Ontario, please visit:

www.cancercare.on.ca

Alternatively, contact the Person-
Centred Care team to learn more:

Person-Centred Care Program

Cancer Care Ontario

620 University Ave.

Toronto, ON M56 2L7

t.416.971.9800

e. patientfamilyadvisors@cancercare.on.ca

26 Improving Ontario’s Health System through Patient and Family Engage


mailto:patientfamilyadvisors%40cancercare.on.ca?subject=

What it Means to PFAs to be Engaged

“For me, being a PFA means that | am able to give back to the system that saved
my life and hopefully provide input that can create change to improve the cancer journey
for future patients.”

Tracy
PFAC Member

“Losing both my husband and a son to cancer, | sometimes saw a wonderful system
with good intentions completely missing the mark. It’s clear to me now that the only
way to fix that is to involve the people who receive the services. | hope that sharing my
family’s experience and collaborating with policy makers will not only make things
better for the next person, but will also help to establish a pattern in which patients
and families are permanent partners in the design and delivery of healthcare.”

Anya
PFAC Member

“Becoming a PFAC member affords me the opportunity to bring my voice and that
of my community back to CCO, which has the power to drive change for the patients
and their families.”

Sandy
PFAC Member

Left: PFAC members driving priorities for the province
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“During a time when | was giving up, being
a Patient and Family Advisor restored my faith
in the healthcare system. Working together
and listening to each other helps make
the changes that will benefit everyone. It's the
future of healthcare.”

Lillian
PFAC Member
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