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A note from Esther
Spring Greetings!

| want to begin this news-

 letter by congratulating

Diane Manii and her team

in Ottawa for successfully

hosting the CAPO confer-
ence in April. The conference is the best
time to learn from others, share our work
and look for synergies with colleagues
across the country. | want to acknowledge
the many excellent presentations done by
individuals and teams from Ontario—
showcasing your work is an opportunity to
open dialogue with others on ways to en-
hance Psychosocial care. Scott Sellick
and Susan Blacker were recognized for
their amazing work and innovation to
achieve higher levels of care quality for
patients and their families. Congratulations
Scott and Susan!

The PSO newsletters are intended to pro-

Cancer Care Ontario

file and highlight initiatives that are part of
our regional and provincial work in Psycho-
social Oncology. In this edition we are
reflecting on the launch of an enhanced
platform (ISAAC 2.0) on which we will be
able to introduce additional patient reported
outcomes. The more that we understand
how the illness and treatment affect pa-
tients’ quality of life, the better we will be
able to plan interventions to meet their
needs.

Helen Butlin-Battler from the London Re-
gional Cancer Program and members of
the CCO Patient and Family Advisory
Council share their reflections and experi-
ences.  Helen’s work reminds us of the
ways in which we reach out to support
patients and their families throughout their
journey; and as she pointed out “oncology
is as much about treating hope as it is tu-
mour cells”. | found Joanne’s and Vicky's
comments on working with the PSO Wait
Times Panel encouraging; reminding us
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about the value of involving, engaging and
partnering with patients and families in our
work. In future newsletters, it would be
worthwhile to learn about the work of Pa-
tient and Family Advisory Councils within
the regional programs.

Finally, in the column "Meet your Col-
league”, you'll learn more about Sari
Greenwood, one of our more recent PSO
leads, representing the Central East LHIN.
This LHIN is unique in that it serves a very
culturally diverse population. The work that
Sari and her colleagues are leading offer a
perspective on ways to engage the com-
munity to provide culturally sensitive care.

Tory Andrien joined the CCO team only a
short time ago; but has already made a
difference in our work, as illustrated by this
newsletter. Thanks to Tory for pulling all
the content together, writing the final ver-
sion (using a new program) and launching

the Spring Edition. %h/p %%

Reflections from Patient and Family Advisory Council Members...

The Psychosocial Oncology Program has had the privilege of collaborating with Patient and Family Advisory Council (PFAC) mem-
bers who serve as valuable members on the Psychosocial Oncology Wait Times Expert Panel. We’ve asked them to contribute their

thoughts on what PSO services mean to them and their work consulting on PSO initiatives.

Psychosocial or “behavioural oncology” is a
field that is concerned with the effects of
cancer on a person’s psychological health.
It takes into account aspects such as the
physical, emotional, social and spiritual self.
This is the definition of psychosocial that
you can find when you look it up, but to me,
the meaning of the services that fall under

this field is lifesaving - essential to my well-
being and survivorship.

When members of PFAC were approached
to assist in a working group looking at wait
times for these services, | jumped at the
opportunity. | had firsthand experience on

(Continued on page 2)
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Continued: Reflections from Patient and Family Advisory Council Members...

(Continued from page 1)

how important these services are and the
need to have them available to cancer pa-
tients as soon as possible. | felt very fortu-
nate when | was chosen to assist in this
area.

During my second journey with breast can-
cer, | received radiation treatment that tar-
geted under my left arm and shoulder area.
It left me with significant pain and less than
20% mobility in my left shoulder as well as
lymphedema in my left arm. | am left hand-
ed — so as you can well imagine | struggled
greatly having my dominant arm incapaci-
tated. At one of my follow-up appointments
with my medical oncology team, Donna
(my nurse practitioner) noticed the difficulty
and pain | was experiencing. She referred
me to the physiotherapist at the Cancer
Centre — within 2 weeks | had my first ap-
pointment.

Her name is Janet and she became my
champion supporter. She made contact
with my doctor to get the pain medication |
needed and scheduled frequent follow-up
appointments with her. She worked on
trying to control my lymphedema and tried
to get some movement back in my shoul-
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der. When she determined that | needed
more help than she could give - she helped
me start the referral process to an ortho-
paedic surgeon. She also observed that |
was showing some signs of depression and
helped get me an appointment with social
worker ‘Pat’ at the Cancer Centre.

The depression was particularly scary for
me, as after my first bout with cancer, |
experienced a chemical imbalance from the
drugs that caused me to have a nervous
breakdown. For two years, | spent my time
in and out of the psychiatric ward at our
local hospital. | had numerous suicide at-
tempts — the last one | was very close to
succeeding in taking my life. As my doctor
put it ‘someone was looking after you that
day, but it wasn’t you'. During those dark
days | was allowing cancer to take more
from me than my hair and left breast. |
worked hard to make sure cancer wasn't
successful. | fought the depression and
worked hard to regain my life.

When | had my breakdown in 1994 - | was
given a lot of medication and very little
counselling. When | felt the anxiety return-
ing in 2009 - after | finished radiation treat-
ment - | was referred to Pat. She talked to
me and asked me questions and helped me
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sort out my feelings — my fear, the pain |
was experiencing with my damaged left
shoulder, and the frustration | felt because |
wasn't getting the help | needed to correct
my shoulder as soon as | would like. She
was so helpful - it is hard to put it into
words to describe what she did. She gave
me a comfort zone to voice my frustrations
and fears without feeling like | was being
judged. It was so helpful and | was able to
keep going — deal a little better with the
constant pain | was experiencing.

Surviving cancer is more difficult than just
enduring the chemo, surgery, or radiation.
Janet and Pat offered support and a differ-
ent type of treatment that contributed great-
ly to my survivorship — without them, | am
not sure how well | would have done. They
are like angels in a small corner of the Can-
cer Centre that quietly assist so many. We
need more of these angels — not just physi-
otherapists or social workers but all the
other services as well. | know how im-
portant these professionals were to me and
the importance of having access to them
when | needed them. | was a lucky one ...
more of us need to be that lucky.

Joanne MacPhail, PSO Wait Times Ex-
pert Panel Member
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Hope is Treatment: Care for the Spirit in Cancer Care

How we source hope within oncology
programs is a deeply embedded aspect of
treatment. Oncology is as much about
‘treating hope’ as it is tumour cells. Every
clinician is faced with individuals seeking,
in our faces, tone, and words, for some-
thing that offers comfort and hope. Yet
hope is highly individual and changes in
its meaning daily and throughout the
treatment trajectory. It can begin equated
with a cure but over time this equation
can collapse and a person has to grapple
with what hope truly means when a cure
is not an option. As one patient stated for
a local newspaper article, “It wasn't the
cancer that was kiling me, it was the
fear.” Clinical practice wisdom knows that
hope has some influence on outcomes
and certainly on quality of life during and
after treatment. As a result, research has
been expanding in this domain.

Discovering effective strategies for mobi-
lizing this ‘strength of spirit' has been the
focus of spiritual care services at the Lon-
don Regional Cancer Program (LRCP).
Dr. Sugimoto, one of our surgical gyneco-
logical oncologists, stated in an interpro-
fessional focus group on identifying spir-
itual distress, “Nothing extrinsic ever flags
spiritual pain, you have to attune to the
internal both in yourself and in the other.”
It has taken the dedicated focus of many
colleagues over the past six years to em-
bed what is named as “Soul Medicine”
through spiritual support to become an
integrated part of patient care.

A recently published book, Just Stay: A
Couple’s Last Journey Together, written
by a patient’s wife, Jennifer Fazakerley,
the Nurse Practitioner, Grace Bradish and
myself, tells their story through our emails
and live narrative of their journey from
diagnosis to his death with pancreatic

cancer. Their story shows the potency of
their strength of spirit and capacity to
keep sourcing hope as the cancer trajec-
tory progressed. It offers an inspiring story
of the strength of love and the human
spirit.

Strengthening Spiritual Resilience

“Spiritual care is the art and practice of
evoking, discerning and supporting per-
sonal resilience, trust, hope, faith and
other aspects of spiritual strength within
people in the midst of difficulties.” (Marvin
Shank, Spiritual Care Supervisor). Soul
Medicine support groups, and individual
sessions through the spiritual care service
at LRCP, integrate wisdom and practices
from different spiritual paths. Soul Medi-
cine targets fear and despair seeking to
strengthen a person’s capacity to meet
the uncertainty of outcomes by sourcing
deeply personal experiences of hope,
meaning, connectedness and living for
today.

In a focus group with patients discussing
how integrating one-on-one spiritual sup-
port into their cancer treatment assisted
the participants to cope, one stated, “The
spiritual support went deeper than empa-
thy. It was the catalyst for the seed of
hope inside me and kept it lit. I'm a differ-
ent person now and fear is not part of my
life as it was.” Narrative reports from Soul
Medicine groups have included, “l focus
on living each moment in a way | couldn’t
before because | was afraid of dying,” |
feel more alive, even though | am dying.”
“| notice the beauty all around me every
day now.” For some, this has meant to
face their premature dying with courage
and determination in leaving a legacy not
only of grief but also of great love,
strength and wisdom. For others it's

meant a new life lived with newly claimed
authenticity and courage to take new
risks.

Compassionate Presence as the Cru-
cial Medicine

Most importantly, the most critical medi-
cine is one we all can offer and do every
day. It is the medicine of ‘compassionate
presence’. Often, this is the quality in our
care that makes the most critical differ-
ence. Compassionate presence can be a
great catalyst for hope and inner strength.
Oncology professionals are some of the
most caring, dedicated human beings I've
met. We ‘treat hope’ in every encounter.
How we do that is the journey we walk
together as staff with our patients. We are
all profoundly changed by it. We've seen
at LRCP that it is possible to integrate
spiritual well-being into treatment path-
ways and this is a good news story for the
future of cancer care.

Helen Butlin-Battler, M.Div., is the Spir-
itual Care Specialist at the London
Region Cancer Program. Just Stay: A
Couple's Last Journey Together can be

purchased at www.juststay.ca

JUST STAY ...

A Couple’s Last Journey Together
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Continued: Reflections from Patient and Family Advisory Council Members...

When | was a child, my mother took me
everywhere with her to learn about life -
water colours on a back road, art exhibits,
visiting a sick cousin in hospital with cancer
(when it was a particularly difficult era to
visit cancer patients), reading to the visual-
ly impaired, and generally learning that life
is a journey of ups and an equal or more so
series of downs.

When my Grandmother died of pancreatic
cancer we were there wondering why a 98
year old woman with so many issues al-
ready, would get something so awful.
When my mother got breast cancer in the
early 1980's, she was devastated by the
radical mastectomy, being someone who
put a great deal of stock in personal ap-
pearance. My aunt and | spent a great
deal of time with the clinicians and support
professionals who surrounded her. She
did not want to speak of her cancer experi-
ence. We instead received information
from her wonderful oncologist, learned the
exercises she needed to do from her physi-
otherapist, took nutrition tips from the super
dietician and talked through both her fears
and our own with the social worker. These

people understood how she felt and why
and helped us be compassionate in a way
that has stayed with me for the rest of my
life.

When my mother had a recurrence in the
bladder in the 90’s, the Psychosocial On-
cology sector at Western Hospital in Toron-
to took over with new and better approach-
es and assisted us through the last couple
of years of her life. The support mitigated
so much of my grief. Years later, both of
my mother’s sisters contracted breast and
liver cancer and eventually succumbed.
The lessons we had taken from our deal-
ings with the psychosocial professionals
got us through so much of the anger, fear
and hopelessness.

As | speak to the family of a former em-
ployer who has been given a terminal diag-
nosis of lung cancer, as | help a young
woman who has everything to live for but at
34 will not see 35, gratitude is the main
component of my feelings for those people
who taught kindly, healed gently, guided
profoundly and prepared us for life with
cancer and sometimes death. My choice
of how | deal with cancer in my own life, my

commitment to Cancer Care Ontario and
the Canadian Cancer Society and even my
choice of profession all sprung from my
dealings with the psychosocial oncology
teams.

As a caregiver and member of the PFAC, |
was asked to participate in a multi-
disciplinary committee to address the issue
of wait times to see psychosocial profes-
sionals. | feel honoured to be part of this
important initiative. The concept of impact-
ing patients and their families is over-
whelming to me. Survivors and caregivers
working in tandem are so important to the
heart of advocacy. The whole time |
worked with this group, | thought of the
invaluable contributions those profession-
als made throughout my own family's many
struggles with cancer. The inclusion of
survivors and caregivers gives us the
chance not only to impact decision making
with our unique perspectives, but also to
say thank you to those who have walked
with us every step of our individual jour-
neys.

Vicky Pullram, PSO Wait Times Expert
Panel Member

Meet your Colleague: Sari Greenwood, M.S.W., R.S.W.

Sari  Greenwood
joined the Psychoso-
cial Oncology Com-
mittee in September
2012, representing
the Central East Re-
gion. Graduating with
her Master of Social
Work from the Uni-
versity of Toronto in
1995, she has over 16 years of clinical
oncology social work experience, working
directly with patients and their families
navigating the cancer journey. For the past

8 years, she has taken on a leadership role
and is currently the Patient Care Manger
for the Oncology Program and the Social
Work Department at the Scarborough Hos-
pital. The Scarborough Hospital oncology
program is one of the regional partner sites
within the Central East Regional Cancer
Program and the RS McLaughlin Durham
Regional Cancer Centre.

There are so many unique aspects to work-
ing as a social worker in health care but it
was the specialization of oncology that was
of particular interest for Sari early in her
career. She describes finding her niche in

oncology, and finds it an honour to be con-
sidered a valued member of a patient's
treatment team, walking with them through
various stages of illness, treatment, recov-
ery or during the final stages of their life.

A particularly formative time in her career,
that sparked her interest in program devel-
opment, came from a patient she was
working with who was struggling on how to
talk to her children about her cancer diag-
nosis and prognosis. Being a relatively
young social worker, and not yet a mother

(Continued on page 5)
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(Continued from page 4)

herself, Sari recalls feeling unprepared to
support this mother through what would be
a very difficult conversation and time with
her kids. She also realized that there was
a huge void in resources and supports in
this area — not only for families, but for
clinicians as well. In response to this ex-
perience, Sari partnered with a Child Life
Specialist to develop a program at the
Scarborough Hospital called KidShare, a
child-centred afterschool program that
uses play to be able to talk about these
difficult topics in a safe way. This program
has since evolved and now includes a skill-

building workshop for clinicians to better
support patients and their families through
this time.

As a relatively new member of the PSO
Committee, Sari is happy to see a focus on
the psychosocial needs of oncology pa-
tients. Although, she admits it's an ongo-
ing struggle to really embed psychosocial
support into all aspects of the cancer care
journey. As a member, she is looking
forward to being a part of a provincial strat-
egy to better address the psychosocial
needs of cancer patients and contribute to
enhanced support, communication, treat-
ment, and overall care of cancer patients
and their families.

The Scarborough Hospital is known for its
very diverse clientele, which brings about
its own unique challenges in terms of how
to interpret and manage cancer and its
impacts. As Sari says, “it’s all about bring-
ing it home and making it relevant to the
patients you work with”. Because of the
demographics, the Scarborough Hospital's
vision is to be recognized as a leader in
providing the best healthcare for a global
community, providing culturally sensitive
care that is reflective of the community
they serve.

The Launch of ISAAC 2.0

On February 4, 2013, a redeveloped In-
teractive Symptom Assessment and Col-
lection (ISAAC 2.0) tool was successfully
launched to the 14 Regional Cancer Cen-
tres and 24 systemic treatment partner
hospitals across the province. ISAAC is the
electronic platform that allows Ontario
patients to enter their Edmonton Symptom
Assessment  System (ESAS) scores
through a touch-screen kiosk at the cancer
centres or through the internet at home.

In alignment with Strategic Priority 4 of the
Ontario Cancer Plan (OCP Ill) to “continue
to assess and improve the patient experi-
ence’, ISAAC 2.0 was redeveloped to
support the following key initiatives:

1)To improve the patient experience by
increasing patients’ ability to provide infor-
mation on symptoms beyond those in
ESAS;

2)To support better symptom management
through the implementation of new Patient
Reported Outcome (PROs) measures; and

3)To create a more flexible tool that can
adapt to future requirements for symptom
management in the Province.

al Status (PRFS), a patient reported ver-
sion of ECOG, was the first new PRO to be
collected through ISAAC 2.0 beginning on
April 29, 2013. Additional PROs that fo-
cus on symptoms more prevalent in specif-
ic disease sites, phases, or types of treat-
ment will be added to ISAAC 2.0 in the
future.

A major change in ISAAC 2.0 is the transi-

tion from ESAS to the revised version of

the symptom assessment tool (ESAS-).
Based on concerns of patient comprehen-
sion and potential patient error, ESAS was
revised. Revisions include a change in
symptom order (now starting fancercareontario | cunc
from physical to psychoso- ;"uom
cial symptoms) and addition-
al definitions provided for
some potentially confusing
symptoms.

ISAAC 2.0 can also now
support the addition of new
PROs, tools that directly ask

patients about a health con- ‘ :
dition and its treatment. The @

addition of new PROs will enhance the Screenshot of the new PRO, PRFS, on ISAAC 2.0

Activities & Function:

QOver the past month | would generally rate my activity as
@ 0 - Normal with no limitations
O 1 - Not my normal self, but able to be up and about with fairly normal activities
O 2 - Not feeling up to most things, but in bed or chair less than half the day
O 3 - Able to do little activity & spend most of the day in bed or chair

O 4 - Pretty much bedridden, rarely out of bed

Page 1 of 1

measurement of the patient experience
beyond ESAS. Patient Reported Function-
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2012 PSO Rounds—A Year in Review

From symptom management, fatigue, mother-daughter relation-
ships, sexual health, palliative care, spiritual care, to patient-
reported outcomes — we covered a lot in 2012! For the 5t year
running, CCO’s PSO Rounds continue to develop and expand. It's
been a very successful way to share knowledge, brainstorm ideas,
disseminate research results, and discuss best practice. We
thought it would be worthwhile to take a moment, reflect, and sum-
marize the thoughts from our rounds participants.

11 rounds, upwards of 80 participants per session, and 140
evaluations tallied

*  91% of participants felt that the presentation topics were rele-
vant to their practice

*  93% of the participants felt the presenters were effective

*  93% of the participants felt the presentations were well orga-
nized

*  88% of the participants felt the time was adequate

What our Participants say

The Cancer Care Ontario Psychosocial Oncology Rounds have
been an excellent forum for health care professionals to share
best clinical practices, disseminate research results and to also
understand how psychosocial services are organized/offered in
various geographical areas of the province.

- Social Worker

Through promotion of the rounds in our region, we have been able
to offer best practice and knowledge translation, not only to our
internal providers, but to our external partners such as Gilda’s Club
as well. The team finds these KT opportunities to be enriching and
value add. | appreciate having this venue to offer staff and regional
partners.

- Administrator

Being able to regularly attend CCO rounds is like being able to find
a rainbow with a pot of gold through an accessible, quality online
connection! They are always interesting, useful and inspiring. |
cannot think of a rounds that | have not saved and used at a later
date.

- Psychiatrist

Lessons Learned

With your help and patience, we've learned how to make rounds
more effective! For example:

*  Ways to minimize technology disturbances and help partici-
pants navigate online meetings

*  The importance of protecting the time allotted for questions
and discussion

*  The development of a library of past presentations to increase
participation and access

*  The emphasis on translation of theory and policy into everyday
practice

Some tips to enhance the Rounds experience

*  Avoid the use of acronyms (for both presenters and partici-
pants included in the discussion).

*  Use the online message board to pose questions and com-
ments. This helps moderate the discussion and gives the pre-
senter feedback in real time.

*  Participate in rounds with your team, or share the slides with
your inter-professional team, to help continue the discussion
and integrate the ideas into practice.

*  Suggest your own Rounds topic!

New CCO PSO Program Staff!

Tory Andrien
Project Coordinator, Psychosocial Oncology & Nursing
Tory.Andrien@cancercare.on.ca
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CAPOEG) 2013 April 24-26, 2013
CONNECTING Ottawa, Ontario
I N T EN T [ ON Co-hosted by: The Ottawa Hospital Cancer

in psychosocial OﬂCOlOgy Centre Psychosocial Oncology Program

Congratulations to all the CCO PSO leads and associates for presenting at the 2013 CAPO conference!

Presenter Session Name/Poster Title

Esther Green, Sean Molloy, Zahra Ismail, Beyond Screening for Distress in Ontario: Symptom Burden, Use of Psychosocial Services

Diane Manii, Carole Mayer, Doris Howell and New Directions

Esther Green, Zahra Ismail, Jose Pereira, The Psychosocial & Palliative Care Pathway

Jenna Fong, Katarina Forster

Diane Manii Ensuring Timely Access to Care in Psychosocial Oncology

Geneviéve Cote Priorities, Waitlists and Quality Care: How do we Find the Right Balance?

Doris Howell Symptom distress, illness perceptions and symptom management self-efficacy in ad-
vanced lung cancer patients

Alysha Glazer Provincial Psychosocial Oncology Rounds: A Multidisciplinary Knowledge Transfer and
Exchange Strategy

Doris Howell Perceptions of lliness and self-efficacy for coping behaviours in advanced stage lung
cancer patients

Nelson Byrne Evaluation of a Self-Administered Stress Management Training Intervention for Patients

Undergoing Chemotherapy

A special acknowledgement and congratulations to Scott Sellick and Susan Blacker for receiving prestigious CAPO Awards!

Scott Sellick who is an Associate Research Scientist in Behavioural Medicine and Health Psychology; Director, Supportive and Palliative
Care and Telemedicine Services at the Thunder Bay Health Sciences Centre and Regional Clinical Lead, Psychosocial Oncology, CCO, re-
ceived the CAPO Life Time Achievement Award. Scott has been tireless in his pursuit of quality care for cancer patients in North West On-
tario, focusing on meeting their supportive and psychosocial needs. As a scientist and clinician, Scott has been outstanding in the field of
PSO contributing his knowledge, expertise and experience to students, colleagues and researchers. Scott has worked with CCO (and its
former iteration, OCTRF) for a number of years, always asking critical questions, challenging ideas and helping us to focus our energies on
what is most important—cancer patients and their families.

Susan Blacker who is the Director of Cancer Services, Planning and Performance at St. Michael's Hospital in Toronto received the CAPO
Award for Education Excellence, recognizing her contributions to education and training in psychosocial oncology. Susan, in addition to her
administrative role, is an educator, mentor and professional practice leader. She has worked in a number of areas, such as Education in Palli-
ative and End-of-Life Care for Oncology in both the USA and Canada. She has been instrumental in facilitating knowledge amongst social
workers, nurses and physicians. This year, CAPO recognized Susan’s outstanding contributions to education for her work in Inter-
professional Psychosocial Oncology Distance Education (IPODE) in addition to her leadership in palliative care education and work at the
Faculty of Social Work.

If you have any questions or concerns about the content of this newsletter or about the Psychosocial Oncology Program,
please contact Tory Andrien, Project Coordinator at Tory.Andrien@cancercare.on.ca or 416.971.9800 ext. 2460
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