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C

ancer survivors
face many issues
after completing treatment, including
ongoing symptoms and late
treatment effects, altered
psychosocial function, impact on work, finances and
relationships, worse physical functioning and health
outcomes (Griffith, McGuire
& Russo, 2010). Through a
combination of advocacy and
attention to the plight of cancer survivors outlined in the Institute of Medicine’s (IOM) ‘Lost
in Transition’ Report (IOM, 2005),
the importance of ‘cancer survivorship care’ has been embraced
by all but the clinicians charged
with implementing it. This in large
part is because while we may recognize
disparate outcomes for those who have
been treated for cancer, the evidence
base defining what practices constitute
‘survivorship care’ and determinants of
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outcomes on which to focus interventions has not yet materialized.
Other challenges faced by the concept of ‘survivorship care’, is that it
means different things to different
people and at different times. Transitional care, treatment summary/care
plan delivery, rehabilitation, preventive/
well-health care, psychosocial interventions and symptom management all are
within the domain of survivorship – and
arguably things we often do every day,
although with varying degrees of consistency. While survivorship programs
are most commonly associated with
transitioning at end of treatment
and providing care plan summaries, there is little known about
the long-term impact on patient
behaviors, health or other outcomes of such interventions.
There is no single best way
that survivorship care should
be provided, the model of
care (nurse-led, specialist
driven, survivorship clinics)
is less important than having a process for assessment, communication
and coordination of
care (Grunfield &
Earle, 2010). Institutions with
resources
to develop
comprehensive
Survivorship Clinics will,
in time,
provide the
experience
and data to
Continued on page 3

President’s Message

An Exciting Year of PSONS
Activities Planned for 2012
Juanita Madison, RN, MN, AOCN
PSONS President

A

s the 2011 calendar year draws
to an end, it’s a time to reflect
over the past year’s accomplishments and challenges, as well as plan
direction for the upcoming year. I am
thankful for all of the PSONS Members
who’ve contributed to our organizations
success in 2011, and I look forward
to the exciting initiatives and events
planned for the coming year.
The call for nominations for next
year’s President-Elect has gone out. If
you’ve never considered a leadership
position with PSONS, I can share from
personal experience that this one great
position! It allows you to spend an
entire year learning how the Chapter
functions, learning the roles of each
committee, and participating on the
PSONS Board. Please consider this great
opportunity to grow professionally. The
final date to nominate a peer or submit
your own nomination is December 16th.
Look for additional information in this

issue, on the PSONS Website at www.
psons.org, or by contacting Deb Forman
at psonsnominating@gmail.com.
The goal of the PSONS Board through
the summer and fall of 2011 has been to
increase communication about chapter
activities and opportunities to our membership.The board has focused on four
key initiatives to meet this goal. The
first initiative has been to ensure we
have an accurate and updated membership list and database. Reiko Torgeson,
Membership Chair, deserves special
recognition for leading this work. Reiko
spent many hours manually reviewing
the membership database and getting out membership renewals. She is
working together with Heather Freeborne, PSONS Secretary, to convert the
membership data base from a manual
system to an automated online system
using RegOnline. This work should be
completed by the beginning of 2012.
The new system will allow members to
join and renew their PSONS membership online. It will automatically send
back confirmation letters, automatically

Juanita Madison
download contact information into our
membership database, and automatically
send out annual renewal notices. The
advantage this online system will proide
is a database that is always up-to-date
and accurate. But more importantly,
having a better system to maintain
an accurate database will allow us to
communicate more effectively with our
membership!
Since most of the Chapter’s communications take place via e-mail, the second
initiative has focused on updating
membership e-mail addresses. I’d like
to thank Denise Mitchell for making
Continued on page 4

Guest Editor’s Notes
Focusing on the Quality of Life for Cancer Survivors
Jormain Cady, DNP, ARNP, AOCN
Guest Editor

Q

uality health care is defined
by the Agency for Healthcare
Research & Quality as providing ‘the right care, at the right
time, to the right patient, and having the
best possible result.’ There are an estimated 12 million cancer survivors in the
United States, and with more than 65%
of cancer patients expected to live more
than five years this number is growing.
Quality care of cancer survivors is not
only important to promote the health
2

and quality of life for cancer survivors,
but also necessary to better meet the
demands of a growing population with
significant care needs in our healthcare
system.
Given the broad range of issues that
may occur over time quality survivorship care is at its core multidisciplinary,
dependent on the expertise of a variety
of health care professionals. As elusive
as the elephant to the blind men, it
seems everyone has their own vision
of what survivorship care means.There
is no one right way to do it. In this era
of growth as a newly recognized phase
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on the cancer care continuum, we must
learn from each other.
It is for these reasons that I have
included authors with as many different backgrounds and perspectives that
I could think of to address survivorship
in this issue. What does it mean to patients, to administrators, psychologists,
clinicians, at transition, over time, in
our offices, across the state. By piecing
together the stories of such a diverse
group of people passionate about survivorship, perhaps the elephant in the
room will become visible to us all.
n

The Survivorship Continuum: Survivorship Care a Process That Needs a Plan
Continued from page 1

late treatment effects, well-health and
drive interventions for survivors
preventive care, and managing consewithin the community. Comprehenquential treatment effects. Managing
sive survivorship care, however, can
the anxiety that comes with living the
be provided in a variety of venues
context of uncertainty may pervade all
(not just in the context of specialphases of acute, extended and permaized programs and clinics), and
nent survivorship.
should be implemented based
The Institute of Medicine (IOM)
on the needs of the patient
Lost in Transition report identified
poplation being served, instifour core elements of survivorship
tutional/community resources
care recommended to improve
available and provider preferoutcomes for cancer survivors
ences. It is not a one-time visit,
(IOM, 2005). Comprehensive followconsult or simply a care plan… it
up care of survivors requires these
is a process and it needs a plan.
issues be addressed regularly (See
The landscape of providing
Figure 1).
survivorship care is shifting, and is
These include:
challenged with providing the right
• Prevention (including strategies to
care and interventions at the time the
		 reduce risk of recurrent cancer,
patient needs it to promote health, pre		 secondary malignancies, treatment
vent or adequately manage symptoms
		 related late-effects and co-morbidities)
ments’ may include diagnosis, end of
and late effects over time from months
• Screening (for both cancer
treatment, recurrence or change in
to years after treatment has been
		
recurrence and treatment sequellae)
therapy, or a change in functional status;
completed, and concepts of survivor•
Management (psychosocial and
and may also occur at regular intervals
ship care are relevant at all stages of the
symptom
management)
		
as patients return for long term followcancer care continuum. Developing a
•
Coordination
of Care (transition to
up. At each of these points, priorities of
system to periodically assess the needs
primary
		
care,
specialist
referrals,
the patient may be very different. At diof the patient, reflect on the potential
		
community
support
referrals)
agnosis, patients may be more focused
health implications of treatment and
well-health recommendations,
address symptoms and psychoComprehensive Cancer Follow-Up
social needs, and ensure accurate understanding of their
Post-Treatment Phase Prevention
health status and follow-up
Prevention
Detection
Treatment Management
plan, is one way to raise aware(Survivors
&
Family)
(Survivors
&
Family)
ness of survivorship care in
of Side Effects/Late Effects
daily practice. Communicating
Promote health behaviors:
Recurrence surveillance
Symptoms
relevant issues, treatment com• Activity
Secondary tumor screening
Functional impact
plications, follow-up plans and
• Diet
Co-morbidity screening
Cognitive dysfunction
designation of care respon•
Smoking
Family
risk/Genetic
screening
Sleep/Fatigue
sibilities among shared care
•
Lifestyle
change
Sexual function
providers, as well as providing
referrals to appropriate supPsychosocial
portive care resources, should
be built in to the routine care
Figure 1.
process. Goal setting with
on understanding the implications of
These elements of survivorship care,
patients, whether at the transition after
their staging, fertility preservation, work I argue, are things we do every day.
completing definitive therapy or years
disturbance or financial issues, and
They are things that do not necessarafter diagnosis, can also be a powerminimizing or managing side effects. At
ily require a specialist, a program or a
ful tool in promoting wellness for our
treatment completion, the plan for sursurvivorship clinic. To be consistently
patients and can be motivational.
veillance, rehabilitation, psychosocial
meeting the needs of cancer surviPatients’ priorities and needs may
adjustment and coordination of care
vors, however, they do require a plan.
change over time. Recognizing triggers
between specialty and primary care
Ask yourself, in your institution how
for comprehensive symptom/needs
providers may be of more importance.
do you ensure preventive care is adassessment are important to ensuring
As time goes on, patients may become
dressed, screening and management
that issues are identified and addressed
Continued on page 5
more concerned about their risk for
proactively. Triggers, or ‘sentinel moPuget Sound Quarterly
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Upcoming Events
PSONS Educational Cooperative
• February 27, 28 and March 5,6, 2012
Valley Medical Center, Renton, WA

PSONS Board Meetings

2nd Symposium on Cancer
Survivorship for Clinicians
• February 10-11, 2012

Fred Hutchinson Cancer Research Center, Seattle

Spring PSONS Symposium

• January 10, 2012
All PSONS members are welcome to attend board meetings. Meetings are held at Seattle Cancer Care Alliance,
825 Eastlake Avenue E., Seattle, WA. Room 1006. If you
would like to attend, RSVP to psonssecretary@gmail.com.

• March 16-17, 2012

34th Annual Puget Sound Oncology Nursing Symposium
will be held on March 16 and 17, 2012 at the Lynnwood
convention Center. Please look for brochures to be
posted online the first week of January, 2o12!

President’s Message: Major PSONS Initiatives Planned for 2012
Continued from page 2

special efforts to personally contact, via
postal mail, all member’s whose e-mail
addresses “bounceback” as undeliverable. We ask all members to remember,
if your e-mail address changes, please
notify us at psonsmembership@gmail.
com to update our records.
The third initiative has been developing new member welcome packets.
Reiko Torgeson updated the PSONS new
member welcome letter and put together a new membership packet with
information on Chapter committees and
activities. Starting in November, Denise
Mitchell has volunteered to send out
packets to all new members.
The fourth initiative to improve
communication to membership came
through a motion approved at the September PSONS Board meeting. Starting
in October, the PSONS Board reinstated
monthly e-mail communications to
our membership. The monthly e-mail
will include information on chapter
programs, activities, scholarships, and
other opportunities. A special thanks
to Jennifer Wulff, PSONS Secretary, for
volunteering to develop and send out
the monthly e-mail. If you have chapter
information you’d like included in the
newsletter, send it to Jen by the 25th of
each month at Jennifer.Wulff@swedish.
org. Jen’s goal will be to get the monthly newsletter e-mailed out by the first of
each month.
An important way for us to communicate to membership is through the
PSONS Website. Cherie Tofthagen has
done a wonderful job as the Chapter’s
Webmaster. Cherie developed our new
4

website. She also updates and maintains
the website. Cherie would now like
to turn over the Webmaster position to
another Chapter member. Please contact me at psonspresident@gmail.com
if you would be interested in being
mentored by Cherie to take over as the
new Chapter Webmaster. Please join me
in thanking Cherie for her time, energy,
and dedication to this project.
As a Chapter, we offered a Fall program packed with oncology nursing
education. Many exciting education
programs are planned for the New
Year. Check the Chapter website for
information on upcoming programs. A
great deal of thanks goes out to Ryan
Iwamoto, Education Chair, for continuing to develop and coordinate excellent
monthly education programs offered
the third Wednesday of each month.
Contact Ryan at psonseducation@gmail.
com if you would like to post monthly
education meeting flyers at your work
place. The Puget Sound Oncology Nursing Education Cooperative Committee
presented another outstanding four-day
“Fundamentals of Oncology Nursing
Course” at Harborview in September.
The spring course will be held February
27, 28, March 5, 6th at Valley Medical
Center in Renton. Contact Lenise Taylor
at ltaylor@seattlecca.org for additional
information. The Chapter also presented a well-attended OCN Review Course
in October. Recognition goes out to
Nancy Thompson and Lenise Taylor, my
partners in developing and managing
the course. Also, special recognition
to other course speakers who donated
their time to develop presentations and
to come in on a Saturday in October
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for their presentations! Those speakers
included: Terri Cunningham, Marilyn
Birchman, Barb Otto, and Erin Wolfe.
On January 28th, a half-day workshop
offering CE credit titled “Caring for the
Older Adult with Cancer” will be presented by Nancy Thompson at Swedish
Medical Center /Cherry Hill Campus.
Check the Chapter website for additional information or to download the
registration flyer. And don’t forget to
mark your calendars to attend the 34th
Annual Oncology Nursing Symposium
scheduled for March 16-17, 2012 at the
Lynnwood Convention Center. The
Symposium Planning Committee has
put together a great line up of speakers.
Registration brochures will be e-mailed
and sent out via postal mail to members
in early January. For additional information, check the Chapter website or
contact Deb Leslie, PSONS Symposium
Chair, at psonssymposium@gmail.com.
Finally, I encourage you to attend a
PSONS Board Meeting. Board meetings
are the venue for planning Chapter
activities and shaping future directions
for PSONS. All members are welcome
to attend. The next Board meeting will
be held on January 10th from 6-8 pm at
the Seattle Cancer Care Alliance. I also
encourage you contact me at psonspresident@gmail.com with your ideas and
input for PSONS programs and activities. I am always interested in hearing
from you and learning what you want
from membership.
I wish you a safe and happy holiday
season, and I look forward to an exciting
New Year for our Chapter!
n

The Survivorship Continuum: Online Care Plan Templates Abound
be tracked to help clinicians better unthey are not the final endpoints of
derstand the quality of life outcomes
survivorship care. Components of a
of treatment related effects occur and
in their communities. Identification
care is coordinated for every patient at Treatment Summary and Care Plan
of issues during screening may initiinclude staging information, treatevery transition point? Does it happen
ment exposures (agents, doses and any ate further counseling or education,
systematically, or is it reactive – occurchange in medications or referrals to
toxicities encountered), surveillance
ring when the patient presents with a
a myriad of specialists or other suprecommendations, preventive care
problem, question or need?
portive care professionals (such as
recommendations and any relevant
High-risk patients benefit from prosocial work, physical therapy, sexual
supportive care referrals. Role desigactive, coordinated care. Principles of
counselors, speech therapy, nutritionnation, clarifying which providers are
the Chronic Care Model and Self Manists, therapists, and so on) who all have
responsible for specific aspects of the
agement Support, including planned
a clear role in survivorship care. It is
patients’ care, and contact informacare visits, comprehensive symptom
important to remember that Survivortion, should also be addressed in the
assessment, clinical triggers, decision
ship Care is truly a multi-disciplinary
Care Plan. A mechanism should also
support, access to information, comeffort.
be in place to update information in
munity resource involvement and goal
I encourage anyone reading this
the Care Plan in the event of additional
setting, have been implemented in a
treatment, change in patient condition, article to think seriously about how
variety of environments to improve
or updated care or surveillance recom- the needs of cancer survivors in your
outcomes of complex patients. In a
mendations. Many web-based Care Plan practice are systematically addressed,
review of chronic care system pracand then think about small changes
templates exist and are ready for imtices that influenced the outcomes of
you can make in your every day pracplementation either as is or modified
complex primary care patients with
tice to better address these needs. Be
to meet specific patient population or
multiple co-morbidities, components
simple. Be creative. Track your outinstitutional needs (See table 1).
that were most associated with imcomes. In the words of
provement in the patients
Atul Gawande, ‘be a scienOnline Survivorship Care Plan Resources
condition included (1)
tist in your own world…
comprehensive assessment
• www.survivorshipguidelines.org
count something.’ Culture
of the patients needs, (2)
• www.oncolink.org
change, leading to happier
evidence-based planning
• www.livestrongcareplan.org
healthier cancer survivors,
and monitoring of care, (3)
• www.leukemia-lymphoma.org
will follow.
support for patients and
• http://journeyforward.org/professionals/survivorship-care-plancare-givers and (4) coorReferences
builder
dination of care tailored
Boult, C & Wieland, GS.
• http://www.cancer.net/patient/Survivorship/ASCO+Cancer+
to the patients goals and
(2010) Comprehensive priTreatment+Summaries
preferences (Boult &
mary care for older patients
Wieland, 2010). Systems
with multiple conditions:
Table 1.
incorporating these acnobody rushes you through.
tivities were more likely to
JAMA 304(17): 1936-43.
Many tools are also readily available
deliver appropriate care, identify undiGriffith, KA, McGuire, DB & Russo, M.
agnosed problems earlier, and decrease that are suitable for clinical use to
assess symptoms and needs of cancer
(2010) Meeting survivors’ unmet needs:
emergency room visits/hospital length
survivors (See Table 2).
an integrated framework for survivor and
of stay, in a cost neutral
palliative care. Seminars in
manner. Components of
Potential Tools for Assessment of Cancer Survivors
Oncology Nursing 26(4):
the IOM recommendations
231-242.
• The NCI Distress Thermometer
are similar, and models
• The Brief Symptom Inventory (Depression & Anxiety Subscales)
established in many priGrunfeld, E & Earle, CC.
• The EORTC-QLQ-C30 quality of life questionnaire
mary care settings may be
(2010) The interface be• The Edmonton Symptom Assessment System (ESAS)
modified and replicated to
tween primary and oncolo• The Cancer Survivors’ Unmet Needs (CaSUN) assessment tool
improve outcomes in spegy specialty care: treatment
cialty oncology practices.
through survivorship. JNCI
A Treatment Summary
Table 2.
Monographs 40: 25-30.
and Cancer Survivorship
Implementation of screening tools,
Institute of Medicine. From cancer
Care Plan may be useful tools to help
and periodic comprehensive symppatient to cancer survivor: lost in transipatients prioritize health goals after
tom assessment may raise awareness
tion. Washington DC: National Academies
treatment and communicate relevant
of previously undetected concerns,
Press; 2005.
treatment and after care issues to
help identify symptoms or need for
their shared care providers. As these
n
psychosocial intervention, and also can
documents may evolve over time,
Continued from page 3
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Survivorship
From a Patient’s
Perspective
Anita Mitchell
Founder of Washington Colon Cancer Stars

W

hen I was diagnosed 6 ½ yrs
ago with stage 4 colon cancer
I didn’t feel like a survivor. I
know the definition officially starts the
day you’re diagnosed, but to me that
seemed rather insensitive to
the fact that I may not survive. The odds were stacked
against me. After two years
of chemo and two surgeries
I was released from treatment.  One would think that I
would be jumping for joy, but
after working with my doctor
and nurses every other week
I felt rather lost. What would
be my new normal?
I became a very active
advocate for Colon Cancer
during my treatment and
when describing myself I
would always say Colon Cancer Patient. I noticed after
I was out of treatment I felt okay about
the term survivor and stopped saying patient. Now, years out, I am quite proud to
use that word, but I’m still careful around
other cancer patients not knowing how
they feel.
I am thankful to be a survivor, but
it comes with its own unique challenges. How do I deal with what
people would describe as normal aging things? Could this be a new cancer? Some of the drugs I took were new
to the market. What kind of long term
effects will show up as a result of my
treatment? I have a survivorship summary and I kept all my records so I can
stay on top of things; but it is still very
hard. When should I stop being scanned
or followed up on? I am in uncharted
territory. A stage 4 that’s NED. They
don’t know what exactly to do with
6

me. We stopped scans that have radiation so I don’t get a secondary cancer. I
am doing MRI’s and blood work for follow up, but its expensive. These are just
some of the problems people who have
had cancer deal with.
I think my body has healed quicker
physically, than emotionally. They say

cancer patients don’t get Post Traumatic
Stress Syndrome, but we get other things
like Survivor guilt when we hear a
friend has passed. A smell or sound can
bring back strong reminders of treatment. Walking into blood draw and looking at all the thin, sick looking people
and thinking I don’t belong here. I never
want to go back to that time. Funny,
when I was at that place I embraced the
weight loss. I joked it was the perk of
cancer; of course my doctors and nurses
didn’t feel the same way. To be honest,
I didn’t feel like I belonged there either
because I seemed so much younger than
a lot of the people around me. I was
only 41.
Everyone handles their cancer diagnosis differently. Some people keep it to
themselves. In my case, everyone knew
and I embraced the love and support I
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was showered with. I also educated myself about my disease, treatment options
and tried different support groups until
I found the one that was a fit for me. I
wanted to know everything and needed
all of it.
Cancer brings clarity to your life and
choices on how you spend your time. I
seriously don’t sweat the small stuff anymore. Okay, I do go over my scans with
a fine tooth comb and make my doctor
explain every little thing the radiologist
comments on. Maybe its my way to feel
in control even though I know deep
down in my heart I don’t really have
any.  I let myself obsess for a day or two
about an indeterminate spot on my scan
then I file it way until my next scan. I
know my doctor has already gone over
it with the radiologist and
I don’t really need to but I
Google it and read until I am
satisfied.
I try to be good at eating better and exercising
more regularly. I follow up
on my other normal appointments with my regular
physicians. Making sure that
they understand my history
was a challenge. The first
doctor that I went to did an
unnecessary test; come to
find out that she did not get
my records from my oncologist. Trusting someone new is
hard. You don’t feel that they
are as invested in your care as you would
like. I got a lot of advice from well
meaning people on what I should do to
stay in remission and I have decided to
live in the middle ground. I could spend
every day at yoga, acupuncture, meditating etc. and my cancer could still come
back. I had went a little crazy after my
diagnosis with my diet, but now have
come to a more reasonable and enjoyable place. I don’t eat red meat everyday,
but I also didn’t turn into a vegetarian. I
decided I wouldn’t live in fear about everything I put into my mouth or cancer
wins.
Time brings healing and peace. I feel
so lucky and blessed to be doing so
well. I’d like to think if I have a recurrence I will be thankful for the time I
have got to be a survivor and live.
n

completed their medical treatment face
challenging late and long-term effects
from their treatment. Long-term effects
of cancer therapy are medical problems
that started during treatment and persist
for months or years after treatment
ended. Late effects are medical problems
that do not develop or become apparent
until years after treatment ends.The risk
for developing long term and late effects
is related to the treatment that a person
protocol including; high dose Methotrex- received and the age that they were treatate, high dose Cytarabine, 6-Thioguanine, ed.This may include surgery, radiation,
PEG asparaginase, Ifosfamide, Etoposide,
chemotherapy, certain medications and/
Methotrexate and Idarubicin. He subseor a combination of these treatments. Bequently underwent a matched unrelated
cause Alan was treated at a younger age
bone marrow transplant. His condiand received multiple therapies includtioning regimen included Cyclophosing a bone marrow transplant and TBI,
phosphamide and
he is at higher risk for
Total Body Irradiation
having or developing
Common Medical
(TBI).
late and long-term
Long-Term Effects
Alan’s chief comcomplications.
plaint at time of his
• Premature menopause
Some of the most
visit was chronic pain
• Lymphedema
common medical late
and disability from
• Urinary incontinence
and long-term effects
• Infertility
avascular necrosis of
are listed in Table 1.
• Pain
his hips and ankles
One recommenda• GI/digestive disorders
related to steroid
tion
of the IOM re• Peripheral neuropathy
therapy during his
port
is that all cancer
• Hearing loss
treatment. He was
survivors and their
• Liver impairment
diagnosed with this
health care provid• Kidney function changes
immediately followers should be given a
• Cardiovascular disease
ing his transplant
• Dental impairments
treatment summary
and had bilateral
• Osteoporosis
and survivorship care
arthroscopic surger• Hypothyroidism
plan by their treaties shortly after his
• Pulmonary dysfunction
ing oncologist upon
• Lymphedema
recovery. He went
completion of their
• Neurologic Problems
on to have a total
cancer therapies. One
• Second Malignancy
knee replacement in
aspect that needs to
• Cataracts
the past year and is
included in the treat• Metabolic syndrome
anticipating a total
ment summary and
ankle replacement in
care plan is informaTable 1
the near future. His
tion on possible late
pain and mobility isand long-term effects of treatment that
sues have prevented him from being able the patient received.The care plan for
to work. His other concerns identified
Alan would include referrals for a fertility
during his visit include depression and
specialist and dermatologist.Alan is also
anxiety, cognitive function changes, atypi- provided with education and counseled
cal skin lesions, and questions regarding
about the specific risks of the treatments
fertility.Alan did not finish high school
he has received and screening recomand has been homeless for the past 6
mendations reviewed. He is also counyears. He lost his medical insurance and
seled on prevention and general wellness
disability but now has it again with the
guidelines that can improve his health.
help of a community organization and is
One can identify that Alan will need
able to follow up on his medical concontinuous monitoring and follow up to
cerns. Due to these social concerns he
identify and manage potential late effects
has not followed up with his transplant
for the rest of his life.
providers for many years.
n
Like Alan, many survivors who have

Common Medical
Concerns of Cancer
Survivor: A Case History
Deb Loacker, RN, BSN
Fred Hutchinson Cancer Research Center
Seattle Cancer Care Alliance

C

ancer is now a disease that most
people can expect to survive.
Each year more patients benefit from early detection of cancer and
effective medical treatments, leading
to a remarkable increase in long-term
cancer survival to a current rate of 66%
for adults and 80% for childhood cancer
survivors (SEER data 2001-2007).There
are currently more than 12 million cancer survivors in the United States, with
approximately 250,000 who live in the
state of Washington.
Since the influential Institute of
Medicine report “From Cancer Patient to
Cancer Survivor: Lost in Transition” was
published in 2006, focus and research
about the post treatment phase of cancer
care has grown tremendously. Even
though research data is just starting to
become available, the creation of standard follow-up guidelines for evaluation
and management of adult survivors is
challenging given the many different
types of cancer diagnoses and the broad
range of treatments as well as variable
personal risk factors that impact survival
and quality of life. Each cancer survivor
brings a unique challenge to the health
care provider.
Meet Alan, a 31 year old who presents
to a survivorship clinic for long-term follow up of acute lymphoblastic leukemia
diagnosed when he was 15 years old.
Alan was referred by his primary care
provider for a treatment summary and
survivorship care plan.Alan was treated
with standard chemotherapy including;
Daunorubicin,Vincristine, Cytarabine,
L-asparaginase, Methotrexate (oral and
intrathecal), 6-Mercaptopurine, Doxorubicin and Cytoxan. Unfortunately his
disease relapsed after 10 months and
his treatment was changed to a relapse
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Making It a Reality
Discussion of the Business Elements
Necessary for a Survivorship Program

tives and will assist in designing programmatic elements as well as providing
downstream implementation realities.

A Business Plan

Most organizations utilize some
variation of a business plan and rely on a
program development process that will
need to be followed. Finding out what
tiple projects and program priorities for
Linda Hohengarten,
those are and, most importantly, who will
increasingly limited resources. Patience
RN, BSN, MBA, OCN
be reviewing and approving the program
will become a healthy characteristic to
will help to assure that you are focused in
t would be wonderful in this healthembrace.
meeting their information needs. At the
care world of ours if survivorship
most basic level, it does provide strucprograms for our cancer patients
tured steps that will help to move your
and their families existed solely because
team along and establish milestones
it was the right thing to do from a
toward a successful approval. AnticiPhysician
medical and psych-social standpoint.
pate that most business plans require
Representative
Now, perhaps more than ever, the
business economics take on equal
Management a SWOT analysis. This template
Oncology
Nursing
importance. The purpose of this
Representative consists of:
Representative
S - Strengths of the current situaarticle is to share some of the
tion
that are internal to the organizabusiness elements that organition
zations must consider and plan
for to have a successful proW - Weaknesses of the current
gram for its patients. Knowing
situation that are internal to the
these considerations will help
organization
Oncology
guide interested stakeholders
Social Worker
O - Opportunities surrounding
of survivorship programs to
the current situation that are external
anticipate and make preparato the organization, and
tions for the successful initiation
T - Threats surrounding the curand long-term realization of this
rent
situation that are external to the
worthy program.
Member of
organization.
First, some overall assumptions
IT Department
Cancer
There must be integrity about
and observations must be shared. I will
Survivor
what
is generated in this business
leave the medical and psych-social justiplan
so
being
accurate, thorough, and yet
fications for why a survivorship program
succinct
will
add
credibility and reality
is necessary to the other very capable
to
your
efforts.
Using
the SWOT analysis
authors in this PSONS Quarterly. They
Beginning
Steps
will
help
you
anticipate
barriers and promake compelling arguments advocating
Gathering
a
team
of
passionate
stakeactively
address
them.
It
will also assist in
for healthcare systems to address the
holders
is
a
key
to
beginning
survivorship
designing
elements
and
models
in your
current and future needs. Secondly, the
program
development.
Among
this
team
program
that
are
most
likely
to
succeed.
entire topic of survivorship programs is
of champions needs to be a physician
new and evolving. As such, there is very
Financial Issues
representative (will most likely be a Medilittle research to assist in guiding the
Any program that is as potentially
cal Oncologist or Oncology Surgeon), an
implementation process. We must obcomplex as a survivorship program will
oncology nursing representative from
serve the pioneers who have been early
require two pro-forma budgets to be
implementers to determine what worked the outpatient setting, an oncology social
generated for the business plan. One
worker representative, a management
and what didn’t. There are very valuable
budget is for the startup phase and the
representative, (perhaps a pharmacy replessons to be learned from both aspects.
other is for the long-term sustaining
resentative) and a cancer survivor who is
Having said that, these implementation
phase. Volumes are one of the driving
comfortable with process. An individual
insights must be integrated into each
forces for revenue generation. Gatherfrom the IT department would be a wonorganization’s unique culture. They will,
ing patient volumes from your referring
derful addition to the team and should be
by necessity, need to morph into what
practices and cancer registry will require
a hard-wired resource at a minimum. The
works best. Keeping your eye out for
some leg work. The payer profile of those
leadership roll falls to the one with the
new innovations will become a compotential patients will provide the other
greatest skills for leading successful group
pelling and helpful stance. Finally, no
piece of vital data for predicting revenue.
projects regardless of the initials behind
matter how excellent the programmatic
The model selected for providing the
their name. Each member of the team
cause, there may well be ‘the timing
survivorship care drives the expense side
brings to the table important perspecissue’. Most organizations have mulContinued on page 10
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Team of Champions

Passionate
Survivorship
Team
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PSONS Profile
Lois Williams, RN, MN, OCN
Nurse Manager, General Oncology
Hematology and Women’s Center
Seattle Cancer Care Alliance
Jody Stroh, MBA

I

f ever there was calm among the surrounding hubbub it would be Lois
Williams. Not that there was any
specific crisis brewing the day of our
interview but there was a general serene feeling that whatever might come
her way, Lois would just take care of it
as she would the other 95 items on her
daily to do list. No small task for nurse
manager of 130 full time employees at
the SCCA.
Born, raised, and currently residing
in Seattle, Lois is married with three
grown children and ten grandchildren.
Her education and job experience is
completely home grown as well with
her Associates degree in nursing from
BCC and her BA/MA in nursing from the
UW. As far back as she can remember
Lois wanted to become a nurse. She
had plenty of family role models. Her
grandmother and two aunts were nurses
in generations before her. Interestingly,
one of her aunts was in nursing school
at the UW only until she became married because apparently at that time
nursing students could not be married.
Initially interested in cardiac nursing,
Lois found herself working at Overlake
Hospital in the telemetry unit which
was combined with oncology. It wasn’t
long before Lois realized that she had
a passion for her special oncology
patients. While pursuing her BA and
MA at the UW, Lois worked at Overlake
Hospital, Highline Hospital and in the
transplant department at the UW. After
completing her degrees, Lois spent nine
years at Evergreen Hospital and the last
five of those as supervisor of the Med/
Onc unit. In 2004 after being contacted
by a recruiter, Lois accepted a position
at MultiCare in a role that would have
her in charge of the Breast Health Program for five clinics.
Perhaps having realized her calling,

Lois became aware that the
SCCA was opening a Women’s
Center (including: breast health,
gynecology, and high-risk clinic)
in 2005 and they were looking
to hire a Nurse Manager for that
program. Needless to say, it was
a perfect match for the skill set
Lois had mastered over time and
she was hired for the job. In
Lois Williams
February 2011 Lois was promoted to Interim Manager for
prospect of getting Puget Sound nurses
General Heme/Onc and the Women’s
together to establish a more standardCenter. Only five months later, in July
ized education process. Lois answered
2011 Lois was again promoted but this
the email request and the result was
time to Nurse Manager II for General
the creation of the PSNEC (Puget Sound
Heme/Onc and the Women’s Center.
Nursing Education Committee) which
This new and current role would have
offered its first course at Highline later
Lois in charge of approximately 130
that year. Lastly, Lois recalls meeting
FTEs.
Juanita Madison, RN when she agreed
When asked about whether she
to chair the OCN review course in
misses her daily patient contact that she 1998. What Lois remembers fondly
had initially enjoyed so much years earabout Juanita while they were working
lier, Lois is quick to answer that “I still
together was “her passion for nurses
see and talk with patients daily but it is
and specifically her passion for nursing
just on a different level”. Her words are
education – including evidenced based
wise regarding her role,“our nurses are
practice”.
here to help our patients navigate and I
Having worked at the SCCA now
am here to help our nurses navigate”.
for seven years, I ask Lois what makes
Lois’s successful career has been
where she works unique. Two of the
impacted by a number of influential
obvious differences are mentioned first,
mentors. The earliest mentor was Betty
“we’re an academic institution and we
Halverson, RN from Evergreen Hospital
are researched focused”. Lois notes that
not just for her leadership but for her
there is an extra level of passion for the
encouragement to further her nursing
patients from her providers who are not
education. It was also Betty who taught only focused on helping the patient get
Lois that nursing management roles
well but who are also focused on curing
aren’t just about managing nurses but
cancer. “We get a number of patients
rather mentoring them and being there
who come here when their oncologist
to help them get better. Linda Hohenhas told them there are no more treatgarten, RN, also from Evergreen Hospiment options. With approximately 40
tal, was the nurse who actually initially
percent of our patients in clinical trials,
hired Lois at Evergreen. Lois says she”
I get to see some of these patients who
loved her enthusiasm and her passion
had no other options actually do better!”
was contagious”. Vickie Whipple, RN
says Lois.
was the Director of Oncology at ProviWhat are her unique challenges at
dence at the time Lois met her through
work? Lois’s biggest challenge is twoContinued on page 11
PSONS. Vickie emailed Lois about the
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Making It a Reality: Program Requires Several Unique Components
Continued from page 8

Unique Survivorship Elements

a Nurse-Led program, a Nurse Practitioner
Survivorship Clinic, a Multi-Disciplinary
Survivorship Clinic, A Current Oncology
Physician Program, or a PCP-Led Survivorship Care model is crucial. All of these
are in existence and can be studied by attending professional conferences where
this is often a topic or by reviewing
professional journals. Also to be considered are the evolving new models or
even a unique hybrid that the group may

What has been described thus far is
fairly generic to any project planning.
A successful survivorship program has
several unique components to it that are
crucial to understand…both from the
standpoint of potential pitfalls as well as
opportunities.
The first of these features deals with
the rudimentary question of,‘Is this
program truly necessary or is it just a
re-packaging of what we already have.’
Some of this stems from the dual nature
of a survivorship program: the medical
aspect and then the psych-social aspect.
Many organizations either provide
some of the potential psych-social support programs (specific survivorship education, support groups,
rehabilitation programs, individual
counseling, etc.) or have an existing referral pattern.
The medical portion is a mixed entity.
Some of the information within treatment summaries and specific follow-up
recommendations are already embedded
within the current oncology physician’s
established patient clinic visit. While
the information may be shared verbally,
seldom is there written support material. Per the 2009 and 2010 Advisory
Board Company’s Oncology Roundtable
analysis, there is lack of physician buy-in
because they believe they are already
providing all recommended care, don’t
realize that patients are not necessarily
following through on recommendations,
or view carved-out survivorship clinics as
competitors. This information is useful in
guiding your survivorship development
team in creating a model to pro-actively
deal with potential obstacles.
Selection of a survivorship program
model that will be most successful in its
specific organization is perhaps the largest decision the program planning group
will face. Weighing the pros and cons of

create. Current resources
available in the way of available staff and
staff knowledge as well as physical space
requirements must be addressed.
The financial support for any program
has its challenges. The ability to bill for
survivorship services by some providers
or for some portions of the program must
be realistically assessed. Physicians and
Nurse Practitioners who are already providing billable patient services become
increasingly attractive. Indeed, the billing
capability has the potential to determine
which model is selected. While CMS
and insurance companies are becoming
increasingly aware of survivorship issues,
the funding often lags. One successful programmatic strategy is also one
of implementation: the pilot program.
Testing the waters around resource consumption (expenses) and actual revenue
stream are increasingly essential for any
business plan.
Unique to survivorship program financials is the opportunity to garner patient
/ family donations, grants, foundation

of the equation. There will be some tolerance for an imbalance during the start-up
of the program but volume projections
and growth will need to be described and
a milestone date established when it will
become self-sustaining.
The reality is…all organizations will
require at least a break-even financial
profile for any new program.
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funds, and research funds. These are all
somewhat elusive by nature so should
be considered as primarily resources to
assist with muting the up-front expenses,
phased in psych-social support elements,
and downstream research opportunities.
Dependence upon grants and donations
for funding the core services has proven
to be the downfall of early program attempts.
One interesting element to surface
within the United States is the role of
regulatory agencies and professional organizations in driving survivorship program
development. The development group
needs to educate itself around what
emerging standards are coming to bear
and their timelines within The Joint Commission,The American College of Surgeons, and American Society of Clinical
Oncologists. These may indeed become
powerful justifications for at least some
portions of a survivorship programs
existence. Development of templates for
treatment summary sheets and survivorship care plans by ASCO and NCCN (and
as described in other PSONS Quarterly
articles) has become a welcome
addition to reducing some of the
research and development components as well as assisting with
standardization.
One distinctive barrier and yet opportunity lies in the staff time consumption
in generating both the patient specific
treatment summary sheet as well as survivorship care plan. This is often perceived
by staff as overwhelming. Interestingly
enough, it has been proven burdensome
in existing programs whether the medical
records are still in paper form or electronic. This is where having IT expertise on
the program development team may be
a powerful implementation deal-breaker.
There is current IT development going on
to address concurrent builds of template
forms that may well be in our future.
Here lies the opportunity.
While this article has not been an
exhaustive recounting of the business
elements necessary for a Cancer Survivorship Program, it does demonstrate
the complexity of the process and
some unique features to the topic. The
outcome, a successful Cancer Survivor
Program, is well worth the effort.
n

PSONS Community Partners
GRACE. He recently completed a TEDX
OVERLAKE presentation entitled,“Self
education patients and
the future of cancer
care.” Check it out on
YouTube at http://www.
youtube.com/
embed/oDXWd1scZyE or
on GRACE at http://cancergrace.org. The video Dr. Howard
is inspirational and
(Jack) West
demonstrates the importance of patients being truly educated
about their treatment options at just 10
minutes it isn’t a big investment of your
time either.
Though focused primarily on Lung
Cancer, this is a VERY reliable website
to refer patients to who are self motivated and looking for more in depth
information.

Nonprofit GRACE Seeks
to Improve Medical
Care of Cancer Patients
Nancy Thompson
RN, MS, AOCNS
What is GRACE?
GRACE standards for the
Global Resource for Advancing Cancer Education. It is
a nonprofit organization that
was developed to improve the medical
care of cancer patients by providing
information on cutting edge information
on optimal cancer management directly
to patients. This allows patients to be
partners in their care, to advocate for
their treatment and helps physicians
who can’t always integrate the overwhelming amount of new information
that is available.
The GRACE website is located at
http://cancergrace.org and is also available on Twitter and Facebook. Though
there are already many websites with information for patients, many of these sites
are very bland, nonspecific and don’t actually help patients learn about the details
of the treatments available. For example,
rather than saying “Chemotherapy is the
main treatment for advanced lung cancer”
GRACE is committed to discussing the
various drug regimens, clinical trials pros
and cons of surgery at different stages of

PSONS Profile
Continued from page 9

fold: getting qualified nurses into the
open nursing jobs and getting the right
person into leadership roles so that
there is always someone to step up to
the next management role. A statistic
Lois throws out surprises me. Do you
know the average age of a nurse in WA?
It is 48! Another challenge for Lois, as
for us all, is how healthcare reform will
affect us down the road, particularly in

the disease etc.
The faculty is impressive with medical
oncologists from across the country answering patient questions, contributing
articles and responding to new breakthroughs and hot cancer news.There
n
is a section on
complementary
medicine and
coping with
cancer as a
balance to the
heavy emphasis
on medical treatment. Dr. West
says he’s looking
for nursing input
so if you are interested contact
him via GRACE.
Dr Howard
(Jack) West is
the founding
The home page of http://cancergrace.org.
president of
terms of staffing.
When asked what she is most proud
of, Lois says “my three grown kids,
getting my OCN in 1997, and being a
founding member of PSNEC. “My goal
is to continue to be better, to grow and
to learn”. Lois has been a member of
PSONS for years,“when Mary Underbrink was President” she recalls. She is
currently Chair of the OCN course and
is President Elect. She has chaired numerous Symposiums and has also been
Nominating Chair.

Lois’s advice to nurses is:“It is so
important to network and make friends,
to learn and be your support systems”.
“Never be afraid to try something, take
that next step, answer that email – there
will be others to guide you”. Lois loves
jewelry making, knitting, music and
dance. And what might you not already
know about this loving powerhouse?
Her life has come full circle. She was a
clinical trial baby and now works daily
with clinical trial patients.
n
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Addressing Psychosocial
Needs at End of Treatment:
Implementing a
Transitions Program
Cobie Whitten, PhD

A

diagnosis of cancer and the
subsequent treatment can feel
overwhelming for patients and
their loved ones. Most expect that
when treatment ends, life will get back
to “normal.”They imagine they will be
immediately ready to jump back into
pre-cancer activities at 100%. The days
wind down and it is finally the last radiation treatment and/or chemotherapy
infusion. Surprisingly for some, ending
active treatment is not the end of the
cancer journey.
Indeed, when treatment ends patients may finally have the physical and
emotional energy to start processing
information and feelings that were too
threatening to contemplate while rushing from doctor appointments to phone
calls with the insurance company.They
may feel abandoned and unsure of what
to feel and do next.The transition from
cancer patient to cancer survivor can be
very challenging. Some cancer survivors report that ending treatment is
more stressful than the initial diagnosis.
Although surgery, chemo and radiation are not pleasant, they are very powerful weapons. Once active treatment
ends, patients worry how successfully
they will be able to keep the cancer
at bay. Furthermore, they may still be
experiencing symptoms such as fatigue
and neuropathy; problems that do not
end the moment one walks out of the
cancer center on the last day of treatment. There may be new symptoms and
challenges, including fear of recurrence,
late effects from the treatment, and
financial hardship. Finally, one can feel
inundated with the mountain of tasks
that were put off while the treatment
was ongoing.
Unfortunately, support typically dissipates when treatment is over. Daily
12

contact with the caring staff at the
cancer treatment ends. The supportive
friends and family who gathered round
during the acute phase of the illness
usually retreat during this transition time,
thinking help is not needed anymore.
Patients report being lectured,“What are
you worrying about? You’re done!”
Unfortunately, they are not “done.” I
would argue that the time when treatment ends is just the beginning; the beginning of processing one’s experience
and starting to heal physically, emotionally and spiritually.And even if one is not
cured of the cancer, healing is possible.
Traditionally, oncology health care
providers have interacted with patients
at the time of diagnosis, during treatment, and at periodic follow-up visits.
We know now that patients and their
loved ones need our support, resources
and connection throughout the cancer
journey.
I love this photograph that a pathologist (who happens to be my husband)
took at Mt. Rainier. It is a metaphor for
the cancer journey:The hope is that the
float down the river will be a long ride
after a cancer diagnosis. However, even
when the duration is prolonged, there
are potential painful and dangerous
obstacles and barriers along the way. As
oncology health care providers, it is our
responsibility to help predict what dangers are ahead and navigate away from
the boulders or at least pad them with
bubble wrap and reduce the impact.
Fortunately, researchers, clinicians
and funding agencies are finally paying to survivors’ needs that extend
beyond active treatment. Programs,
such as Cancer Transitions™ created
by the Cancer Support Community and
funded by LIVESTRONG, address some
of the myriad of needs cancer survivors
confront. I work as a Psycho-Oncology
Consultant for Providence Regional
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Cancer System in the South Puget
Sound region and we were fortunate to
receive a LIVESTRONG grant to conduct
two sessions of the Cancer Transitions™
program.
Here’s what LIVESTRONG says about
Cancer Transitions™:
Cancer Transitions™ is a program
designed to support, educate and
empower people with cancer in the
transitional period after treatment
is over. This program features written
materials as well as interactive components to address the long-term effects
of cancer treatment, as well as survivors’ psychosocial needs during their
transition to life after treatment. The
evidence-based program was created
with recognized experts in key aspects
of cancer survivorship, incorporating information from peer-reviewed
literature. Research shows that both
men and women who participate can
experience:
• Less worry about the negative
impacts of cancer
• Better physical and social functioning
• More commitment to physical activity
• Improvements in fat-related dietary
habits.
• The six-week series incorporates
support groups, education, nutrition
and physical exercise, as well as addressing other medical management,
psychosocial and quality of life issues.
The program also provides survivors
with practical tools and resources to
formulate a personal action plan for
survivorship beyond their participation in Cancer Transitions.
• Up to 20 participants meet for a 2
1/2 hour session each week to hear
presentations from experts, engage in
group discussion, and directly address
the emotional and social hurdles they
face during the transition period following treatment. The program also offers a “booster” session held one month
after the program ends, to reinforce
many of the proactive behavioral
changes discussed during the core program. Men and women who wish to
better manage the short and long-term
impacts of cancer— especially within
the first 24 months after treatment
will gain valuable skills through this
program.
Continued on next page

Continued from previous page

We are halfway through the fall session of our transitions program. The
current participants and the group
from the spring class all report that the
program was extremely beneficial. As
a breast cancer survivor summed up,“I
was so consumed with fear – just stuck
in the upset. This program has helped
me to move forward, take control of
what I can control, and connect with
others on the same journey.”
I attended facilitator training for
Cancer Transitions™ in Austin,Texas.
The last (and only other time) I was in
Texas was in 1985 at a Houston conference when I was a graduate student. I
presented a paper on how hypnosis
and other relaxation methods could

help chemotherapy patients who were
experiencing classically conditioned
or anticipatory nausea. No one was
talking about cancer Survivorship. We
were just starting to pay attention to
how we could better help patients deal
with treatment side effects.The National Coalition for Cancer Survivorship
(NCCS), National Breast Cancer Coalition, LIVESTRONG and other organizations did not exist yet. I know we have
a long way to go, but tremendous gains
have been made in the past 25 years.
I feel privileged to be witnessing the
evolution of truly comprehensive care
for cancer patients and their families
from diagnosis through treatment and
beyond.
n
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Year 2011		 Quarter One		Quarter Two
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350.00
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1,884.86		
280.00
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100.00
Donations					
Equipment/Facilities/Catering		 16,229.15		 10,079.97
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83.01
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Honorarium/Speakers		
5,300.00		
200.00
Insurance		
383.00
Meetings				 1,172.93
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150.00		 1,300.00
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57,542.78
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8,000.00
20.00
60.68
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tion to different healthcare providers.
Please share this survivor care plan fact
sheet with them. Print as many as you
need. It can be found at http://here.doh.
wa.gov/materials/survivorship-care-plan.
The companion version for health care
professionals is being tested and should
ful sessions. At times, it felt like we were
Danielle Kenneweg
be available soon.
slogging but those discussions were the
Manager, Health Promotion, Practice &
Over time, task force members befoundation of the current strong relationPolicy for Washington State Dept. of Health
came
cognizant of the sensitive nature of
ships, high quality work products and
combining
survivorship, palliative care
n the second Tuesday of every
exponentially growing resource sharing
and
end
of
life
issues. After thoughtful
other month, a group of about
between and amongst members in their
discussion,
the
group purposefully chose
25 people gather together in a
individual institutions, organizations,
to
keep
all
three
focus areas as part of
meeting room at the Fred Hutchinson
communities and beyond.
the work of the task force. Relationships
Cancer Research Center (FHCRC) to
Task force members are interested in
between special interest advocates have
make cancer survivorship the best it can
knowing the extent of cancer’s impact
blossomed over the four years. Sharing a
be. We are dedicated, passionate and
on the population of Washington state.
common vision has facilitated respectful
persistent about making a difference for
We requested that the Washington State
cancer survivors whether it has been one Cancer Registry (WSCR) conduct a study discussion and strengthened understanding and support of palliative care and end
week or thirty years since hearing these
to identify the prevalence numbers – in
of life issues and how they relate to surthree words – “You have cancer”.
other words, how many cancer survivivorship. For example, a palliative care
In August of 2007, the Washington
vors are there in our state? The study is
specialist and an
CARES About Cancer Partnership
underway. Based on
advocate from
launched a committee called Survivorapplying national
Partnership Participants
an organization
ship, Palliative Care and End of Life Issues. estimates to Wash• Hospitals (academic, non-profit
pivotal in passIt originated after a Partnership member
ington’s population,
& private)
ing Washington
attended the Biennial Survivorship Cancer there are about
• Treatment/Care Facilities
State’s Death
Research Conference sponsored by ACS,
255,000 cancer sur• Patient/Caregiver Resource Organizations
with Dignity
NCI and LAF in Bethesda MD in the fall
vivors in our state.
• Private Non-profit Organizations
law are partof 2006. Survivorship, palliative care and
When the WSCR
• American Indian/ American Native
ners in creating
end-of-life issues had been addressed in
study is complete,
Tribal Organizations
educational
Washington’s first comprehensive cancer
we will have more
• Health Care Providers
materials. This
control plan (2004-2009), however, attenaccurate numbers
• Palliative Care/End of Life Specialists
is particularly
tion was lacking in the implementation
available.
• Psycho-Social Specialists
timely given
phase. After attending the conference,
Wanting to make a
• Health IT Specialists
recent articles
renewed interest led to the formation of
difference for those
• Professional Organizations
in the New
the committee. In October 2009, as the
255,000 people, our
• Cancer Survivors
England Journal
Partnership restructured its committees,
efforts are focusing
• State Agencies
of Medicine,
the group became a task force.
on education about
• Pharmaceutical Companies
JAMA and The
During the past four years, FHCRC
survivor care plans
New Yorker on
has hosted all but two of the 25 meetand palliative care.
the lack of attention to palliative care and
ings. Meeting time is limited to two
The primary audiences for our educaend of life.
hours so the majority of work is done by
tional efforts are patients, caregivers
We are especially fortunate to have
individuals and subgroups volunteering
and providers. Two workgroups were
dedicated members whose businesses
their time and talent between meetcreated to create educational tools on
ing sessions. The two co-leaders of the
two topics of great importance to cancer focus on health care information technology. They bring a new and much needed
group are Cobie Whitten, PhD, a Psychosurvivors -- Survivor Care Plans and Palperspective and resources to the task
Oncology Consultant and Dan Labriola,
liative Care and End of Life Issues. Each
force. Their expertise is critical as we
ND. Meetings are facilitated by Danielle
workgroup is in the process of creating
move to the dissemination stage.
Kenneweg who works at the Washington two fact sheets, one for patients and one
The Survivorship Task Force looks
State Department of Health. Over 75 infor providers. Another work group is
forward to creating more educational
dividuals regularly receive meeting infordeveloping a marketing strategy to distools and disseminating them for use
mation and task force communications.
seminate these educational materials.
Representing the following organizations,
The first fact sheet for cancer survivors, throughout our state. In our determined
way, we will continue to meet at FHCRC
25 people regularly attend meetings (see
their caretakers and family members
the second Tuesday of every other month
chart).
about survivor care plans is complete
– and we WILL make cancer survivorship
We spent over a year developing a
and available for use by anyone in our
the best it can be.
vision, mission, and focus areas for the
state. As oncology nurses, you have
n
task force. Those were critical, thoughtdirect contact with people as they transi14
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PSONS Legislative Committee News
Ellen Nason ARNP, AOCNP
Elections are on the horizon next
year, legislation and policy are in the
news.Yet most of us are incredibly busy
with work and family and find it difficult
to stay on top of things that impact our
patients and our profession.

ONS Makes it Easy in 3 Steps:
1. Stay informed: for national issues
go to http://www.ons.org/LAC
2. Be Involved: An additional easy way
to get involved is to subscribe by going
to http://www.ons.org/LAC/
getinvolved/ONStat
ONS members will be contacted
when one of their elected officials is
critical to a legislative issue that ONS

wants to influence in some way. Background material on the issue will be
provided to help in responding. Form
letters are not used, but sample letters
will be provided along with the legislator’s contact information.
Tweeters can also keep closer tabs by
subscribing @ONSAlec on Twitter.
For state issues: http://www.wsna.
org/Political-Action/
To contact and find out who are your
senator and representatives: http://apps.
leg.wa.gov/districtfinder/default.aspx
3. Write, call or email: As a member
of ONStat you will receive sample letter
s along with the legislator’s contact
information.
Want to take it a little further? Here’s
a great opportunity!

Heartfelt Letter of Thanks
Please see the message below from the principal of Oakwood Elementary
School in Lakewood, the school PSONS supported in the Fall School Supply
Drive Service Project.
Many thanks to Mindi Chouinard for taking the lead on the School Supply
Drive effort, and Nancy Thompson for coordinating the Service Project!
The project was an overwhelming success. Donations from PSONS members greatly exceeded the goals set for the school drive.
Congratulations Mindi & Nancy!
– Juanita
John A. Mitchell
Principal Oakwood Elementary School
3230 85th St. S Lakewood, Wa. 98499
583-5340
Melinda and Nancy,
My name is John Mitchell and I am the proud principal of Oakwood Elementary School in the Clover park School District. Let me first state that I was surprisingly overwhelmed by the school supply donations provided by the Puget Sound
Oncology Nursing Society. I have nicknamed you and your group our “Guardian
Angels” and on behalf of the staff at Oakwood, I want to sincerely Thank You
from the bottom of my heart for your generosity. Please rest assured that we will
be diligent in allocating these resources to our kids in the most efficient manner so every student has the necessary supplies he or she needs to prepared
for school each and every day.We often have students that enroll in school and
simply have nothing that resembles a “supply” for school.
Please know that you have touched so many lives and in so many cases will
make the difference in how kids will view coming to school positively because
they have an “ awesome backpack” and ALL of the supplies they need for school!
Again, thank you and let me know if you ever need anything from me.
Make It a Great Day!
– John M.

Advocacy Courses
Whether you are new to health policy
advocacy or would like learn ways to
get involved beyond the basics, ONS has
a free webcourse for you! You can earn
CE’s and become a savvy Advocate.
• Advocacy 101: Making a Difference
- This self-paced online course provides
the basics of the legislative process,
health policy advocacy and ways you
can have an impact.
• Advocacy 201: Taking it to the
Next Level – This webcourse helps you
develop skills needed to strengthen relationships with elected officials, impact
laws and regulations before implementation, track the legislative progress, and
grow as a health policy leader.

Second Annual
Symposium on
Cancer Survivorship
for Clinicians
When: Feb. 10-11, 2012
Where: Fred Hutchinson Cancer
Research Center, Seattle
Information: 206-667-5262
This conference, featuring speakers who are the leaders in the field of
cancer survivorship, covers an important and increasingly relevant gap in the
medical education of clinicians who
care for cancer survivors.
With survivorship now recognized
as a distinct phase of care in the cancer
continuum, the focus turns to surveillance for, and management of, longterm
and late effects that occur as a result of
cancer and its treatment, as well as the
health promotion and prevention of
disease strategies that are particularly
important for cancer survivors.
This conference, featuring speakers who are the leaders in the field of
cancer survivorship, covers an important and increasingly relevant gap in the
medical education of clinicians who
care for cancer survivors.
For more information go to the
FHCRC website: http://www.fhcrc.org/
patient/support/survivorship/events/
CME/FH_FebSurvivorshipBrochure.pdf
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The Survivorship
Continuum:

Integrating Survivorship
Focused Care
Into Routine
Practice
34th Annual Puget Sound
Oncology Nursing Symposium
Oncology’s Amazing Race:
Future Direction, Treatments and Survival
Key Note Speaker:
Linda Tieman,
RN, MN, FACHE
Director, Washington
Center for Nursing

Join us for the race!
March 16-17, 2012
Lynnwood Convention Center
3711 196th Street SW, Lynnwood, WA 98036
For more information go to www.psons.org
or contact Deb Leslie at psonssymposium@gmail.com

Jormain Cady,
DNP, ARNP, AOCN
Virginia Mason Medical Center,
Radiation Oncology

C

ancer survivors
face many issues
after completing treatment, including
ongoing symptoms and late
treatment effects, altered
psychosocial function, impact on work, finances and
relationships, worse physical functioning and health
outcomes (Griffith, McGuire
& Russo, 2010). Through a
combination of advocacy and
attention to the plight of cancer survivors outlined in the Institute of Medicine’s (IOM) ‘Lost
in Transition’ Report (IOM, 2005),
the importance of ‘cancer survivorship care’ has been embraced
by all but the clinicians charged
with implementing it. This in large
part is because while we may recognize
disparate outcomes for those who have
been treated for cancer, the evidence
base defining what practices constitute
‘survivorship care’ and determinants of
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outcomes on which to focus interventions has not yet materialized.
Other challenges faced by the concept of ‘survivorship care’, is that it
means different things to different
people and at different times. Transitional care, treatment summary/care
plan delivery, rehabilitation, preventive/
well-health care, psychosocial interventions and symptom management all are
within the domain of survivorship – and
arguably things we often do every day,
although with varying degrees of consistency. While survivorship programs
are most commonly associated with
transitioning at end of treatment
and providing care plan summaries, there is little known about
the long-term impact on patient
behaviors, health or other outcomes of such interventions.
There is no single best way
that survivorship care should
be provided, the model of
care (nurse-led, specialist
driven, survivorship clinics)
is less important than having a process for assessment, communication
and coordination of
care (Grunfield &
Earle, 2010). Institutions with
resources
to develop
comprehensive
Survivorship Clinics will,
in time,
provide the
experience
and data to
Continued on page 3

