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his is my only hope.” These
words are often spoken by
cancer patients trying to make
decisions about their medical
care and research options. For some, the
choice to participate in a clinical trial
comes after multiple courses
of conventional chemotherapy or radiation have
been unsuccessful in
treating the disease. In
such circumstances,
the research associated with a clinical
trial seems to offer an
opportunity for hope.
Hope, most commonly hope-for--a-cure,
is invoked by investigators who believe that
clinical trials may improve
cancer care and outcomes
for patients.
Cancer research centers
most often offer interventions in Phase I/II clinical
trials. Patients are there
because care at the tertiary
level has proven unsuccessful in the treatment of their
cancer.They are now seeking

the newest – and possibly the only –
alternative for potential disease amelioration. Researchers are vested in finding
new interventions that will decrease
cancer morbidity and mortality and will
as a result perhaps further their professional careers.The information available
to them that is used to seek patient
consent is usually preliminary at best
and may be a component of a larger
research program within the institution.

Winter 2013

Because people facing life-threatening
conditions are especially vulnerable to
coercion, researchers must take extra
efforts to assure that the informed consent process is free from coercion and is
promising in terms of potential cure by
means of research.
Clinical research participation requires that patients give their consent
to clinical trials under strict regulatory
guidelines as set forth in the Code of
Federal Registration (CFR) 45 § 16:124.
These guidelines are established by the
United States Department of Health
and Human Services (DSHS) to protect
human study subjects.The guidelines
governing informed consent are legal
mandates.Those mandates dictate that
informed consent must be a process
that is autonomous, that is free of
coercion, and that provides adequate
information regarding relevant
facts, risks, and potential benefits and alternatives (DSHS,
2013). In addition to legal
mandates, there is also a
moral obligation on the part
of healthcare providers to
facilitate decision-making
for cancer patients in a way
that educates and allows
for independent decisionmaking. While important, the
legal mandates fall short in
acknowledging the role hope
plays in decision-making. Hope
is actually practiced by both
patients and researchers and in
a mostly taken-for-granted and
unexamined manner. As legal
mandates are used to protect
human study subjects, those
involved also need to acknowledge the powerful cultural and
Continued on page 3
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PSONS President

I

am sitting here writing this message and I am listening to the
blustery winds outside. Fall is
here in the Puget Sound. Not long
ago, we were basking in the sun, enjoying the gorgeous weather, perhaps
complaining about the lack of rain in
the forecast. Well, the rain and the
winds are here. Daylight saving time
will end and we will hunker down
for the winter. With the change in
weather and short days, I always feel
like its time to get to work and focus
on things that we neglected as we
played in the sun.
During the last few months, your
Board of Directors and I have focused
mainly on the new membership
model and the impact it’s going to
have on our chapter. With more than
600 members, the discussion focused
on how to communicate and serve
our members efficiently, effectively
and with renewed purpose.
Now, we are starting to turn our
focus on just that. Scholarships are
available. We are seeking nominations
for our next president-elect. Our new
website is published. Symposium
committee is hard at work to put the
finishing touches on our Annual Symposium in February.
PSONS is offering several scholarships that range from Symposium registration to attending national conferences.The deadline is January 6, 2014.
I encourage everyone to research the
scholarships and apply. Recently, we
have had scholarships not awarded
due to lack of applicants. If you feel
daunted by the application process,
email any of the board members for
advice. We are here to assist in any
way.
Our new elected Board will be
announced at the Business Meeting at our Symposium. This year,
the position open for election is the

2

Reiko Torgeson
President-elect.This role will take
over the presidency in 2015. During
the 2014-2015 year, this person will
be mentored by the President to learn
the role and be ready to become the
President. If you know someone you
feel will be a good fit for the role,
please notify Deb Forman, the Nominating Committee chair at psonsnominating@gmail.com.
Angela Knox, our Webmaster, has
been going gangbusters recreating
our website and making it more user
friendly. If you have not checked it
out, I encourage you to do so. If you
are wondering who serves on the
Board, she’s posted photos and short
bios.There is tons of information
regarding what’s happening in Oncology nursing in the Puget Sound area.
Our Annual Symposium will be held
earlier than normal.The dates are
February 21st and 22nd. The disease
focus is colorectal cancer. It is a great
event to network and meet colleagues
from all over the Puget Sound area.
Last but not least, our chapter will
be collecting supplies for four facilities for our winter community service
project.There will be announcements
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hope my wedding goes well. I hope
our children grow up to be great
citizens. I hope we have a nice time.
I hope the Seahawks have a winning season. I hope to have a good day or shift at
work. We seem to live in a time and space
that we are hopeful for so many things. As
I write this editorial, I hope my long-time
friend, Charlene, experienced a peaceful
death. She had battled an aggressive breast
cancer with mets to the bone, lung, and
kidneys.
What is the meaning of hope, and how
can it help us move through the days and
nights of our lives? For many, hope is a
quality that imbues us with grace in the
face of adversity. It is an internal process
that allows us to encounter the world
with awe and faith in a more numinous
realm, an intrinsic and existential mindset
of being. (I hope to do something that
matters.)
For others, hope is synonymous with
“want” or “expectation.” It denotes a passive, “wait and see,” approach to a desired
object or outcome. Understood in this
way, hope is a state of mind, a wish or
thought born from potential distress or
defeat. (I hope to get a promotion.)
But hope is also a dynamic process
involving the active pursuit of goals, a determination of how to reach these goals,
and the willpower to see them to fruition.
Hope makes us creative; it challenges us
to discover strategies for survival through
the use of commitment, connection and
action. In the end, hope engenders faith.
It forces us to think and act with a higher
power in mind. (I hope to do something
better with the time I was given and to
possibly say “I was here.”)
As our oncology patients and families reach for hope, they discover that
they are being forced to identify their
goals and we assist them in determining
strategies and plans that will help them
achieve their goals, and to nurture their
will and their energy to see them into
fruition. (I hope to attend my child’s
Continued on page 4

Hope in Oncology: Informed Consent is an Ethical Imperative
Continued from page 1

historical implications hope has in
decision-making.

Hope
Hope as a practice should be acknowledged for the power it exerts in
human relationships and particularly in
decision-making processes. While hope
is generally assumed to have only a positive effect in the lives of individuals, it can be practiced in a
coercive or exploitative
manner, especially in a
vulnerable population
such as cancer patients.
As noted, informed consent is not only a legal,
mandated process, it is
an ethical imperative.
Researchers need to fully
comprehend the unexamined assumptions of hope
as it is invoked by patients,
family members, and themselves throughout the informed consent
process.This study is intended to provide insight into how hope is practiced
in a quaternary cancer research center by patients, family members, and
researchers relative to informed consent
and research participation decision
making. More broadly, it examines how
hope influences the decision-making
process for cancer research participation. Information gleaned from this
study should generate new knowledge
and provide a new perspective that will
result in improved support of decisionmaking processes.
Hope can be used as either a noun or
a verb; in cancer care, it is often used
as a verb, or an action—something
people do. Hope as action is a practice
or activity in which people engage in
the trajectory of a cancer diagnosis.The
choice of the term practice is purposeful, as it allows for the analysis of hope
as an action and removes it from the
usual category of a “thing” that can be
possessed.

Cancer Research
More than 1,600 people die every day
of cancer; the estimated expected death
rate in America from cancer in 2013 is
580,000, rendering cancer the second

most common cause of death after
heart disease (American Cancer Society,
2013). Despite cancer ranking as the
second most common cause of death,
the National Cancer Institute (NCI)
Cancer Trends Progress Report of 2007
stated that the United States death rate
dropped for the first time since 1993.
When adjusted for delayed reporting,
the incidence of new cancers was found

Brown, 2006; Eliott & Olver, 2002; Ersek,
1992; Herth, 1989, 1992, 2000; Kylma
& Vehvilainen-Julkune, 1997, Rustoen
& Wiklund, 2000; Saleh & Brockopp,
2001).The association of hope with religion and spirituality is clearly a strong
cultural theme in America, and the
relationship between hope and religion
can be useful in determining how hope
is practiced by various individuals. This
relationship between hope
and religion, however, can
also be a hindrance in
understanding the notion of hope as practiced
outside the Western
traditions of Judeo-Christian religions.

Hope as an
Interpersonal
Interaction

to be relatively stable since the mid1990s. Clinical research is integral to
improving the morbidity and mortality
associated with cancer.

Hope and Cancer
Hope has been described as a construct that provides comfort, encouragement, and an ability to look toward
a more positive future. Several studies
have identified hope as a resource
for coping with cancer, providing the
patient with strategies for managing the
disease and engaging valuable social
support (DuFault & Martocchio, 1985;
Ebright & Lyons 2002; Ersek, 1992; Rustoen & Wiklund 2000). In the present
study, a theoretical model of hope was
derived from the premise that hope is
integral to how people clarify, prioritize, and affirm their choices regarding
cancer care.
Hope has been identified as a key
component in cancer patients’ coping,
resilience, empowered self-care, and
perceived quality of life (Dickerson, et
al., 2006; DuFault & Martocchio, 1985;
Eliott & Olver, 2002; Ersek, 1992; Saleh
& Brockopp, 2001). Several studies have
drawn direct links between patients’
faith experiences and connection to
God as correlative with the experience
of hope (Dickerson, Boehmke, Ogle, &

Communication is
foundational for patients
who are navigating the
decision-making process following a
diagnosis of cancer. Several studies have
reported that communication between
the patient and the provider significantly impacted how much influence hope
had for the patient (Caocci et al., 2006;
Eliott & Olver, 2002;Thorne, Hislop, Kuo,
& Armstrong, 2006). Recognizing how
much influence providers can exercise
on patients has established the need to
investigate the nature and power of that
influence on the practice of hope.
Dissemination of statistical information has also been correlated with the
increase of hope in cancer patients.The
examination of the utilization of survival statistics in conferences between
patients and providers has been found
to be a complex issue, as patients both
want the facts in numeric format and
resent the implications contained in
the numeric risk statements.Yet despite
this resentment, some patients reported
taking comfort in the statistics.This
held true even when fewer than 5% of
patients with that particular cancer survived.The tiniest chance of survival carried with it hope for the individual to be
among those who would comprise the
survival statistic (Thorne et al., 2006).
Communication in all its forms has
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Hope in Oncology: Communication is Key to Decision Making
Continued from page 3

been recognized as significant for patients engaged in decision-making and
in the co-creation of hope. Consent conferences include verbal conversations
accompanied by written documents.
But beyond the one-on-one communication dynamic between the patient and
the investigator, a broader communication spectrum has been shown to influence the decision-making process. At
one large cancer research center in the
American southwest, researchers who
surveyed patients about a recent media
campaign for a new chemotherapeutic
agent found that the outside media had
an observable effect on patients’ awareness of self-care options and provided
opportunities to foster hope (Pentz et
al., 2000).The Internet is another source
of social support and information
regarding cancer care.The literature
affirms that decisions to participate in
cancer research have been influenced
by the patient’s hope and that such
hope has been created in the context of
shared communication in many forms
(Dickerson et al., 2006).

Measuring Hope
Significant work in the investigation
of hope and cancer patients has been
done by Kaye Herth. Her initial work in
1989 introduced the Herth Hope Scale
(HHS) in a study whose purpose was
to examine the relationship between
a level of hope and a level of coping

response in adult oncology patients
receiving chemotherapy in the Midwestern United States. Herth found that
individuals with strong religious faith
had a higher level of hope and coping
response than those without faith or
those who reported “weak faith.” Herth
identified three factors of hope: 1) temporality and future; 2) positive readiness
and expectancy; and 3) interconnectedness.
The HHS tool was abbreviated and
became the Herth Hope Index (HHI), a
name by which it is still called. Herth’s
work established the “four attributes of
hope”—experiential, spiritual/transcendence, relational, and rational thought.
Most significantly, Herth asserted that
hope is an important component in
the lives of people with cancer (Herth,
1989, 1992, 2000).
The HHI is still considered an exemplar when working with cancer patients
and the meanings contained in the
construct of hope. It does have limitations, however, because it is built upon
a premise of religious and cultural connotations of hope that are non-inclusive
and are not experienced by all people
across various cultures.

Hope and Hopelessness
In Greek mythology, hope was one
of the consignees of Pandora’s Box.
Curiosity got the best of her, however,
and when she opened the box, Pandora
unleashed evil and misfortunes on the

entire world population. According to at
least one version of the myth, Pandora
closed the box and left the spirit Hope
trapped inside. Hope—elpis in Greek—
was the last of the contents of the box
(or the jar, depending on the version of
the myth). Pandora received the box
from Zeus or Hermes with a warning
to never open it. Another version of the
myth allowed an intervening time of
trials and tribulations for the world until
Pandora returned to re-open the box;
at that time, hope fluttered out (Athanassakis, 1983). One interpretation of
the myth asserted that the final release
of hope was symbolic of better times
promised in the midst of hardships.
Another interpretation, the Nietzschean
variety, is that elpis/hope is the worst
of all evils, since it is a cruel deception.
In this view, Pandora saved the world
by closing the lid and preventing the
escape of hope.Thus two divergent conceptualizations of hope emerged from
Greek mythology, depending on the
version of the myth conveyed.The myth
of Pandora’s Box set the stage for the
constructs of hope and hopelessness
having interstitial and binary meanings.
One does not exist without the intrinsic
presence of the other.
Work in health care has in some ways
mirrored this dualistic nature of hope.
Viewing hope as an object that can be
quantified and measured, researchers
Continued on page 5
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about what we need and where to drop off donation items. We
will be putting together holiday care packages on December
11, 2013. We hope you can come and join us. It’s always a fun
event and dinner will be provided.
This will be the last Quarterly for 2013. It’s been a banner
year for PSONS with many changes. We are never done.You will
receive surveys requesting your feedback about different committees and the work that they are doing. I hope you take a few
minutes to respond to the surveys.The results will be shared and
this is how the Board will formulate plans of action to meet the
needs of our members.
The Board of Directors is here to serve YOU, our members. We
welcome your comments, thoughts and feedback. Come join us
for a Board Meeting and see us in action.
n

wedding.)
As oncology nurses, hope starts us on a path toward
understanding and action, and it leads us to a place of
wonder and elevation. With hope, we act with dignity
and responsibility. We become dynamic and creative,
attempting mastery over our fate. We grow externally to
apprehend the world. (I hope to leave my mark of caring, like initials carved in an old oak tree.)
This winter edition of the PSONS Quarterly mark’s a
year for me as editor. I have greatly enjoyed this experience of working with talented and caring individuals
and bringing their gifts of writing to the PSONS membership. With intention, I hope you find meaning in
this issue with a special focus on HOPE.
n
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Hope in Oncology: Clinical Trials Must Meet Strict Guidelines
Continued from page 4

like Herth (2000) have designed tools
that measure the individual’s level of
hope or, conversely, hopelessness. Beck
created a tool in 1974 to assess hopelessness in psychiatric patients. Observing patients struggling with despair,
Beck determined they stood in need
of reframing their feelings of hopelessness in order to replace pessimism with
optimism.This was combined with nine
items from a resource test of attitudes
about the future structured in a semantic differential format (Beck, Weissman,
Lester, & Trexler, 1974). Both tools measured the meaning of practicing hope
in the presence of an enduring sense of
hopelessness.

Decision Making
Federal regulations offer a strict code
for how consent for research participation should be offered and confirmed
(CFR 45 § 16:124) (DSHS, 2013).The
federally mandated elements required
for decision-making include a statement of the research purpose; the
identification of potential risks and
benefits; an explanation of procedures,
possible compensation, and limits to
confidentiality, as well as a declaration
of voluntariness.The decision must be
based primarily on adequate information. It must be free of coercion and be
made autonomously (or voluntarily) by
the research participant.The concept
of autonomy is based on the objectivist’s perspective that people are able
to be separate and distinct individuals
free from the influence of others. New
research needs to move beyond the concept of autonomy and substitute agency
in its place.
Among cancer patients, the concept
of hope is activated almost synchronously with the diagnosis of cancer.
Hope for a cure—or at least for the
chance of additional time—is a concept
commonly employed not only by patients and their loved ones, but also by
researchers. Extended survival is desired
by researchers and those whose livelihood depends on continued research
programs for possible improvement of
morbidity and mortality associated with
cancer care. Hope may represent a co-

ercive influence in the decision-making
process for people with cancer when it
leads them to decide for the option of
research, because that option represents
the “only hope” for possible survival.
When research is offered to patients,
the very language used to facilitate informed consent sometimes uses words
like treatment, therapeutic benefit,
hope, and cure.This kind of communication may lead patients to perceive
research as an intervention with certain
outcomes—when in reality, research is
designed to establish safety and possibly
efficacy questions, but it has uncertain
outcomes.
A concept integral to decision-making
in clinical research trials is the notion
of therapeutic misconception —a term
that does not distinguish between medical treatment and research interventions.Therapeutic misconception may
adversely affect informed consent if
patients are confused by the differences
between research and treatment (Appelbaum, Lidz, & Grisso, 2004; Appelbaum, et. al 1987, Huzinga, et. al., 1999).
Informed consent is required by law to
be a free and un-coerced process. Without such laws, patients may be coerced
into consideration research studies that
hold little promise of ameliorating the
disease.

Phases of Clinical Trials
Clinical trials are classified as Phase
I, II, III, or IV, according to the research
question under investigation (NCI,
2013). Phase I trials, the earliest trials,
are comprised of the first research done
in human subjects.They are performed
on small populations ranging from 10
to 80 participants.The focus of Phase I
trials is to identify a safe dose and any
potential side effects.
Phase II trials are intended to further
identify safety concerns in dosage and
to ascertain a range of side effects. Populations for Phase II trials are larger, between 100 and 300 participants. Phase
III trials are done on larger populations
of between 1,000 and 3,000 participants.They are undertaken to confirm
effectiveness of the research intervention in comparison to established interventions, to monitor side effects, and
to evaluate safety parameters in larger

groups of people.
Phase IV studies are post-marketing
studies done after a drug has been approved and is available on the market.
These studies may be done by companies or investigators interested in
examining additional information that
has not yet been captured by the initial
clinical trials.
In the area of oncology research,
the Federal Drug Administration (FDA)
has added a policy allowing for earlier access to promising new research
interventions through various mechanisms, referred to as “expanded access.”
This means that “when no satisfactory
alternative treatment exists, subjects are
generally willing to accept greater risks
from test articles that may treat lifethreatening and debilitating illnesses”
(NCI, 2013; FDA, 2013). While helping
bring potentially beneficial drugs to
market more quickly, this policy has had
the unintended consequence that interventions can be approved in early Phase
I–II trials. In other words, many people
may face a research participation decision before much supportive evidence
has been accumulated. Cancer care is
most often entirely research-driven, so
referred patients are choosing between
early-phase clinical trials for disease
intervention.
Victoria Wolfe is an example of a
woman who participated in several
Phase I and Phase II clinical trials for
her acute promyelocytic leukemia. An
ethnographic presentation of Wolfe’s
actual journey through decision-making
has been presented juxtaposed to a
theoretical framework of the ethical decision-making process (Shannon Dorcy
& Wolfe, 2003). Wolfe detailed how vital
the interactions with the nurses were to
her and her family in helping to translate the information offered for decision-making relative to cancer research
participation.This analysis highlighted
the need to acknowledge the role of
oncology nurses in the research consent process, and underscored the need
for nurses to honor the fidelity of the
relationship while supporting steps of
securing informed consent for research
(Shannon Dorcy & Wolfe, 2003).
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Finding Hope at Home:
A Transition of Care for
Oncology Patients
Kelsey Hirsch, RN, BSN; Allison
Miller, RN, BSN; Michelle Mitchell,
RN, BSN
Seattle University Senior Nursing Students

The authors wish to gratefully acknowledge the mentorship of Juanita
Madison, RN, MN OCN & Kathleen
Shannon Dorcy, RN, PhD on this oral
chemotherapy project.
n oncology diagnosis necessarily
mandates a complicated course
of medical care that includes
physician visits and anti-neoplastic
drugs, which are delivered in clinics
or hospitals. Currently there are some
interesting changes in chemotherapy;
the changes reveal formulations of the
drugs that allow for an oral administration. In a recent article in TIME Magazine, oral chemotherapy is described
as a “kinder, gentler way of targeting
cancer that could require nothing more
than popping pills” (Park, A., 2013).
These words indicate that hope stems
from fewer clinic appointments, fewer
hours in the infusion suite, fewer intravenous (IV) lines, and fewer side effects.
The use of oral chemotherapy may
represent a newfound sense of hope for
patients because when patients are able
to take management of care out of the
hospital/clinic setting, it can provide for
increased independence, which can improve quality of life. With the increased
flexibility comes convenience and control for patients to manage care within
the comfort of their own home. However, due to the complexity of oncology
care, oral chemotherapy may not quite
be the panacea many believe it to be.

therapy medications are being developed as oral agents (Weingart, et al.).
With this increased use of oral chemotherapy comes a dramatic change in the
level of independent patient responsibil-

A

Background
Since 2009, the use of orally administered cytotoxic medications has
increased (Weingart et al., 2008). According to the National Comprehensive
Cancer Network (NCCN) Task Force
Report in 2008, 25% of 400 new chemo6

ity and expanded areas of self-efficacy.
Additionally, there is an accompanying
mandate for the nurse to change his
or her role. Essential to this shift is the
establishment of a strong infrastructure
to facilitate patient independence, assure safety, and enable maximal efficacy
related to an oncologic diagnosis.
The care and management of IV
chemotherapy in the clinic setting has
seen robust changes from the evolution
of standard policies and procedures.
However, guidelines for administering
oral chemotherapy in the home care setting have yet to be established. A great
disparity exists regarding the administration and management of oral chemotherapy. Current literature reveals that
three components: access, adherence,
and safety are essential issues to consider in the independent administration
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of any oral medication; thus it is vital for
an institution to address these barriers
when evaluating the efficacy of oral
chemotherapy.

Hope in Oral Chemotherapy
Hope is finding light at the end of a
dark tunnel or finding laughter in a time
of sadness. Celebration comes in the fulfillment of hope—a celebration of when
something only dreamed is realized. For
oncology patients, hope can come in
different ways. Hope can be something
as straight forward as pain relief, or it
can be something as complex and seemingly unattainable as the promise of a
new research drug. Hope is
improved quality of life in the
midst of a long hospital stay
and the endurance to bear a
long course of treatment.The
ultimate hope for any patient
diagnosed with an illness is
found in independence, autonomy, and the possibility of
a cure. For many oncology patients, a cure is individualized
and found through a combination of treatments of medication, radiation, and/or surgery.
One piece of a patient’s cure
and one source of this muchneeded hope may come in the
form of oral chemotherapy.
Oncology patients and their
families may find hope in the
use of oral medications for
a multitude of reasons: the
promise of taking a medication at home
rather than adding another infusion clinic appointment or hospital stay to their
already saturated appointment schedule.
Additionally the increased feeling of
control and self-efficacy in administering medications independently as well
as the expected comfort that comes
from undergoing therapy at home may
have a positive effect. It must be noted,
however, that despite the many convenient benefits of oral chemotherapy,
drug accessibility, adherence, and safety
are areas of concern that arise with
the implementation of a course of oral
chemotherapy. After addressing these
concerns, the use of oral chemotherapy
may provide the hope for the future
of oncologic medicine that it has been
initially perceived to have.
Continued on next page

Problems of accessibility arise with
the transfer of care from a health care
professional to the patient. Accessibility
can be defined as the ease of acquiring
oral chemotherapy; yet, also included
in accessibility are barriers preventing
patients from obtaining oral chemotherapy--some of these barriers include
cost and medication supply. Although
oral chemotherapy medications eliminate the need for nurses to administer
the medications, therefore eliminating
the costs of administration as well, the
medications themselves are much more
expensive (Moody & Jackowski, 2010;
Neuss et al., 2013, Weingart et al., 2008).
The cost of oral chemotherapy is extremely high, costing up to $75,000 per
month (Moore, 2010). Insurance often
does not cover oral chemotherapeutic
agents; if it is covered, copays can be
very high (Moody & Jackowski, 2010).
Oral chemotherapy scripts necessitate
time from pharmacists to locate the
medication, as well as to identify copay
assistance programs for patients who
cannot afford the high costs (Madison,
Marshall, Williams, Riffkin, & Shannon
Dorcy, 2011; Moody & Jackowski, 2010).
The thought that one would not require IV access is held in higher regard
by patients and their caregivers than
is merited, since a countless number
of other issues often arise in oncology
patients, whether their medications are
given intravenously or orally. Common
side effects and discomforts of chemotherapy may lead to a decrease in adherence to the prescription. Issues with
adherence are amplified when medications are taken at home and out of the
sight of a health care provider. Another
concern regarding adherence is that
patients must be able to understand and
manage complex drug regimens. For
instance, patients must know when and
how to take the medication, whether or
not it should be taken with or without
food, and how other medications may
affect its bioavailability.
One challenge agencies must consider
in addressing patient adherence to oral
chemotherapy is the lack of prospective standardized adherence measures
(Weingart et al., 2008). In a clinic setting, direct observation of medication
administration occurs. In contrast, with
self-administration, no professionals

are present to assume responsibility
for adherence. Education is essential
to the recognition of side effects as
well as adherence to the strict medication schedule. It is important for the
physician, pharmacist, and nurse to be
involved in caring for the patient, and to
be well educated about the medication
and all indications regarding safe dosing
and administration.
Safety concerns surrounding oral chemotherapy use include: a need for safe
handling instructions, lack of vigilance
by a healthcare professional, and the
importance of constant communication
between patient and provider (Neuss
et al., 2013). In order to address safety,
the American Society of Clinical Oncology (ASCO), in collaboration with the
Oncology Nursing Society (ONS), established national standards to address all
aspects of oral chemotherapy use: the
prescription process, preparation, and
medication administration (Neuss et al.,
2013). While the responsibility of symptom recognition and report rests in the
hands of the patient with home administration, healthcare professionals can
help patients navigate this responsibility
with greater ease and proficiency.
One step that may help improve
communication between patients and
providers is to assign a nurse to be
responsible for patient education and
follow-up (Moody & Jackowski, 2010).
Since nurses are accountable for the
assessment and care of patients receiving IV therapy, the nurse should be well
equipped to care for patients based
off self-reports. For self-reports to be
safe, however, healthcare professionals
must begin to view cancer as a chronic
disease with the potential for safe and
effective management, rather than an
acute and fatal illness (Bedell, 2003).
This collaborative work between the
clinical oncology team and the patient
shares the burden of accountability for
the overall safety of chemotherapy use.
In addition to quick symptom recognition, a major concern surrounding the
use of oral chemotherapy is medication
error (Weingart et al., 2008).The NCCN
Task Force Report points out the lack
of safety measures in place with administration of oral chemotherapy, such as
checking calculations with current body
surface area, written consent forms, and

standard order forms (Weingart et al.,
2008).The report also expresses a concern for medication interactions since
pharmacy systems with built-in-alerts to
detect potential medication interactions
are not often used with medications given in the outpatient setting. From this
report, it is clear that safety is a serious
issue with the use of oral chemotherapy
(Weingart et al., 2008). Once the dimensions of the change and implications for
patients are identified, healthcare professionals can take the necessary steps
to assure the safe and effective use of
these oral medications. (See the table on
the next page for summary of literature
and ranking of Levels of Evidence found
in the literature.)

Exemplar Practice
In response to the identified need for
improving the care of patients receiving
oral chemotherapy, the Seattle Cancer
Care Alliance (SCCA) pharmacy developed a pilot study in 2009 that involved
follow-up phone calls by pharmacists
seven to ten days post initiation of oral
chemotherapy agents. Results showed
that 63% of patients experienced
adverse medication effects within
the first two weeks of oral treatment
(Madison, J., Marshall, H., Williams, L.,
Riffkin, I., & Shannon Dorcy, K., 2011).
Over half of these adverse medication
effects were mild reactions and did not
require a change in therapy; however,
22% required supportive care interventions and 22% required a dose interruption or discontinuation (Madison,
J., Marshall, H., Williams, L., Riffkin, I., &
Shannon Dorcy, K., 2011). Results of this
pilot study suggested new protocols be
implemented addressing the multitude
of adverse effects experienced.
Following the study in the SCCA
pharmacy, a multi-disciplinary team
convened to begin addressing the
problem system wide.To start, a team
of professionals conducted a literature
review to discover current practices and
to identify which interventions could
be recommended for implementation at
SCCA. Next, the team identified medications most often prescribed for oral
administration within the SCCA clinical
teams and a standardized information
sheet was created on each of the common drugs.
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Hope at Home: Oral Chemotherapy Patients Have Important Follow-up Needs
The results of the pilot study
indicated the need for changes
Implications of Oral Chemotherapy Cited in Literature
to be implemented to ensure the
Implications by
Authors & Level of Evidence
Exemplar Actions at SCCA
efficacy of oral chemotherapy. A
Categories
quality improvement project was
■ Financial: pharmacist coordinates
Level 1: Madison, J., Marshall, H., Williams, L.,
developed to standardize process- Barriers to
Access
Riffkin, I., Shannon Dorcy, K.; Moody, M. &
insurance check and identifies
es based on best practice guideJackowski, J.; Moore, S.; Neuss, M.N., et all;
copay assistance programs
Weingert, S., et al.
lines. For example, patient needs
■ Specialty Pharmacies: pharmacist
indicated that nurses, rather than
identifies and arranges for specific
pharmacists, would be better
availability of medication at local
or mail-order pharmacies
equipped to address follow up
needs, provide education on
■ Pharmacist or nurse performs
Level 1: Irshad, S. & Maisey, N.; Madison, J.,
Adherence
symptom management, and offer
initial teach
Marshall, H., Williams, L., Riffkin, I., Shannon
additional resources. Oral chemoDorcy, K.; Moody, M. & Jackowski, J.; Moore,
■ Nurse responsible for 7-10 day
therapy patients have important
S.; Neuss, M.N., et al; Viele, C.S.; Weingert, S.,
follow-up phone call
et
al.
follow up needs: the patient is
■ Weekly clinic visits for assessment
Level 2: Spoelstra, S.L., et al.
responsible for obtaining the
of how medication is being given
Level 3: Oakley, C., Johnson, J. & Ream, E.
medication, safely administering
■ Telephone triage
medication in the home setting,
Level 4: Sommers, R.M., Miller, K. & Barry, D.L.
■ Continuity of care
and monitoring and self-reporting
Level 6: Barefoot, J., Blecher, C. & Emery, R.;
Kay, S., et al; Regneir Denois, V., et al.
side effects.The shift in clinical
practice from administration of
■ Physician initiates script
chemotherapy in the clinic or
Level 1: Harrold, K.; Irshad, S. & Maisey, N.;
Safety
Madison, J., Marshall, H., Williams, L., Riffkin, I., ■
hospital setting, to the home,
Pharmacist verifies written
Shannon Dorcy, K.; Moody, M. & Jackowski, J.;
prescription
mandates new comprehensive
Moore, S.; Neuss, M.N., et al; Viele, C.S.;
■
Initial teach and follow-up phone
Weingert, S., et al; Black, K.L.
and standardized management
call scheduled
strategies. It is the hypothesis of
Level 4: Sommers, R.M., Miller, K. & Barry, D.L. ■
Nurse or pharmacist conducts
this work that professional nursinitial teach
ing telephone triage, as part of a
■ Nurse follows-up phone call to
standardized process of care, will
assess adherence, status & toxicities
improve patient adherence, safety,
and side effect management of
oral chemotherapy as opposed to the IV dures that show promise in promoting
oral chemotherapy patients within the
equivalents.These studies can provide
accessibility, improving adherence, and
SCCA population.
new avenues for improved outcomes
ensuring safety. In taking these steps,
Recommendations for
of oral chemotherapy administration
the hope in oral chemotherapy may be
Further Studies
as well as give direction on how best
actualized, allowing for certain accesIndividual organizations must estabto improve quality of life for oncology
sibility, efficacious use and safety in
lish effective policies and procedures
patients receiving oral chemotherapy.
dosing.
for working with patients who are
The hope for an oncology patient lies
Conclusion
taking oral chemotherapy agents. By
in
the possibility of remaining with famThe change in accountability from
developing specific policies and proily
and friends while receiving treatment,
physician to patient, the increased
cedures, the use of oral chemotherapy
staying
in the comfort of one’s own
responsibility on the patient, and the
will become a viable option for treathome
despite
feeling ill, and gaining a
complexity of managing the medication
ment.The next logical step in assessing
sliver
of
control
over an otherwise debiliregimen with the side effects, requires
the self-efficacy of oral chemotherapy
tating
disease.
Today’s
innovative therapy
a paradigmatic shift in practice to ocprocedures is to conduct a randomizedhas
changed
cancer
from
a diagnosis that
cur. It is clear that the clinical practice
controlled trial to evaluate tools that
carried
with
it
certitude
of
death to a
arena is not yet ready for this change
facilitate the endpoints of access, adherchronic
disease
that
people
will live with
and requires a standardized protocol
ence, and safety for patients receivand
manage.
Oral
chemotherapy
repreto ensure accessibility, adherence, and
ing oral chemotherapy. Studies of this
sents
an
important
transition
of
care
in
patient safety.There is currently a gap in
nature would offer evidence regarding
the
home,
allowing
patients
to
experiknowledge and practice within the onwhich tools best support patients and
ence autonomy in therapy and increased
cology practice arena regarding the use
families in the administration of oral
of oral chemotherapy agents. Exemplars independence. In order for hope to be
chemotherapy. Future studies should
realized in the use of oral chemotherapy,
of new practices, such as the study at
also include assessments of the quality
Seattle Cancer Care Alliance, are the first it requires that health care providers
of life experienced by patients using
steps in establishing policies and proceContinued on page 15
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PSONS 2014 Scholarships Available
Mona Stage BSN, RN, NE-BC, OCN
Scholarship Committee

The purpose of scholarship awards is
to support a professional nurse interested in improving cancer care through
scholarship opportunities.
PSONS 2014 scholarships will be
awarded to PSONS members for the
following:

Symposium Scholarships
• Two - $240.00 Rose Preston
		Scholarships

• Five - $240.00 Symposium
		Scholarships

Connections, Advancing Care
Through Research, Fall 2014

ONS Congress Scholarships

• One - $1,200.00 scholarship
National Oncology Specialty Conference-i.e., Breast, Radiation Oncology,
BMT, Hematology, etc. (Conference dates
through June, 2015)
• One - $1,200.00 scholarship
Visit the PSONS web site for detailed
information. www.psons.org
Please submit the application to Mona
Stage at psonsscholarship@gmail.com.
n

• Two - $1200.00 Scholarships

ONCC Test Registration
• Three - $275.00 Test Registration
		Scholarships
• Two - $275.00 Advanced Practice
		 Test Registration Scholarships
Poster Scholarships - for development
of poster to be presented at a local or
national oncology conference
• Two - $250 scholarships

Five Tips for Applying for a Scholarship
Mary Jo Sarver ARNP, AOCN,
CRNI, LNC

P

SONS scholarship opportunities are available and past applicant submissions have been
minimal to none. The truth is that
applying for a scholarship can be an
intimidating and scary process for
many people; especially if you have
trouble writing a simple sentence or
spelling or not to mention, limited
time. At times, I myself face all the
above challenges. I have applied and
have been denied scholarships several times during my lifetime. Like the
lyrics of a popular song states “What
doesn’t kill you makes you stronger,”
but trying again can also lead to success. What’s the worst thing that can
happen if you don’t get selected? It’s
not like your application is going to
go viral on Facebook or Twitter and
the whole world will know.
Here are a few tips from the
experts to help you succeed and
never under estimate the help and
feedback from your colleagues and
friends. If not for my friends that
totally accept the fact I can’t spell or
write a sentence I would not be who
I am or writing this little blip.
Tip Number One: Identify the
goal of the scholarship program.

Read the application for details. It
will contain information and clues
about the sponsor’s formal and
informal requirements. For example
a formal requirement for PSONS
scholarships are often being a member of PSONS. Informally you may be
requested to explain how you plan
to use information learned to benefit
others or why you should be selected.
Tip Number Two: Highlight
positive aspects of your personality & your extra activities.
Scholarship committees do not
simply choose the applicant with the
highest degree or length of service.
Members are equally interested in
extracurricular activities within the
community related to healthcare and
where the information you obtain
or learn may benefit others. Are you
involved in other national or local
societies? Do you lecture, teach,
mentor, volunteer for schools or other
organizations locally, regionally or
nationally?
Tip Number Three: Avoid
editing all of the life out of
your essay.
Use concrete specific examples, as
compared to general statements. This
helps the reader; they can form their
conclusions based on the evidence.

Providing members of the selection
committee with examples helps them
argue for why you should be the
recipient.
Tip Number Four: If you have
trouble writing essays consider
recording yourself as you
answer the questions out loud.
Transcribe the recording and create
an outline to organize your thoughts.
Most people can speak about 200
words per minute, while they can
write or type at only about 30-60
words per minute.The act of writing
interferes with the flow of thought.
This tip helps avoid writer’s block and
yields a more fluent and passionate
essay.
Tip Number Five: Proofread
your essay.
Printing your responses and reading
them out loud can help identify any
issues. Consider asking someone to
proof read your application or read
it back to you. Spelling and grammar
errors give a bad impression. Spelling and grammar checkers built into
word-processing software do not
work well and they can’t correct valid
word spelling errors, like its versus
it’s or principle versus principal, or
though versus through.
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Palliative Care and Hope
Judy Fihn, RN, CPHN

Introduction

W

hen I took on the challenge
to write an article for the
PSONS Quarterly on Hope
in the Palliative Care Setting, I saw it as
an opportunity to follow through on a
challenge given to me by a professor
in my RNB (Registered Nurse Baccalaureate Program) at the University of
Washington in 1980. When she learned
of my growing passion for oncology and
end-of-life care, she proposed to me the
question of how hope influenced patients and families facing a diagnosis of
cancer and a limited life. Her question
has followed me throughout my life and
career, but did not lead to the further
scholarly studies that she envisioned.
Rather it led me to read and study the
subject. My offering to the newsletter
are two of the results of my study. One
is an article written by a social worker,
and past director of a Pediatric Palliative
Program in Seattle. The other is a poem
by Emily Dickinson. With permission,
I have adapted the article to better fit
my adult population. The poem stays as
written, to be read and re-read. I dedicate this to my professor.

Hope is the Thing:
Children and adults with life-threatening conditions and their families hold
hope as a guiding principle in their
decision making and daily living. Hope
sustains. Palliative care is called to hold
this hope and walk with families as they
face changes amidst their hope.This article describes why joining in hope builds
trust.The article also provides practical
approaches to dialogue that promotes
hope while introducing palliative care
concepts and eliciting goals of care.
The trick is,“just tell us the truth
about what you think is going to happen, give it your best shot, and then let
go...” These words of wisdom and profound knowing come from a bereaved
mother who faced the devastating news
10

of a cancer diagnosis, relapse, and the
eventual death of her teenage daughter.
She went on to say in her bereavement,
“Are you afraid you will destroy our
hope? We create our own hope.You
are not a limiting factor in our sustaining hope.”The “clinical trick” that this
mother and so many other families

Hope is the thing with feathers
That perches in the soul,
And sings the tune – without the
words, And never stops at all,
And sweetest in the gale is heard;
And sore must be the storm
That could abash the little bird
That kept so many warm.
I’ve heard it in the chillest land,
And on the strangest sea;
Yet, never, in extremity,
It asked a crumb of me.
– Emily Dickinson
desire medical practitioners to practice
is being present with compassion while
disclosing prognosis and all treatment
options including palliative care options.
Talking about prognosis and palliative
treatment options does not steal hope
from patients and parents. In fact, it
seems that it just isn’t possible to take
away their hope.The prospect of relinquishing the hope for a cure and focusing exclusively on the final phase of life
is simply too difficult for most families.
Hope is a part of the package that
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comes with every family we encounter.
It is the responsibility of every palliative
care team member to meet families in
that hope to assure best care.
To define hope is challenging, but
a general framework is acknowledgement that hope is extremely personal,
is culturally expressed, and varies from
person to person even within the same
family system.The spiral is an image that
may be helpful in describing the continuum of hope the families we support
traverse in their journey and the support they need along the way.The spiral
is an ancient symbol represented in art
throughout the ages and across cultures.
The spiral represents a path, yet where
it begins and where it ends is unclear.
The hope that patients and families
carry and embrace has new beginnings
and endings throughout the experience
of their illness, from time of diagnosis
into remission and/or bereavement.
Wherever a family is on the spiral’s path
they deserve to be surrounded and accompanied – there will always be a ring
of the spiral juxtaposed to another ring.
This image highlights that wherever
patients, parents, and family and friends
may be in their experience of hope,
they never need be alone in the journey
and that hope need never end.
Joining with a family in their hope is
an essential initial step for palliative care
providers and a natural extension of the
palliative care approach which focuses
on preventing and relieving suffering
and supporting the best possible quality
of life. Hope is “part of the package” that
comes in some shape or form for each
patient with a life threatening illness
and members of the family. Moments
of hopelessness occur across illness
and into bereavement. Often they are
moments; they are not the general undercurrent or overriding experience of
the family. Our patients and families are
moving and working to survive and the
undercurrent of that survival is hope.
From initial point of contact, if we as
professionals can embrace the concept
of joining in hope, we build trust and
rapport. As family hope changes and
morphs across the continuum we can
move and support them in the changes.
Remember, the trick is,“We create our
own hope.You are not a limiting factor
Continued on next page

in our sustaining hope.”
If we, the palliative care team, are not
limiting factors in sustaining hope we
can be champions with families in their
hope and build trusting relationships
grounded in compassionate listening
and honest sharing of difficult information. Research supports the notion that
truth telling and compassionate listening builds rapport and supports hope.
“Hope and Prognostic Disclosure,” a
study by Mack and colleagues (2007),
found no evidence that prognostic disclosure makes parents less hopeful.The
study found that disclosure of prognosis
by the physician can support hope even
when the prognosis is unclear. Realistic perceptions of prognosis have the
potential to transform hope – perhaps
into a meaningful end-of-life period for
the child and family.

Clinical Practice Strategies –
Communicating Hope with Words
Various strategies exist for palliative
care clinicians when supporting families in their
hope.The initial meeting
is an essential time to lay
a foundation that clearly
identifies a joining in hope.
Families often become
hesitant when learning that
a palliative care clinician
will be introduced and
exponentially more hesitant
when the notion of hospice
is discussed. It is not uncommon at a first meeting
for a parent or patient to
apologetically or adamantly
state,“We are hoping for a
miracle.” This statement is
an opportunity to join in
that hope and promote that
hope with a statement such as,“As you
think about your illness, can you tell me
more about what you are hoping for?
I would like to hope right along with
you.”This invites them into the conversation and instills the foundation that
your primary focus is on their identified goals. Another effective approach is
sharing at initial contact that at any time
the patient can decline palliative care
services and perhaps even “graduate”
from service.
Eliciting and establishing goals of care
is essential throughout the course of

palliative care treatment. Meyer and colleagues (2006) in an article on “Improving the quality of end-of-life care in the
pediatric intensive care unit” share specific recommendations that invite conversation, introduce the possibility of
death, elicit goals of care, and talk about
what families might expect. An essential
consideration in incorporating these
inquiries into your work with families is
to assess what level of trust and rapport
you have built, and where the family exists in the continuum of hope.
Inquiries that illicit information, build
trust and build upon hope include:
• “As you think about your illness,
		 what are your hopes?”
• “As you think about your illness,
		 what are your worries?”
• “As you think about your illness,
		 what is most important to you right
		now?”
• “You mentioned that what is most
		 important to know is that you be

		 cured of your disease. I am hoping
		 for that too. But I would also like to
		 know more about your hopes and
		 goals for your care if the time
		 comes when cure is not possible.”
• “Would it be helpful to talk about
		 what to expect as your child’s
		 illness gets worse? Although we
		 cannot predict exactly what will
		 happen, we can talk about what
		 happens with people who had a
		 similar illness. Our goal will be to
		 help you feel as comfortable as
		possible.”

Tulsky’s (2005) article,“Beyond
advance directives:The importance of
communication skills at the end of life,”
also offers some helpful inquiries that
promote and communicate hope and
establish goals of care specific to end of
life planning.
• “Have you thought about what
		 might happen if things don’t go
		 as you wish? Sometimes having a
		 plan that prepares you for the
		 worst makes it easier to focus on
		 what you hope for most.”
• “You’ve told me you are hoping for
		 a cure. Are there other things that
		 you want to focus on as well?”
• “I wish too that this disease would
		 stay in remission. If we cannot
		 make that happen, what other
		 shorter-term goals might we work
		toward?”

Clinical Practice Strategies –
Self Awareness
The provision of palliative care and
the process of holding
hope with families is an art
form that involves attentive
communication, patience,
the investment of time, and
a great deal of practice.
Attention to the words we
choose is an essential element of this art form with
families, with the teams we
collaborate with, and within our own team context.
Several approaches have
been discussed related to
word choice. Our clinical
approach with families is
so much more than the
words we choose. Incorporating the following
practice strategies may also
support the goal of joining with families
where they are on the continuum of
hope.
Practice non-judgment. A simplistic
starting point is refraining from using
the term “denial” in any context related
to the pediatric and adult families we
serve. As we work to assist patients and
their families in re-framing their hope
we can also benefit from re-framing
the notion of “denial” into the notion of
“extreme hope.”The concept of denial
does not build a framework of sup-
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Palliative Care and Hope: End-of-Life Discussion Provides Needed Insight
Continued from page 11

port and collaboration that is essential
for excellence in care. Family members
need to know they did everything they
could to care for and assist their loved
one in living. Observing a patient’s or
family’s choice to engage in experimental treatment that is not standard care or
supporting family members who refuse
to disclose a diagnosis to a patient, are
challenging situations for a team to witness.Approaching these situations with
consideration of where the family resides
in the continuum of hope, acknowledging cultural context, engaging in honest
dialogue with the family, and considering
impact on family bereavement, while also
seeking support from team members,
will prove helpful in your professional
and personal experience when caring for
all patients with life-threatening illness.
Practice family-centered care; refrain
from pushing your own agenda.An
example of this practice, especially when
introducing palliative care and hospice
services, is refraining from pushing
conversations about end-of-life planning
details. When end-of-life details are addressed without careful assessment of
where the family resides on the continuum of hope, new and fragile relationships
can be broken.This can include a history
of loss and grief response throughout
illness and cultural specific considerations. Should a clinician observe that a
patient is changing significantly and may
be moving to the active phase of dying, it
is possible to engage a family in dialogue.
Inviting family members to share what
changes they are observing is an initial
step in the process of educating about
end of life when a family has declined
previous engagement in the conversation.
Affirming their observations and offering a clinical assessment usually provides
a successful movement into end-of-life
discussion.Asking the question,“What
has ________ been telling you” can lead
to some significant disclosures, when
the patient is both verbal and non-verbal
and/or in a semi-conscious state.The response may be,“she’s tired,” or “he wants
to keep on fighting.”These responses
provide another indicator of where the
family is in the continuum of hope.These
discussions may be initiated by any team
12

member.When a team has had the opportunity to develop relationship with
the family over time, the team has the
opportunity to discuss who might best
initiate this conversation based upon the
level of trust that has been developed
across the team disciplines.
Promote personal control and truth
telling. Patients, sometimes in their efforts to protect their family, may decline
sharing their truth or knowledge of their
situation (that they are going to die)
with their family. Offering the patient
the opportunity to engage a variety of
professionals, including social work and
spiritual care, may provide a pathway
for the patient to engage in expressing
his or her truth with a chosen clinician
and then potentially with the family.

Fears about what time of death might
look like are common for family members. Several parents who were actively
discussing and mentally preparing for
their child’s time of death have reported
that it was helpful to have heard,“when
_______ dies, it is not an emergency.”
Assuring family members that they can
spend time being with their loved one
and family as they desire and is culturally appropriate while the palliative care
team supports them in details may also
provide some sense of control.

Hope in Bereavement
Supporting parents in their hope into
bereavement affirms the idea of continuing a life-long bond with their loved one.
The fundamental belief that the purpose
of grief is to let go of the deceased in
order to move on and form new attachments is the antithesis of many bereaved
people’s experience.Anne Finkbeiner’s
(1996) findings demonstrate unequivo-
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cally that far from letting go of their dead
children, bereaved parents strive to find
ways of sustaining a life-long bond with
their child.This is also true for those
experiencing the loss of an adult family member. Families hope throughout
their loved one’s illness to sustain life and
the physical and emotional union of relationship.That same hope seems to thrive
into bereavement as family members nurture and create life-long bonds with their
deceased loved ones.
The trick is that palliative care providers best support families when we join
as champions in their hope at time of
initial contact and throughout their care
as we support them in their changing
hopes. “(We) are not limiting factors in
their sustaining hope.” Joining in hope
requires practice, patience, collaboration,
attention to word choice, consideration
of our personal and professional agenda,
and the genuine intention to provide
care that focuses on the best possible
quality of life for the entire family.This
intention is a core guiding principle of
palliative care, and will be your guide in
your journey with patients and families
living into their death amidst profound
and ever changing hope.
The author would like to acknowledge Maureen Horgan, LICSW who
wrote Hope is the Thing, while she was
Clinical Manager and social worker at
Stepping Stones, Providence Hospice of
Seattle Cancer Care Alliance. Maureen
is currently Executive Director at Gentiva Health Services. Clinical Manager
- Stepping Stones Pediatric Palliative
Care Program at Sisters of Providence
Health System Clinical Manager at
Providence Hospice of Seattle – Hospice and Palliative Service.
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PSONS Member Profile
Yeshearg Dagne, RN, BSN, OCN
Staff Infusion Nurse,
Veteran’s Administration PSHCS
Jody Stroh, MBA

Y

eshearg, or Yeshe as she is
known to her friends, immigrated to the US from Ethiopia in the
1980s. She had just watched her county
start a devastating civil war (1974) only
to be followed by an even more devastating drought and famine in the mid
1980s, which would take the lives of
as many as 7 million people. However,
before all the chaos,Yeshe remembers
growing up in a wonderful neighborhood that housed the local nursing
and public health schools. They were
located right where she played and she
remembers the prestige of lots of her
extended family working there. It was
during those early days that the idea of
medicine and nursing first became one
of her life goals.
Yeshe’s first U.S. stop was in Michigan
where she attended community college
and received her AA degree. Then, moving to California, she met and married
her husband and started a family. While
Yeshe loved the weather in California, she and her husband decided to
relocate the family in 1990, which now
included three sons, to Washington state
to take advantage of the school system
there, which at the time was receiving
national acclaim as an ideal place to
raise children.
Making their new home in Burien,
WA, Yeshe received her LPN degree
from Highline in 1996. Afterwards, Yeshe started working at the VA in Seattle
in 1997. While working full time, she
attended the UW School of Nursing,
Bothell, and received her BSN from the
UW in 2003. While Yeshe worked many
hours on the Med/Surg unit she also
floated to some of the oncology care
areas as well. Soon she realized that she
really enjoyed working with oncology
patients because they were with her
longer and she could have a bigger im-

pact in their continuum of care.
Yeshe also realized that she really enjoyed the research aspect
of nursing and that with oncology, she was always challenged
to learn more and to learn more
in depth.
Yeshe had many mentors
during her early years at the VA.
Initially, Abby Wade, RN, OCN
Yeshe Dagne
was working on the Oncology
safe and comfortable while in her care.
unit and after meeting with Yeshe from
Yeshe’s patients are unique in that
when she floated there, encouraged
they are all veterans and they often
her to request a move to the oncology
travel far distances to receive care
unit full time. Cindy Marion, RN was
in Seattle. She has patients from WA,
the manager at that time and agreed
OR, ID and MT primarily because the
that Yeshe would be a great addition
Seattle VA has the largest radiation
to her team. Rose Preston, RN was on
department in the VA system for the
evening shifts at the same time as Yeshe northwest (they have a lot of head and
and mentored her in chemo and oncolneck cancer patients). Her patients and
ogy nursing while Yeshe also attended
their families have a huge appreciation
the PSONS Fundamentals Course and
for the services and care they receive.
Chemotherapy Bio Course. While
Yeshe says that it isn’t uncommon for
Yeshe was on days, she met and worked families who have lost a loved one to
with Nurse Educator, Terry Rose, RN
cancer, to continue to visit their loved
who was also a wonderful mentor and
ones care givers even after the patient
resource. It’s hard to believe, but Yeshe
has passed away. Similarly, patients who
has been at the VA now for 16 years,
have achieved remission from their
with extensive experience in both
cancers will frequently continue to
in-patient care and out-patient care setstop in and visit even though they are
tings.
currently cancer free. Yeshe attributes
Back when Yeshe applied to the UW
this outpouring of connectedness to
for nursing school, she was required
the relationships that are forged during
to write an essay on why she wanted
cancer treatment and particularly so at
to become a nurse. Her story, which
the VA Hospital.
still makes her tear up to remember,
With her kids grown and gone,
was about her own experience as a
Yeshe has had time for special projects
pediatric patient back home. She had
including getting her OCN credentials
to go to the hospital to be treated for
in December of 2012, leading a spehigh fevers and lethargy, leaving her
cial project on mucocitis, working on
family behind. What she remembers
improving outcomes for head and neck
best about her experience was how
cancers (earlier tube feeding), and revisloving her care team was. In her mind,
ing procedures for hazardous drugs.
they were her family away from home.
What’s next for this motivated nurse
They were so attentive and caring that
interested in research and expandshe wasn’t afraid. And to this day, Yeshe ing her learning? “Possibly getting my
is dedicated to treating her oncology
masters in nursing education” she says
patients the same way so that they feel
Continued on page 15
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Fostering Hope When
There Is No Cure
The Rev. Dr. Steven L. Thomason,
M.D., M.Div.

I

t has been said that when delivering
bad news to patients and families,
clinicians might consider taking the
“Wizard of Oz” approach, striking the
balance of:
• Courage (lion)—are you courageous
		 enough to be really honest with
		your patients?
• Knowledge (scarecrow)—sharing
		 what you know in ways that lay
		 people can comprehend.
• Compassion (tin-man)—engaging
		 this important work with empathy.
Breaking bad news does not come
naturally for most of us and Buckman’s
historic work documented well our
reservations in doing it at all: fear of
being blamed, fear of not knowing all
the answers, fear of emotional responses
directed at us, fear of our own mortality.
We often cope with our own anxieties
about such conversations by adopting
some very unhelpful practices:
• We may use euphemisms for death
		 that confuse patients and families.
• We blur the truth that there is no
		 longer a cure.
• We have been trained, overtly and
		 subliminally, that any show of emo		 tion on our part demonstrates a
		 failure of professionalism, so we
		 push it down in denial of our own
		grief.
• We are prone to making the conver		 sation a hasty presentation of the
		 facts, a one-sided delivery of news,
		 rather than a dialogue in which
		 space is given to hear what the
		 patient knows and wants to know,
		 and what next steps might look like.
And yet, in the course of caring for
thousands of patients as a palliative care
physician and in a decade of sitting at
bedsides of terminally ill patients as
an Episcopal priest, I have consistently
observed three things that patients and
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families want: 1) the truth in language
that is understandable and provides
space for them to have some control in
decisions to be made, even when there
is no cure; 2) respect from their clinical team members who are ardently
committed to dignifying the person
(e.g., the patient is Mrs. Jones, not “the
breast cancer in room 3”) and compassionate care that may manifest as grief
or emotion in your own right for their

loss; and 3) hope that something good
might come of all this terrible tragedy of
terminal illness.
Maya Angelou once wrote: “In order
to survive, a human being needs a place
furnished with hope.” I believe that is
true even when survival is threatened
by the prospect of death. We know prisoners of war wilt quickly without hope
of release; terminally ill patients do, too,
when their existential experience of
the dying process is devoid of hope. But
what is there to hope for when one has
received news that there is no cure on
the horizon?
Much has been written about the
distinction between “cure” and “healing,” and I believe much of what factors
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into a “good death” derive from that
distinction. Symptom relief, to be sure,
is paramount, but the notion of healing intends psychological, social and
spiritual dimensions of terminal illness that all too often are relegated to
the periphery of the plan of care. But
when integrated in a true palliative
care approach, I have seen it countless
times: Healing can occur on one’s death
bed, often with family and friends and
clinical team gathered around. It is one
of the most profound of human experiences, when death is seen as part of the
whole of life.The experience is manifest
in remarkable ways—joy overlain on
grief, laughter intermingled with sorrow, retold memories unfolding into an
uncertain future.
The focus of a patient’s or family’s hope is not for us to
determine for them, and
it is borderline abusive of
clinicians when we do. That
said, though, we can play an
integral role in facilitating the
fulfillment of their hopes and
expectations. It is often the
case that a patient’s hope centers primarily on disease modification or symptom relief,
so that their attention can be
focused elsewhere. Our work
is two-fold here—certainly we
strive to relieve pain and other
symptoms with all diligence,
but then we often are afforded
the opportunity to assist the
patient in that redirection of
their attention.
I remember a patient who loved to
fish. His cancer-related pain required
admission to the hospice inpatient
unit, and his chief goal in the plan of
care was to go fishing. With a modest reprieve of his symptoms, the staff
wheeled him out the back door to a
lake stocked with fish.Twenty minutes
and three fish later, he returned to bed,
grinning and telling his family about the
excursion before dying peacefully that
night. It is a quaint story, but his family
cherishes that memory, and it is the one
from his last day of life that is emblazoned on their hearts.
Hope may be placed in the context of
a particular relationship. Reconciliation
Continued on next page

with an estranged family member, documenting a dying parent’s dreams for her
young child, securing a spouse’s financial support before one’s death—these
all extend beyond the physical ailment
on which we so often focus, but they
are achievable goals. Consider arranging
for a patient to Skype with a grandson
serving in Afghanistan, videotape a
message from the mom for her child to
watch when she is older, or facilitate an
estate attorney’s work with the couple.
One of the most egregious inadequacies of our health care system is the
failure to see intimacy as a grieved loss
at the end of life. Sometimes physical
limitations restrict a patient’s activity,
but more often there is just simply no
privacy in a hospital room, there is no
plan of proactive consideration that a
patient might hope to just sleep in the

same bed as his spouse, being held in
each other’s embrace. What a gift that
would be, if we named intimacy as an
integral aspect of a patient-driven plan
of care, guided by their hopes and expectations.
Of course, hope may also be located
in the context of one’s religious faith,
and there are ways to honor that, even
when we hold different beliefs. Don’t
forget the chaplains who serve alongside you.
Ultimately, of course, hope is a guiding
light in the course of life, and it shapes
how we understand and experience
tragedy, terror, pain and loss.Terminal
illness is not a condition for quarantine
from hope; rather, it is imperative that
we provide space for it with intentionality. We do so best by listening, by being
honest and respectful and compassion-

ate, and by taking our cues from those
we serve.

Hope at Home

cancer treatment: the advent of new oral chemotherapy agents. Clinical Journal of Oncology
Nursing, 7(6), 5-9.

(2013). 2013 Updated American Society of Clinical
Oncology/Oncology Nursing Society Chemotherapy Administration Safety Standards Including
Standards for the Safe Administration and Management of Oral Chemotherapy. Oncology Nursing
Forum, 40(3), 225-233.

Continued from page 8

create partnerships with patients to
ensure safe navigation of the processes
of accessibility, adherence and safety.The
nurse can represent the actualization
of this hope for the oncology patient
prescribed oral chemotherapy.The nurse
can facilitate success in the transition of
care from the clinic to the home care
setting through collaborative team efforts
of education, monitoring and follow-up,
patient advocacy and ultimately patient
empowerment.

Madison, J., Marshall, H., Williams, L., Riffkin, I., &
Shannon Dorcy, K. (2011). Evidence-based nursing
management of oral chemotherapy. Retrieved from
http://ce.nurse.com/ce623/evidence-basednursing-management-of-oral-chemotherapy/
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with a proud glint in her eyes. Last year,
Yeshe had applied and been approved
as a Bio/Chemo course trainer at ONS
for Congress, but at the last minute the
course was converted to an online one
instead. Not one to let a small course
change get in her way, I’m certain Yeshe
will be carrying on the legacy of her
own mentors by mentoring oncology
nurses at the VA and through PSONS.
Yeshe has been a member of PSONS
since 2005 and has served on the Symposium Planning Committee since 2009.
“Oncology nursing can be very chal-

Moody, M., & Jackowski, J. (2010). Are patients
on oral chemotherapy in your practice setting
safe? Clinical Journal of Oncology Nursing, 14(3),
339-346. doi:10.1188/10.CJON.339-346.
Moore, S. (2010). Nonadherence in patients
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lenging and it is important to speak up”
she says while considering what advice
she might give to new oncology nurses.
“It is important to have a good mentor.
You can never prepare enough when
caring for your patients. Research is
very important and we have wonderful
resources working by our sides in our
oncology pharmacists.” Yeshe is constantly dealing with patients who have
lots of questions about their chemo
or who have read information they
found on line. In addition to her own
research, she credits conversations with
her pharmacist in helping her understand drug side effects and other patient
implications.

Resources
ELNEC curriculum.The End-of-Life Nursing
Education Consortium. http://www.aacn.nche.
edu/elnec
The Initiative for Pediatric Palliative Care. www.
ippcweb.org
National Hospice and Palliative Care Association
resources. http://www.nhpco.org/
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Evidence. Retrieved October 29, 2013, from www.
ons.org/Research/EBPRA/Process/Critique/Levels
Park, A. (2013, July 29).The end of chemo?:
Smarter cancer drugs with fewer side effects
could make the drip history.TIME Magazine,
182(5), 16.
Weingart, S., Brown, E., Bach, P., Eng, K., Johnson,
S., Kuzel,T., & ... Walters, R. (2008). NCCN Task
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So, when she is not practicing nursing, Yeshe enjoys cooking, reading and
research. As a youth, track & field and
soccer were Yeshe’s favorite sports
and now as an adult, you can find her
having fun in Zumba class with friends.
What’s something you might not be
surprised to know about Yeshe? When
she was in 8th grade, she received the
highest score on her national exams
making her number one at that age
in her native country! No wonder
this oncology nurse enjoys reading,
research and challenging herself to
always learn more.
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Hope in Oncology
Continued from page 5

Conclusion

Currently there are many subtle
and not-so-subtle ways in which hope
is co-created by and for people with
cancer in the oncology clinical research
setting. Hope is a powerful activity in
which researchers and patients engage
while making decisions for cancer
research participation. People employ
hope as a result of their experiences,
and hope continues to be inculcated
throughout their lives on many levels.
Hope is reinforced and employed in the
discourses of providers, patients, and
family members.The same language of
hope is often used by researchers and
care providers who explain the various
treatment and research options open
to people with cancer.The construct of
hope even plays a significant role in scientific literature, verifying that the concept of hope is widely associated with
cancer in scientific discourse. Literature
searches of “Cancer & Hope” within Pub
Med returned 9,040 articles, and Web
of Science returned 4,969 articles, and
CINAHL 1,565.
Given that providers and patients rely
on the construct of hope in the clinical management of the illness and in
options for treatment and research participation, greater knowledge is needed
on how hope is practiced and, perhaps
at times exploited, in the care of oncology patients. Further insight is needed
into how human beings interpret and
construct hope in specific linguistic,
social, and historical contexts. Research
is needed to understand when and how
hope is included as an influence or an
element of coercion in the informed
consent process for research participation.These findings will enhance the
process of informed consent and possibly eliminate unintended but nonetheless real elements of coercion, since
avoiding coercion is both a federally
mandated regulation and an ethical imperative. Additionally, the research will
provide new insights into how hope is
present in the patient/investigator dyad
and will explore the dimensions of the
co-creation and dynamics of hope.
Assumptions that hope is something
that professional staff can engender
in others may be erroneous. In fact,
16

patients may be the primary creators of
hope and investigators may be inspired
to continue their research efforts by the
patients’ articulations and practices of
hope. It is important that oncology professional care providers acknowledge
the sacredness of hope while engaging
in the care of oncology research patients.The ultimate outcome for patients
and families should be preservation of
the personal delicate dance of hope
while decisions making for research
participation are executed with clarity
and ethical adherence to the principles
of informed consent.
The author gratefully acknowledges
the guidance and editorial assistance
of Dr. Kristin Cloyes, Dr. Kathi Mooney,
Dr. Betty Ferrell, Dr. Pat Berry, Dr. Karin
DuFault, and Dr. Michael Dorcy.
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Cancer Care for LGBT People Fraught with Discrimination
Liz Margolies, LCSW
Executive Director
National LGBT Cancer Network

I

am tired of hearing the phrase “cancer doesn’t discriminate”. It simply
isn’t true and finally, I can prove it.
Cancer care cannot be separated from
the individuals and healthcare systems
that provide it, and for many lesbian, gay,
bisexual and transgender (LGBT) people,
the experience of cancer is fraught with
discrimination. My organization, the National LGBT Cancer Network, conducted
an online study of lesbian, gay, bisexual
and transgender cancer survivors and
many of the stories they told us were
heartbreaking and infuriating.
I have trained thousands of healthcare
providers, including doctors, social workers, physician assistants, nurses and administrative staff to offer more culturally
competent care to their LGBT patients
and clients. The vast majority of these
people had their hearts in the right place,
meaning that they wanted to offer welcoming services to this population. Most
of them expressed this in their motto,“I
treat all people the same”.The problem
with this approach is that it assumes that
every cancer experience is similar and
this is not the case. Our research found
that for many LGBT people, cancer is
the same, only scarier. They have some
special needs, and to meet those needs
well, providers have to understand the
difference between gender identity and
sexual orientation as well as learn about
the impact of cancer treatment on LGBT
sexuality, and are able to identify LGBT
“families of choice.”
Getting a diagnosis of cancer is
frightening for everyone, but for many
LGBT people, the critical questions about
treatment options and recovery are followed immediately by concerns about
social stigma. The all-important question
of “Will I survive this?” is followed by an
additional slew of worries. New questions such as “Should I come out to my
doctor?”,“Will I be safe if I do?”,“Will my
chosen family be welcome?” and “Will I
be offered the information I need to take

care of my relationship, my sexuality, my
fertility and my family?” are thrust into
the forefront.
Despite having increased cancer risks,
like dramatically higher tobacco rates,
many LGBT people have a history of delaying or avoiding check-ups and cancer
screenings due to lower rates of health
insurance coverage and feared discrimination. In fact, one out of five transgender people report having been denied
healthcare because of their gender
identity. Once diagnosed with cancer,
LGBT people are thrust into the medical
system, whether they are ready for it or
not. As a result, many LGBT cancer patients begin their treatment experience
with more fear and wariness than other
patients.
Healthcare is local. Most patients are
treated in medical centers near their
homes and their cancer experience is
determined by the unique staff they
interact with as well as the policies of
that institution, and the laws of their
state.Treatment centers vary widely
and experiences can be further complicated if an LGBT person is a member of
multiple stigmatized populations, such
as the undocumented or LGBT people
of color. Overall, very few LGBT people
can gauge if they are walking into a “safe”
healthcare environment and fewer still
have the option of changing if it proves
perilous. Since the U.S. Census tells us
that LGBT people are living in 99% of the
counties in this country, it seems fair to
assume that LGBT people have shown
up in nearly all the cancer treatment
centers that exist across the U.S.
Because many are wary, because some
LGBT people have a history of gay-bashing, bullying, family rejection, because
some do not have a choice of where they
are treated because of where they live
or the limits of their insurance coverage,
LGBT people scan for cues of welcome/
discrimination as they enter a facility.
Do the intake forms provide a space for
genders other than Male or Female? Are
there categories under “Marital Status”
that reflect LGBT relationships?
In the recent study conducted by the

National LGBT Cancer Network, we
found that if LGBT cancer survivors believed they had to choose between good
medical treatment and social acceptance,
many chose to hide their gender identity
and sexual orientation.As a lesbian survivor told us,“I was never out during the
whole process to anyone. I had no one...
visit me for fear of my gayness being
discovered and the doctor “accidently”
not removing all the cancer lesions. It
would have been nice to have my partner with me because she understands
lots of medical things and I have no clue
about medicine at all. My family refused
to come and told me they hoped I would
die from the cancer.”
On the other hand, those who felt safe
bringing their whole authentic selves
into treatment found it profoundly beneficial to their healing.As this survivor
told us,“It was very comforting and
supportive for me to have my relationship with my partner be so accepted by
my healthcare team. It took some of the
worry out of the equation and allowed
me to let go and have those around me
really care for me. It meant I knew I
could trust the medical team to support
me and my family through cancer.”
The report is important for highlighting the added cancer burden for LGBT
patients and for offering concrete suggestions for change. For many, their lives
depend on whether individual providers
and the healthcare system as a whole
will make these changes. The National
LGBT Cancer Network has developed
a cultural competence curriculum for
healthcare providers and offers technical
assistance and Train the Trainer workshops for larger facilities that want to
better welcome LGBT patients into care.
Culturally competent care is not just
compassionate treatment, but it is good
medicine that is ethically mandated by
most professional standards of care.
The report and information about
obtaining copies of Reexamining LGBT
Healthcare can both be found on our
website, www.cancer-network.org.
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2014 PSONS Symposium & McCorkle Lectureship
Friday, February 21 & Saturday, February 22, 2014
Lynnwood Convention Center, Lynnwood WA
Brochures with registration information will be posted online at www.psons.org and
mailed to membership in mid-December.

Conference Highlights:
u Colorectal Cancer will be featured
u Keynote Speaker Donna Berry, PhD, RN, AOCN, FAAN,
ONS Congress featured speaker 2013

McCorkle Lectureship
Renita Vance, MSN, RN, has been selected as
the 2014 McCorkle Lecturer.

New for 2014 Symposium – Poster Sessions!

The lectureship was developed in recogni• Have you developed a patient or staff education project, a
tion of and gratitude to Dr. Ruth McCorkle,
quality improvement project, a nursing research project or
who played a key role in developing the
improved patient care? Share your work by presenting a poster
Regional Oncology nurses and the advanceat PSONS Symposium.
ment of the Puget Sound Chapter.
• Submission forms for poster presentations are available online
at www.psons.org.
If you have any questions about submitting a poster for presentation, please contact the PSONS Symposium Planning
Committee at: psonssymposium@gmail.com

Treasurer’s Report
Income
Service Project
Advertising
Fundamentals
Membership
Monthly Educational Evening Programs
OCN Review Course
Older Adult Class
Symposium
Reimbursement
Total Income

April 1, 2013
--$50
$14,561
$2,696
$2,501
--$1,205
$57,000
--$78,013

June 1, 2013
--$50
$16,061
$3,723
$2,726
--$3,408
$58,364
--$84,332

August 1, 2013
--$150
$16,061
$3,758
$4,386
--$3,408
$59,514
--$86,792

October 1, 2013
--$300
$26,407
$3,758
$6,366
$344
$3,408
$58,514
$60
$99,157

Expenses			
Banking Fees
Board Meetings
Chapter Fees
Donation - ONS Foundation
Fundamentals
Scholarships
Monthly Educational Evening Programs
OCN Review Course
Newsletter
Office Supplies
Older Adult Class
Postage & Mailing
Symposium
Vendor Relations Mailing
Service Project
Nominating Committee Mailing
Travel to Leadership/Mentorship Weekend
Operations - Other
Total Expenses

--$288
----$17,006
--$1,884
--$1,591
$252
$200
$6
$41,000
----------$62,227

$12
$456
----$17,056
$2,400
$3,147
--$3,535
$252
$1,622
$6
$40,487
----$14
----$69,437

$12
$832
$558
$1,000
$17,506
$3,886
$4,174
--$3,753
$252
$1,622
$6
$41,147
--$500
$14
----$75,262

$12
$1,264
$558
$1,000
$20,817*
$3,886
$11,753
$738
$6,942
$252
$1,622
$255
$46,023
--$803
--$790
$300
$97,015
*not final for fall 2013
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Community Service
Downtown Emergency Service Center
Nancy Thompson, MSN, RN, AOCNS
PSONS Community Service Chair

The following article is an interview with Noah Fay, Manager and Julie Carlson,
Supervisor of the 1811 Eastlake Residence of the Downtown Emergency Service
Center (DESC).This year is the 6th year that PSONS has provided holiday care packages for this residence as one of our community service projects.

Describe a typical client at DESC’s 1811 Eastlake Residence.
1811 Eastlake is a DESC program serving homeless adults suffering from severe
and chronic alcohol addiction. Our residents are referred directly to DESC by King
County and are prioritized by the degree of utilization of publicly funded emergency services.Those that are utilizing these services at the highest rates are prioritized
for housing at 1811.The average 1811 resident has been to inpatient addiction treatment well over a dozen times and has been homeless for many years.The traditional
approach to chemical dependency treatment and subsidized housing has proven
ineffective for our population.

What are the common health issues you see in your client population?
Residents at 1811 often suffer from serous medical conditions, both acute and
chronic. We typically encounter residents suffering acutely from head injuries due
to falls, GI bleeds, and complications from alcohol withdrawal like delirium tremens or seizures. Chronically, our population suffers from alcohol related dementia, encephalopathy, pancreatitis, and cirrhosis of the liver. Often, these chronic
conditions have gone unmanaged for years as people struggle through the chaos of
homelessness. One of our primary goals is to outreach our residents and connect
them with primary care.

What does a typical client bring with him/her?
Typically clients bring nothing more than the clothes on their backs when they
move into 1811, as it is very hard to hold onto personal possessions while experiencing homelessness.

What is your residence tradition around the Christmas holidays?
Every year 1811 holds a large Christmas meal for all residents. Staff members prepare the meal and serve it to residents. We decorate the common areas to promote
a festive and welcoming environment. We usually hand out the donated care packages at this meal.

How long have you worked for the DESC? What attracted you to this
organization and type of work?
I came to work for DESC in 2004, after working for several years as a volunteer
with the agency. I was attracted to work at this agency because of the approach we
take and the clients we serve. We embrace a harm reduction strategy and target the
most vulnerable of the homeless population, something that is both challenging
and unique among service providers. We believe that there shouldn’t be pre-conditions imposed on individuals needing help.This approach just made sense to me,
but I was surprised by how uncommon it was.

What are your biggest challenges at 1811 Eastlake? What are the rewards?
The biggest challenges at 1811 stem from the level of need of our residents. We
serve an exceptionally impacted population.There are few, if any, aspects of their
lives that haven’t been severely disrupted by alcohol use and living on the streets.
Working with a population with so many challenges is inherently difficult, but at
the same time, is what makes the job rewarding. People get better. Lives improve. I
think that’s why we all do this work.
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The Delicate Dance
of Hope in Oncology
Clinical Research
Kathleen Shannon Dorcy, RN, PhD
Director of Research Development at Seattle
Cancer Care Alliance and Staff Scientist at
Fred Hutchinson Cancer Research Center
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36th Annual Symposium
Our vision is to lead the transformation of
cancer care

Colorectal Oncology
February 21 & 22, 2014
Lynnwood Convention Center
http://psons.org/committees-2/symposia/

his is my only hope.” These
words are often spoken by
cancer patients trying to make
decisions about their medical
care and research options. For some, the
choice to participate in a clinical trial
comes after multiple courses
of conventional chemotherapy or radiation have
been unsuccessful in
treating the disease. In
such circumstances,
the research associated with a clinical
trial seems to offer an
opportunity for hope.
Hope, most commonly hope-for--a-cure,
is invoked by investigators who believe that
clinical trials may improve
cancer care and outcomes
for patients.
Cancer research centers
most often offer interventions in Phase I/II clinical
trials. Patients are there
because care at the tertiary
level has proven unsuccessful in the treatment of their
cancer.They are now seeking

the newest – and possibly the only –
alternative for potential disease amelioration. Researchers are vested in finding
new interventions that will decrease
cancer morbidity and mortality and will
as a result perhaps further their professional careers.The information available
to them that is used to seek patient
consent is usually preliminary at best
and may be a component of a larger
research program within the institution.
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Because people facing life-threatening
conditions are especially vulnerable to
coercion, researchers must take extra
efforts to assure that the informed consent process is free from coercion and is
promising in terms of potential cure by
means of research.
Clinical research participation requires that patients give their consent
to clinical trials under strict regulatory
guidelines as set forth in the Code of
Federal Registration (CFR) 45 § 16:124.
These guidelines are established by the
United States Department of Health
and Human Services (DSHS) to protect
human study subjects.The guidelines
governing informed consent are legal
mandates.Those mandates dictate that
informed consent must be a process
that is autonomous, that is free of
coercion, and that provides adequate
information regarding relevant
facts, risks, and potential benefits and alternatives (DSHS,
2013). In addition to legal
mandates, there is also a
moral obligation on the part
of healthcare providers to
facilitate decision-making
for cancer patients in a way
that educates and allows
for independent decisionmaking. While important, the
legal mandates fall short in
acknowledging the role hope
plays in decision-making. Hope
is actually practiced by both
patients and researchers and in
a mostly taken-for-granted and
unexamined manner. As legal
mandates are used to protect
human study subjects, those
involved also need to acknowledge the powerful cultural and
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