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Ovarian Cancer Survivors’ Experiences
of Self-Advocacy: A Focus Group Study

Teresa L. Hagan, BSN, RN, BA, and Heidi S. Donovan, PhD, RN

ancer survivors, defined as anyone with

a history of a cancer diagnosis, are in-

creasingly required to play an active role

in their health care because of growing

emphasis on patient-centered care, com-
plex healthcare structures, and long-term survivorship
(Hewitt, Greenfield, & Stovall, 2006; Johnson, 2011).
Understanding how patients engage in and manage
their care throughout all stages of cancer survivorship
becomes crucially important in developing effective
support programs for patients (Hibbard & Cunning-
ham, 2008). One area of cancer survivorship, symptom
management, requires significant work and input from
survivors.

Self-advocacy is increasingly recognized by pro-
viders, researchers, and policymakers as a means of
increasing the capacity for patient-centered care. As
often as self-advocacy is quoted as a desirable patient
characteristic, little definition or clarification is pro-
vided, leaving this concept dramatically oversimplified
and misrepresented in clinical practice and research
(Sinding, Miller, Hudak, Keller-Olaman, & Sussman,
2012). However, the idea of promoting self-advocacy
has face validity for helping patients with cancer navi-
gate their disease trajectory (Walsh-Burke & Marcusen,
1999) and has potential value for improving symptom
management, healthcare use, and quality of life, as
demonstrated in noncancer populations (Brashers,
Haas, & Neidig, 1999). Because of self-advocacy’s
understudied but frequently referenced potential to
improve the lives of cancer survivors, a thorough analy-
sis of the concept from the perspective of the patient
with cancer is necessary. Understanding how and why
survivors advocate for themselves and the impact of
self-advocacy on their ability to manage symptoms can
influence how healthcare providers support survivors
and facilitate patient engagement and empowerment.
Female cancer survivors have distinctive experiences
of self-advocacy because of their unique cancer-related
symptoms and their gender-specific experiences of

Purpose/Objectives: To explore ovarian cancer survivors’
experiences of self-advocacy in symptom management.

Research Approach: Descriptive, qualitative.
Setting: A public café in an urban setting.

Participants: 13 ovarian cancer survivors aged 26—69 years
with a mean age of 51.31.

Methodologic Approach: Five focus groups were formed.
Focus group discussions were audio recorded and tran-
scribed verbatim. The content was analyzed using the
constant comparison method with axial coding. In-depth
interviews with 5 of the 13 participants occurred via tele-
phone one to five months after each focus group meeting
to clarify and expand on identified themes. Preliminary
findings were shared with all participants for validation.

Findings: Two major themes emerged from the data: (a)
knowing who | am and keeping my psyche intact, and (b)
knowing what | need and fighting for it. Exemplar quota-
tions illustrate the diverse dimensions of self-advocacy.
In addition, a working female-centric definition of self-
advocacy was attained.

Conclusions: Women have varying experiences with
cancer- and treatment-related symptoms, but share a
common process for recognizing and meeting their needs.
Self-advocacy was defined as a process of learning one’s
needs and priorities as a cancer survivor and negotiating
with healthcare teams, social supports, and other survivors
to meet these needs.

Interpretation: This phenomenologic process identified
key dimensions and a preliminary definition of self-advocacy
that nurses can recognize and support when patients seek
and receive care consistent with their own needs and
preferences.

Knowledge Translation: Self-advocacy among female
cancer survivors is a process of recognizing one’s needs and
priorities and fighting for them within their cancer care and
life. Practitioners can support female cancer survivors through
the process of self-advocacy by providing them with skills
and resources in making informed choices for themselves.

health care (Greimel & Freidl, 2000; Miaskowski, 2004;
Street, 2002). Patients with ovarian cancer, in particu-
lar, are in high need of advocacy regarding symptom

140

Vol. 40, No. 2, March 2013 * Oncology Nursing Forum



Downloaded on 05-18-2024. Single-user license only. Copyright 2024 by the Oncology Nursing Society. For permission to post online, reprint, adapt, or reuse, please email pubpermissions@ons.org. ONS reserves all rights.

management because of their high symptom burden,
intensity of treatment options, and frequency of recur-
rence (Donovan, Hartenbach, & Method, 2005; Elit et al.,
2010). Therefore, one of the purposes of this study is to
address these shortcomings in the definition of advocacy
by using a qualitative approach to understand and de-
scribe the experience of self-advocacy from the perspec-
tive of female survivors. Findings will help guide future
conceptualizations in research, practice, and policy.

Background

Ovarian cancer is responsible for 50% of all deaths
from gynecologic cancer in the United States, with
22,280 new cases of and 15,500 deaths from ovarian can-
cer estimated in 2012 (American Cancer Society, 2012).
On average, women on active treatment experience 12
concurrent symptoms, many of which are severe and
poorly controlled (Donovan et al., 2005; Wenzel et al.,
2002). Common symptoms among women with ovar-
ian cancer include fatigue, pain, peripheral neuropathy,
bowel disturbances, sleep problems, and memory con-
cerns. The high symptom burden, along with often late-
stage diagnosis, aggressive surgery and chemotherapy,
and fear and uncertainty because of a high rate of
recurrence, requires expert symptom management to
maintain the patient’s quality of life.

Several symptom management interventions have
attempted to increase patients’ abilities to manage their
symptoms, although the success of these interventions
varies widely (Badger, Segrin, Meek, Lopez, & Bonham,
2005; Bakitas et al., 2009; Given et al., 2010; Heidrich
et al., 2009; Lee, Chiou, Chang, & Hayter, 2011; Sher-
wood et al., 2005; Sikorskii et al., 2007). The success
of symptom management interventions may depend
on a patient’s ability to advocate for him or herself by
recognizing, communicating, and acting to improve the
symptoms (Donovan et al., 2005; Hibbard, Stockard,
Mahoney, & Tusler, 2004).

The concept of self-advocacy refers to a distinct type
of advocacy in which an individual or group supports
and defends their interests either in the face of a threat
or proactively to meet their needs. Originating and ex-
tensively studied within the adolescent, disability, and
HIV/AIDS populations, this concept was adopted by
the field of cancer survivorship and is touted largely
by practitioners, federal agencies, and researchers as
an important skill for cancer survivors to have (Cen-
ters for Disease Control and Prevention, 2004; Hewitt
et al., 2006; Hoffman & Stovall, 2006; Walsh-Burke &
Marcusen, 1999). However, a lack of clarity on what
self-advocacy is and what factors support it prevents
organized understanding and application of the con-
cept. As a result, the concept is largely unexamined
and discourse is disjointed. Without a conceptual un-

derstanding, universal operationalization necessary for
research and clinical practice is not possible.

A concept analysis by Hagan and Donovan (2012)
identified self-advocacy in cancer survivorship as an
internalization of key antecedent characteristics, skills,
and resources into essential cognitions (creating a new
normal, prioritizing needs and wants, and having a sense
of empowerment), actions (navigating the healthcare sys-
tem, building teamwork with healthcare teams, and en-
gaging in mindful nonadherence), and supports (seeking
and providing support and advancing cancer awareness
and policies) to meet the challenges of cancer. However,
to date, self-advocacy within the context of symptom
management has not been studied, nor has the perspec-
tive of female cancer survivors been adequately captured.

Another purpose of this study is to explore self-
advocacy among patients with ovarian cancer who
are experiencing cancer-related symptoms and begin
to identify factors associated with self-advocacy. This
study will inform and enrich the concept of self-advocacy
by using a phenomenologic methodology of exploring
survivors’ understanding of what self-advocacy is, how
and why they do or do not self-advocate, and what
helps or hinders them in that process.

Methods
Design

Focus groups combined with in-depth interviews were
used in this qualitative study to explore the experiences
of women with ovarian cancer regarding symptom man-
agement and self-advocacy. Focus group sessions were
conducted in a private, secluded meeting room of a café
in Pittsburgh, PA. In-depth interviews were conducted
via telephone with five participants (one from each focus
group) one to five months after the focus group meet-
ings to provide an in-depth explanation of individuals’
experiences described during focus group sessions.

A focus group allows individual experiences to in-
form the understanding of an abstract concept such as
self-advocacy. Findings help develop an emergent theo-
retical and conceptual definition of what this phenom-
enon means in the context of female cancer survivors’
lives, including how they understand it, if and how
they experience it, and the challenges and benefits of
participating in it. A group context of well-structured
and systematically analyzed focus groups is congruent
with phenomenologic research and actually stimulates
conversation with the possibility for new perspectives
to arise (Bradbury-Jones, Sambrook, & Irvine, 2009).
The qualitative rigor of this study is addressed in Table 1.

Participants

Participants were identified through an ongoing
randomized clinical trial of the Written Representation
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Intervention To Erase (WRITE) Symptoms Web-based
symptom management intervention and through the
Pittsburgh chapter of the National Ovarian Cancer Co-
alition (NOCC). To maintain a broad sample of survi-
vors, including a variety of stages at diagnosis and time
since diagnosis, all women with a history of ovarian
cancer were eligible to participate. Women known to be
close to death by the WRITE Symptoms staff were not
contacted to participate. Figure 1 provides more infor-
mation on sampling and accrual. Of the overall sample,
six women were recruited from the WRITE Symptoms
study and seven were recruited from NOCC.

Procedures

Recruitment: The University of Pittsburgh Institu-
tional Review Board approved the study protocol prior
to recruitment. As mentioned, potential participants
were recruited from the WRITE Symptoms study and
the Pittsburgh chapter of NOCC.

Focus groups: The lead author was trained in
Krueger and Casey’s (2009) focus group methodology
by a qualitative expert from the School of Nursing at
the University of Pittsburgh and led each focus group
session. Throughout all prior contact and during each
focus group, the lead author attempted to build rap-
port with each participant by using active listening
skills and creating a welcoming, calm environment in
which participants were encouraged to openly discuss
their experiences and reflections of self-advocacy and
symptom management. In accordance with Husserl’s
phenomenologic epoché technique (Cohen, 1987; Hus-
serl, 1970), the lead author attempted to fully bracket or
purposefully set aside any preconceptions, biases, and
assumptions about self-advocacy from the literature and
personal beliefs prior to each contact with participants to
allow the women'’s lived experiences to guide the con-
versation. The lead author stressed that the women were
the experts and that she was present to learn from their
experiences and, consequently, would speak sparingly
and rely on the women to exchange their experiences
and direct the focus group conversation.

Focus groups were held within a private, secluded
room at a local café. The setting was selected to pro-
vide an open, informal, nonclinical setting in which
women could reflect on their previous experiences.
Food and drinks were provided to facilitate building
a relaxed environment. The first author sat at a table
with participants. Each participant was given a copy of
the three research questions, a blank pad of paper and
pen to make notes, and cue cards with “self-advocacy”
written on them to remind the women of the focus of
the discussion. The questions were
* How do you go about trying to manage your symp-

toms?

* What does the word “self-advocacy” mean to you?

Table 1. Qualitative Rigor

Criterion Application

Credibility Training each reviewer in the qualitative meth-
ods of Morse (2008) and Saldana (2009)

Debriefings between observers and principal
investigator (PI) after each focus group

Individual interviews, which increased engage-
ment with key informants

Constant comparison method of Morse (2008)

Triangulation of transcripts, observer field
notes, Pl observations, and individual inter-
view notes

Transferability ~ Broad sampling of women of various ages,
disease statuses, and stages at diagnosis who
described and endorsed similar definitions,
themes, and subthemes of self-advocacy

Thick description with exemplar quotations
used to illustrate each subtheme

Findings reflect a literature synthesis and con-
tent analysis of self-advocacy among cancer
survivors conducted by the PI.

Dependability  Triangulation (see credibility)

Audit trail of raters’ codes from each focus
group, observers’ field notes, PI’s observations,
and meeting notes after each rater meeting

Member checking of final themes and sub-
themes by all participants

Pl used phenomenologic bracketing technique
in an attempt to eliminate biases regarding
the literature and personal beliefs.

Adequacy
of data

Enough data collected until saturation achieved

Multiple raters ~ Two independent, trained raters separately

coded each transcript.

Confirmability ~ Audit trail (see dependability)

e [s there anything more you can tell me about self-
advocacy or the process of managing your symptoms
that you think I should know?

Prior to each focus group meeting, the women con-
sented to participate with assurance of the anonymity
and confidentiality of all data in the focus group, in-
terview, and validation phases. Observers (predoctoral
students and nurse researchers) were introduced to the
participants and sat outside the table, listening and
taking notes on the environment, body language, and
tone of conversation.

A series of three open-ended questions were read
aloud by the author for group discussion and conversa-
tion between participants was encouraged by the lead
author through nonjudgmental body language and
allowance of silence between participants’ responses.
Questions were intentionally broad and open-ended
to invite participants’ interpretation and encourage
personal perspectives on the phenomena of interest.
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Focused questions were used to clarify
or guide the discussion when necessary

WRITE Symptoms study patients

NOCC members contacted via e-mail

for understanding. Focus groups lasted

Y Y

60-90 minutes. Recordings of the focus
groups were transcribed by a nursing

Patients in geographic area (n = 54)

Members responded (n = 13)

Y Y

student and the lead author, checked
by the lead author for accuracy with
the observers’ notes, and entered into
NVivo, version 9, a computer program

Patients died (n = 15)
Did not meet eligibility (n = 1) (n=4)
Purposefully excluded (n

Unable to be reached (n

e Scheduled to attend but canceled

e Unable to schedule (n = 2)

for data management.

!

In-depth interviews with five selected
participants were conducted one to five
months after the focus groups met and

Total contacted by principal
investigator (n = 31)

v

included questions requesting clarifica-

tion and elaborations of specific experi- * Declined to participate (n = 5)
* Unable to attend (n = 20)

ences participants mentioned during

the focus group, such as their decisional

v v

process for stopping treatment. The five
participants were selected as key infor-

Total enrolled and scheduled
for focus groups (n = 6)

Total enrolled and scheduled for
focus groups (n = 7)

mants based on their personal reflec-
tions and/or descriptions of challenges
of self-advocating during the focus
group. The principle investigator called

v

Participants placed in five focus groups (n = 13)

pd v AN

each participant at a convenient time Group 1 (n = 4) G 3 = ) Greup s i = 2
and asked specific questions based on

their comments during the focus group

meeting to uncover a deeper descrip- Group 2 (n = 3) Group 4 (n = 2)

tion of the phenomenon. The in-depth
interviews lasted 30-50 minutes.
The validation phase consisted of

NOCC—National Ovarian Cancer Coalition; WRITE—Written Representation Inter-
vention To Erase

mailing or e-mailing all 13 participants
a one-page summary of the combined
major themes and subthemes across all
focus groups. Participants filled in a three-item survey
with “yes” or “no” questions asking if they agreed
with the results from their personal experience and
from their focus group experience. An additional open-
ended question asked participants if they would make
any changes to the themes and/or subthemes and what
those changes would be. All participants were given
$10 gift cards after they completed the focus group and
validation phases. The five participants who completed
in-depth interviews were given an additional $10 after
completion the interview.

Data Analysis

Demographic and disease information were sum-
marized using descriptive statistics. Content analysis of
all qualitative data followed an iterative constant com-
parison approach using axial coding techniques from
Strauss and Corbin (1990). The researchers individually
reviewed and coded each focus group transcript.

Themes (the essence of the phenomena or abstracted
entities that provide meaning and identity to the
phenomena) and subthemes (a unit of information

Figure 1. Participant Recruitment Flow Chart

composed of events, happenings, or instances) were
extracted from transcripts, discussed, and agreed
on by the authors using an iterative process (Morse,
2008). Disagreements between the two authors were
resolved through discussion and consensus. Saturation
of themes and subthemes was reached after the final
focus group.

In-depth interviews were reviewed for consistency
with focus group findings. All returned validation
sheets (n = 13) indicated agreement with the themes
and subthemes. Final themes and categories were re-
viewed by the authors to ensure they were consistent,
comprehensive, mutually exclusive, and representative
of the focus group, in-depth interview, and validation
findings.

Findings

The average age of participants was 51.31 years, with
a range of 26-69 years, comparable to the national aver-
age of women with ovarian cancer (U.S. Cancer Statis-
tics Working Group, 2012). The majority was Caucasian
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(n =12, 92%), married (n = 6, 46%), had at least an
associate’s degree (n = 10, 77%), and had family in-
comes greater than $40,000 per year (n = 7, 54%). Six
women (46%) were working full- or part-time jobs, three
(23%) were retired, and three (23%) were on health-
related disability or unable to work because of illness.

Women represented a variety of illness stages: Two
women (15%) were currently receiving primary treat-
ment, six women (46%) were receiving treatment for
recurrent disease, and five women (39%) had no evidence
of disease. Of the women in the recurrent phase, four had
two or more recurrences. During the time of the focus
group, eight participants (61%) were receiving treatment.
Symptoms most often described during the focus groups
included nausea, fatigue, peripheral neuropathy, and hair
loss (discussed in all five focus groups) and depression
and anxiety (discussed in three of five groups).

Themes and Subthemes

Major findings of this qualitative study are reported
as the themes and subthemes abstracted from the focus
groups, in-depth interviews, and participant validation.
Women'’s experience clustered into two major themes:
(a) knowing who I am and keeping my psyche intact,
and (b) knowing what I need and fighting for it. Both
contained three subthemes.

Knowing who I am and keeping my psyche intact:
The first theme demonstrates the intense internal pro-
cess survivors engage in to advocate for themselves
(see Table 2). Women's ability to participate in the
management of their many symptoms was related to

Table 2. Subthemes and Quotations From Theme 1:
Knowing Who | Am and Keeping My Psyche Intact

their ability to maintain a confident, hopeful perspec-
tive about their cancer. Having a strong will (subtheme
1) summarized the motivation to stick with the arduous
and ongoing demands of cancer treatment, survivor-
ship, and symptom management. Women described
this “will” as a determination to work to avoid death
and fight for their survival. Keeping a positive attitude
(subtheme 2) was mentioned by almost every woman,
and described as a method of avoiding the negative
aspects of their symptoms and fears of recurrence and
death. Despite the collective belief in the importance
of positive attitude, several women emphasized that
attitude was not a sufficient means of keeping their
cancer under control, but perhaps a means of reframing
and focusing on what was good in their lives and what
would help them deal with the challenges of cancer.
Lastly, women described a feeling of being on the tipping
point (subtheme 3) of holding their psyche together or
falling apart. One woman described her spiritual and
emotional distress that she hid from others and how she
sometimes broke down in private. Coupled with this
was the recognition that these temporary breakdowns
were a part of the process of coming to terms with a
life with cancer.

Knowing what I need and fighting for it: The sec-
ond theme expresses the women’s tenacity in seeking
information, support, and teamwork to improve their
symptoms (see Table 3). Knowing how and when to seek
out information (subtheme 1) was key to this process.
Although women reported receiving symptom man-
agement advice from healthcare providers, advocacy
organizations, friends, and the Internet, they eventually
discovered how to filter and manage the information
to meet their needs and to support their symptom
management goals.

Women reported being proactive to manage the healthcare
team (subtheme 2) by first recognizing their own pri-
orities, beliefs, and values, and then using those as
standards by which to make choices regarding their
treatment and care. Women often described instances
of self-advocacy as making informed, deliberate deci-
sions to reduce their chemotherapy dosage or not take
medications because of unwanted side effects. Women
agreed that this ability developed during the course of
survivorship, with newly diagnosed survivors less likely
to be able to recognize opportunities for choices and less
confident in speaking up with their healthcare team.

Finally, women were taking advantage of support net-
works (subtheme 3). Support networks provided invalu-
able outlets for women to learn how to advocate for
themselves and to offer camaraderie to others learning
how to advocate to improve their cancer- and treatment-
related symptoms. Spoken of as a club or team, survivors
depend on having informal groups of fellow survivors,
family, and friends to learn the process of symptom

Subtheme Quotations
Having a “Strong will would be the word. Because no
strong will matter what . . . we're just fighting to survive.”

“Living is hard enough as it is, you have to be
determined.”

“You do what you have to do to get by, to get
through it, to get to the end and not the end
being underground.”

Keeping a “As soon as you go and put yourself in that nega-
positive tive mode, the cancer’s going to take over. So
attitude that’s how | get myself back out of it.”

“l can’t sit here and wallow in self-pity because
then [ start getting depressed and, if | get de-
pressed, | don’t do things, | can’t help my kids.
I mean, | just can’t do anything.”

Being on the  “I'm just getting through it. . . . You don’t know

tipping point what I'm doing behind the scenes and when |
have my ‘boo-hoo’ times or when I’'m kneel-
ing beside the couch and I'm praying.”

“You fake everybody out! You sit there and you
act like everything's fine but you're scared.”
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management, including who to call and how to find out
what their providers do not tell them. One woman, who
identified herself as not a “touchy-feely” personality,
described the intense connections she felt with women
in her treatment rooms and support groups. Women
often mentioned drawing strength from their family
members, particularly their children, as a motivation
for engaging in symptom management practices so that
they could have increased quality of life with their fam-
ily. Others talked about “sucking it up” with respect to
chemotherapy-related symptoms to stay on treatment
in the hopes of extending their lives. Five mothers of
young children described their process of self-advocacy
as “fighting for all you're worth” to fulfill their role as
a mother and their need to see their children grow up.

Overall, women experienced self-advocacy as requir-
ing knowledge of self and needs to stand up for their
preferences in symptom management. Advocating for
oneself was defined as an attitude (strong will), a duty
(personal responsibility), and something that evolves
within an individual survivor as she realizes who she is
and what she needs. Self-advocacy reflected the highly
individualized contexts in which women advocate
for their needs and values. For example, one woman
described herself as a self-advocate because she ne-
gotiated a treatment plan with her oncologist that fit
her needs, whereas another identified herself this way
because she was able to put her symptom management
needs above the needs of her family members.

Discussion

The lived experience of female cancer survivors’
experiences of self-advocacy and symptom manage-
ment has not, to the best of the authors” knowledge,
previously been heard. The themes identified in this
focus group study of women living with and manag-
ing symptoms highlight the complexities of women'’s
experience of self-advocacy. Although managing symp-
toms involves seeking out information, identifying
management strategies, and working as a team with
healthcare providers and fellow survivors, living with
symptoms encompasses women's attitudes, emotions,
and psychological adjustments to being a cancer survi-
vor and facing mortality. Balancing these distinct areas
required women to constantly be negotiating symptom
management as it relates to their physical, mental, and
social well-being.

Women'’s descriptions indicate that self-advocacy
requires a survivor to define her personal preferences,
weigh risks and benefits of treatment and manage-
ment strategies based on her own priorities, and take
initiative with her healthcare team to ensure they are
meeting her needs. Women discussed problems and
frustrations in trying to receive proper information and

Table 3. Subthemes and Quotations From Theme 2:
Knowing What I Need and Fighting for It

Subtheme Quotations

Knowing how “Knowledge is power, some of it you can

and when handle and some of it you just can't.”
to seek out “Theyre going to put me on this new inhibi-
information tor program and I’'m reading more about

it; | got all the details on it.”

“You just want to be reassured all the time.
‘Nope, nothing in there. . .. Your numbers
are good.” | just needed that assurance.
And now | don’t need that anymore.”

Being proactive
to manage the
healthcare team

“Any health issues, | get up there right away
whether it’s a pain in my back, or you
know, something with my eyes or what-
ever, you just [say] ‘Okay, here’s what
we're going to do, here’s what we're not
going to do,” and that’s just it. And . . . |
weigh options, of course.”

“You don’t have to be the most intelligent
person in the room but you have to know
what's best for you, and you have to find
medical staff that’s going to understand
that and relate to that.”

Taking advantage  “It’s like you're part of a club now that you
of support don’t want to be in, but you're there so
networks you might as well help each other as
much as you can.”
“Early on, you need people around you say-
ing ‘this is what you should do.”
“Quite honestly, what has helped me more
than anything is when I stop focusing on
me and | start focusing on somebody else.”

support from their healthcare providers, particularly
noting a lack of clear symptom management recom-
mendations.

A systematic review of the literature and concept
analysis of cancer self-advocacy defined the concept
of self-advocacy as a process of internalizing personal
characteristics, learned skills, and formal support that al-
lows survivors to act on their own behalf. Only after this
internal process occurs can specific acts of self-advocacy
occur (i.e., creating a new normal, making medical de-
cisions based on personal values, negotiating with the
healthcare team, and working with advocacy groups).
That model of self-advocacy is reflected in the themes
and voices of the women in the focus groups. Simply
knowing how to manage and live with their symptoms
was not enough for women; they had to internalize
those abilities and, in so doing, infuse their personal
values and beliefs into their symptom management
processes. That deeply personal, critical reflection aimed
at overcoming an obstacle is the essential element of self-
advocacy and what differentiates this understudied con-
cept from other behavioral concepts (e.g., self-efficacy,
self-empowerment) (Richard & Shea, 2011).
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Self-advocacy has gained much support from the
clinical, research, and policy circles in cancer survivor-
ship. LIVESTRONG (Shapiro et al., 2009), the Institute
of Medicine (Hewitt et al., 2006), and a plethora of
cancer advocacy organizations (Clark & Stovall, 1996;
Hoffman & Stovall, 2006) recognize self-advocacy as a
high-priority research and clinical imperative. Most ef-
forts to promote self-advocacy among cancer survivors
have focused on enhancing the communication, health
literacy, and decision-making skills of survivors with-
out addressing the patients’ internal needs, beliefs, and
goals in understanding their disease and overcoming the
obstacles it presents (Walsh-Burke & Marcusen, 1999).

Findings from the current study add to these efforts
by providing a rich description and analysis of the
lived experiences of self-advocacy among female cancer
survivors. The major themes and subthemes can guide
future research into self-advocacy and may represent
potential targets for intervention to promote self-
advocacy among women with ovarian cancer strug-
gling with multiple symptoms.

Limitations

Recruitment issues arose early in the study, as many
women were unable to schedule a time despite a desire
to participate. The most common reasons given includ-
ed cancer and disease burden (severe side effects) and
work and family scheduling issues. In addition, the au-
dio recording from the fifth focus group was unable to
be transcribed, although both authors were present at
the gathering and discussed the findings directly after
the focus group; both participants in that focus group
validated the final findings. The sample represents a
small, well-educated group of ovarian cancer survivors
likely to be less ill than survivors unable to attend the
focus groups. However, women with various disease
histories, stages at diagnoses, and current treatment
provided for ample variation reflective of the broader
ovarian cancer population and settings.

Implications for Nursing

Nurses and other oncology professionals can use the
findings in both clinical and research capacities as ways
of understanding how best to provide patient-centered
support throughout the survivorship continuum. Al-
though not included in the major themes of the focus

groups, a noteworthy finding was that participants re-
peatedly mentioned the importance of knowledgeable,
compassionate, skilled nurses in supporting their abil-
ity to self-advocate. Comfort in discussing symptoms
with nurses allowed women to ask questions, seek
support, and problem-solve about their symptom:s.
Women'’s trust in nursing further exemplified the key
role for nurses in supporting cancer survivors’ abilities
to self-advocate.

Nursing upholds patient advocacy as a core respon-
sibility (American Nurses Association, 2001). However,
clinicians and researchers recognize that the ability to
advocate for the needs and values of patients depends
on patients’ abilities to recognize and name their priori-
ties and how healthcare providers can support them. In
addition, with survivorship extending beyond treat-
ment to end of life, survivors often will be required to
process evolving challenges on their own, outside of
the traditional clinical setting. Therefore, a nurse’s duty
to advocate on behalf of a patient is complimented and
enhanced with a patient population capable of advocat-
ing for themselves.

Conclusions

This study provides a novel definition of self-
advocacy from the lived experience of ovarian cancer
survivors. By providing main themes and subthemes
of how female survivors advocate for themselves, the
findings add rich understanding and beginning con-
ceptualizations of how women recognize their needs
as survivors and then go about attaining them. Future
research is needed to identify women at risk for poor
self-advocacy and to develop interventions to support
the unique processes women with cancer undergo in
becoming advocates for themselves.
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