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Preserving Oneself in the Face
of Uncertainty: A Grounded
Theory Study of Women
With Ovarian Cancer
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PURPOSE: To describe the cancer care process as it
is perceived by women with ovarian cancer.

PARTICIPANTS & SETTING: 18 English-speaking
adult women with ovarian cancer were recruited from
an advocacy organization for patients with ovarian
cancer and the gynecologic oncology clinic ata
community-based teaching hospital in Burlington,
Massachusetts.

METHODOLOGIC APPROACH: A grounded theory
approach was used. Data were collected via
individual interviews with participants.

FINDINGS: An overarching theme of preserving
oneself in the face of uncertainty was described
by the participants. Trajectories from prediagnosis
to treatment were influenced by the quality of
patient-provider communication, support from
significant others, and self-concept aspects.

IMPLICATIONS FOR NURSING: Comprehensive

care that validates patient concerns and supports
information exchange is essential. Nurses can
promote the physical and psychological well-being of
women with ovarian cancer by identifying institutional
and community-based resources for support and
specialty care.
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varian cancer is the deadliest gy-

necologic malignancy and the fifth

leading cause of cancer-related

deaths among women living in the

United States (American Cancer
Society [ACS], 2018). The overall five-year relative
survival rate for ovarian cancer is 47%, which drops
to only 29% for women who are diagnosed with late-
stage disease (ACS, 2018). Although the development
of novel cancer therapies, such as poly adenosine
diphosphate ribose polymerase (PARP) inhibitors
and immunotherapy, has been promising (Nelson &
Jazaeri, 2017; Pujade-Lauraine, 2017), research indi-
cates that the majority of women with ovarian can-
cer do not receive treatment in concordance with
National Comprehensive Cancer Network guidelines
(Champer et al., 2018; Warren et al., 2017). According
to Bristow, Chang, Ziogas, and Anton-Culver (2013),
guideline-concordant treatment is associated with
improved overall survival rates for patients with can-
cer. Better understanding of the factors that influ-
ence the quality of ovarian cancer care can improve
treatment and outcomes for patients and ensure that
patients are receiving the maximum benefit from
novel therapies.

In a systematic review of the determinants of
guideline-concordant treatment of ovarian cancer,
Pozzar and Berry (2017) determined that the majority
of research on this topic has focused on identifying
relationships between sociodemographic or clinical
factors and care quality. Conversely, several studies
have highlighted the need to explore patient, pro-
vider, and caregiver perspectives on decision making
for ovarian cancer treatment (Pozzar, Baldwin, Goff,
& Berry, 2018; Warren et al., 2017). Although several
studies of women’s experiences living with ovarian
cancer have been done (Burles & Holtslander, 2013;
Ekwall, Ternestedt, Sorbe, & Sunvisson, 2014; Howell,
Fitch, & Deane, 2003), women’s perceptions of the
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care process for ovarian cancer are largely unde-
scribed. According to Donabedian (1988), the care
process includes an individual’s “activities in seeking
care and carrying it out,” as well as activities related
to “making a diagnosis and recommending or imple-
menting treatment” (p. 1,745). The pilot study by
Pozzar et al. (2018) suggests that an exploration of
the care process for ovarian cancer may provide addi-
tional insight into individual and contextual factors
that influence treatment and patient outcomes. The
purpose of this study was to describe the perceptions
that women with ovarian cancer have of the cancer
care process.

Methods

This study was approved by the institutional review
boards at Northeastern University in Boston and the
Lahey Hospital and Medical Center in Burlington,
both in Massachusetts. Participants were recruited
from the Massachusetts chapter of a national advo-
cacy organization for women with ovarian cancer
and from the gynecologic oncology practice at a
community-based teaching hospital in northeastern
Massachusetts. Eligible participants were aged 18
years or older, had a diagnosis of ovarian cancer, and
were able to speak and understand English. Interested
participants were screened for eligibility by the prin-
cipal investigator and provided informed consent
prior to data collection. In remuneration for their
participation in this study, participants received a $25
gift card.

Participants and Purposive Sampling

During the first phase of recruitment, six participants
were recruited from the national advocacy organiza-
tion. Three of the participants were aged 49 years or
younger, and all had a college degree with an annual
household income of $60,000 or more. During the
second phase of recruitment, the investigators
attempted to enroll participants whose characteristics
differed in terms of age, education, and annual house-
hold income. Twelve participants were recruited from
the gynecologic oncology practice during the second
phase. Participants recruited during this phase were
older on average, with a wider range of annual house-
hold incomes and educational backgrounds.

After analyzing two interviews with participants
who were diagnosed with low-risk granulosa cell
tumors, the investigators excluded potential partici-
pants with this diagnosis from further recruitment to
ensure adequate representation of participants diag-
nosed with high-risk tumors. The final sample of 18
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participants ranged in age from about 30 to 95 years
and received cancer care from five different treatment
facilities across eastern Massachusetts and southern
New Hampshire (see Table 1).

Data Collection

Data were collected via individual interviews. The
interview guide was based on a protocol developed by
the authors and their colleagues for a pilot study that
is described elsewhere (Pozzar et al., 2018). Interviews
began with the opening prompt “Please tell me about
your experience with ovarian cancer.” Participants
were encouraged to speak freely in response to the
initial prompt and subsequent probes. Prompts were
used to facilitate further discussion once the partic-
ipants’ initial accounts were complete; however, the
interviewer discussed any topics raised by the partic-
ipants throughout each interview. Interviews ranged
from 40 to 90 minutes, with the average interview
lasting about 60 minutes. As similar concepts emerged
during the analysis, the list of prompts was refined
and interviews became more structured to allow for
the comparison of participant responses. The final list
of prompts included the following topic areas:
Establishing care with a provider or clinic
Deciding on a treatment plan

Communicating with providers

Practical aspects of receiving treatment
Symptoms and potential side effects of treatment
Consideration of treatment efficacy

Using complementary or alternative therapies
Family or spousal issues

A verbal questionnaire was administered at the
end of each interview to collect demographic infor-

mation. Interviews were audio recorded, manually
processed to remove any potential identifiers, and
professionally transcribed. Transcripts were verified
against deidentified audio recordings prior to analysis
using NVivo Pro, version 11.0

Data Analysis

Following the first interview, data gathering and anal-
ysis were conducted concurrently using grounded
theory methods throughout the duration of the study
(Corbin & Strauss, 2015). During analysis, selections
of raw data representing the same underlying concept
were assigned labels (open coding). Codes were devel-
oped and refined by comparing raw data within and
between transcripts (constant comparison) to deter-
mine whether data labeled with the same code were
conceptually similar or different. Codes were grouped
into categories to identify preliminary relationships
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in data. Finally, a core category to which all other
categories were related was identified. Throughout
data analysis, the principal investigator maintained a
record of her analysis and interpretation of the data
in analytic memos and diagrams. The coinvestiga-
tor reviewed each step of analysis and was debriefed
weekly by the principal investigator. A lay summary
of the study’s conclusions was sent to participants,
which allowed them to provide feedback on the find-
ings (member checking).

Results

Thematic Results

The core theme identified during data analysis was pre-
serving oneself in the face of uncertainty. Participants
encountered a great deal of uncertainty during their
experiences with cancer, beginning with symptom
onset or recognition of an abnormality and persist-
ing into survivorship. For some participants, survival
statistics and recurrence rates increased alternating
feelings of gratitude for survival and fear of subsequent
testing. For other participants, feelings of uncertainty
affected treatment decisions and characterized inter-
pretations of physical symptoms even in the absence
of disease. Some participants also experienced feelings
of uncertainty in relation to social roles and self-image.
Participants indicated that the core theme resonated
with them in follow-up member checking.

For participants in this study, the feelings of uncer-
tainty associated with a diagnosis of ovarian cancer
represented a risk not only to their physical health,
but also to their psychological well-being and self-con-
cept. Given this risk, participants acted to preserve
their sense of self. According to the results of this
study, the actions of the participants had implications
for the selection of cancer care providers, treatment
decisions, and overall well-being during survivorship.

Patient-Provider Relationship

Communication with healthcare providers influenced
participants’ experiences and decisions across the
cancer continuum. Prior to diagnosis, participants
engaged with healthcare providers primarily for eval-
uation of symptoms or incidental findings; however,
following diagnosis, participants described how they
relied on providers to convey information on treat-
ment options and to provide anticipatory guidance.
Participants described the extent to which care pro-
viders were compassionate and accessible, voicing
appreciation for providers who validated their feel-
ings and took their concerns seriously. Encounters
with healthcare providers who were perceived as
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indifferent, inaccessible, or dismissive often prompted
participants to act to preserve their physical or emo-
tional health by seeking care elsewhere.

TABLE 1. Sample Characteristics (N = 18)

Characteristic n

Age (years)
49 or younger
50-59
60-69

70 orolder

Education

INo NN

High school diploma
Some college

College degree
Post-graduate degree

~N O1 Ol =

Marital status

Married or partnered 13
Widowed 3
Single 2
Race and ethnicity

White, non-Hispanic 17
Asian 1

Employment

Full-time

Part-time

Retired

Not working

On leave from full-time work

= N o1 o1 o

Annual household income ($)

20,000-39,999
40,000-59,999
60,000-79,999
80,000-99,999
100,000 or more
Declined to answer

_ N W W, Ww

Insurance

Medicare and private

Private

State

Medicare

Medicare and state

Department of Veterans Affairs or military

_ kN~

Disease stage

Early (stage | or ll, no recurrence) 11
Advanced (stage Ill or IV or recurrent disease) 7
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Compassion: Healthcare providers who were
perceived as compassionate inspired the trust and
confidence of participants, alleviating some of
the emotional burdens associated with feelings of
uncertainty. Having a foundation of trust in the
patient-provider relationship often influenced par-
ticipants’ decisions about from whom and where to
receive care. Several participants who had an estab-
lished relationship with a trusted provider described
their reluctance to seek care elsewhere: “My daugh-
ter did suggest [going to the cancer center] here in
[town]. I said, “No, I like [the physician] and I feel
confident with her and I want to stay with her”
(Participant 10). In addition, participants perceived
compassionate providers to be largely invested in
their treatment outcomes, and participants felt confi-
dent following the treatment recommendations made
by these providers.

Participants who experienced a pattern of unsat-
isfactory communication encounters with their
healthcare provider perceived the provider to be indif-
ferent or lacking compassion. Indifference was often
interpreted as a threat to one’s physical or emotional
well-being. The actions taken by participants to reme-
diate perceived threats to their sense of self varied.
When providers were not believed to be invested in
the participants or their care, participants described
transferring to a healthcare provider who they viewed
as more compassionate. Descriptions of this deci-
sion from participants suggest that finding a more
compassionate provider served the dual purpose of
ensuring that the provider would advocate for the
best interests of the patient and would acknowledge
the patient as a unique person instead of “a number.”

It began to feel . . . like an assembly line. Like,
come in, number 1,024. Mark her off. Reminding
me that 'm gonna die, just in case I didn’t catch it.
I said, “If I go to another hospital, they may not be
as well renowned, but maybe they will listen to me
and maybe they’ll fight for me.” Because [at this
hospital] . . . I feel like no one is fighting for me.
They’re just waiting for me to die. (Participant 11)

In one case, when a participant’s desire for a com-
passionate provider conflicted with her need for a
provider with a unique clinical skill set, she made a
concession in the interest of her physical health.

I was really kind of appalled by how blunt [the
surgeon] was. But I did get a chance to talk to one
person he operated on. Four years later, [she] is
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still alive with no evidence of disease. I respect
that his strengths are elsewhere. (Participant 3)

Accessibility: Healthcare providers who were
perceived as accessible made participants feel com-
fortable asking questions during and outside of clinic
visits. Participants described accessible providers
as instrumental in providing information on dis-
ease characteristics, prognosis, treatment options,
and test results. Positive information sharing was
an essential component for participants in their
pursuit of physical health. When information was
received thoroughly and in a timely manner, partic-
ipants were more confident in their providers and
treatment plan; however, delayed or incomplete
information led to participants reporting higher feel-
ings of anxiety. Although some participants used the
Internet as a resource for information, they reported
finding information that was frightening, confusing,
or not applicable to their unique circumstances.
Consequently, some participants avoided seeking
information outside of planned patient-provider
encounters. Using this approach protected partici-
pants from overwhelming or frightening information,
but it also limited the extent to which participants
perceived that they were informed and could engage
in treatment decisions. As one participant said, “[ The
gynecologic oncologist] said, ‘We can do this, we can
do that, or we can do this. I recommend this.” Well,
you know, there’s really no choice, is there? I have no
idea what I'm talking about” (Participant 11).

Participants appreciated healthcare providers who
took them and their concerns seriously. Prior to diag-
nosis, providers who validated participant concerns
were seen as proactive in facilitating initial diagnos-
tic testing and subsequent referrals. However, some
participants described feeling dismissed by providers
prior to diagnosis and experienced continued delays
in care throughout the course of treatment: “To have
been dismissed—really, because that’s how I feel it
was when I saw that first gynecologist—is very dis-
concerting. To think [that] I lost four months because
of that is very upsetting” (Participant 18).

Throughout treatment, participants whose con-
cerns were validated by providers perceived that they
were free to express their values and preferences
during discussions about treatment and follow-up
care, as well as that providers would listen to them
and act accordingly. In this context, participants
could pursue improved physical health while also
preserving autonomy. One participant stated, “I knew
that there were a lot of downsides to [chemotherapy].
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I felt confident that [the oncologist] would listen to
me and that if those things happened, that we would
stop” (Participant 4).

Support

Participants described the importance of receiv-
ing practical and emotional support throughout
their experience with ovarian cancer. Participants
reported that they received support from family,
friends, neighbors, colleagues, healthcare providers,
clergy members, and other cancer survivors. Those
who received ample support alluded to the strength
of their support network, whereas participants who
had unmet support needs reported that they had to
reevaluate interpersonal relationships and seek out-
side resources for support.

[My friends] never really reached out tome. ..
so I reached out to [the hospital]. But they didn’t
really have a support group for post-chemo
patients. I just decided, “You know what, 'm
gonna just deal with this myself.” I weeded out a
lot of people. (Participant 17)

For participants who were dependent on family
caregivers for transportation to medical appoint-
ments, inadequate support posed a threat to their
overall physical health. Unmet emotional support
needs were often described in the context of desiring
contact with a fellow survivor. Nevertheless, partic-
ipants who attended support groups reported that
it was difficult to identify with survivors who were
not the same age, were at a different life stage, had
a different diagnosis or prognosis, or had care goals
that did not align with the participant’s own goals.
This finding is consistent with the belief that ade-
quate support is essential to preserving physical and
emotional well-being, as well as one’s notion of self.

Self-Concept

A diagnosis of ovarian cancer posed significant chal-
lenges to participants’ self-concepts. One participant
described threats to her social role and self-image: “I
sort of shy away from the idea of a disease presence as
an identity, and that I'm a survivor. It’s just not who I
kind of am” (Participant 4). In one example, a partici-
pant who described herself as a runner attributed her
treatment decision making to her desire to maintain
that aspect of her self-image:

I ran my first half marathon with the tumor
inside me. [ was 32, 33. I didn’t know how
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[chemotherapy] would affect my body. I was
excited to get back into running afterwards, so
I didn’t want to put that strain on [my body].
(Participant 6)

A diagnosis of ovarian cancer presented challenges
to the participants’ social roles. Participants described
the negative impacts of cancer on their careers and
their financial situations. In addition, participants
believed that their diagnosis changed how they were
perceived by their colleagues. Participants who were
mothers also suggested that ovarian cancer negatively
affected their identity as a family caregiver. Relatedly,
one participant described taking action to care for her
family and to shelter family members from her expe-
riences with cancer: “I wanted to keep it cool for my
kids, and I think by going back to work as soon as I
could, that kept my kids in a good frame [of mind]”
(Participant 14).

Because a diagnosis of ovarian cancer could
potentially threaten future familial aspirations, par-
ticipants who hoped to preserve their fertility faced
a unique challenge. When presented with the risk of
losing fertility, one participant described undergoing
a unilateral rather than bilateral oophorectomy, one
described undergoing a radical hysterectomy while
initiating the adoption process, and one described
electing not to undergo chemotherapy after per-
ceiving that the recommendations of her healthcare
providers were ambiguous.

In some cases, participants experienced chal-
lenges with their social role but could not take action
to mitigate it. One participant described the impact
of treatment on her ability to function independently.
This participant was newly dependent on a family
caregiver for several activities of daily living and
described adjusting to a new normal, as well as adopt-
ing a new self-concept to preserve her sense of self:
“I’'m used to getting in the car and going. And I can’t
do that anymore. I can’t drive because of the neurop-
athy; I don’t dare” (Participant 8).

Finally, participants devoted considerable atten-
tion to the experience of losing their hair during
chemotherapy treatment. Many participants dis-
missed the experience as “not [being] a big deal,”
but others described the importance of finding a
well-fitting wig and appreciated being referred to
programs that are dedicated to helping women with
cancer manage the appearance-related side effects
of treatment. Although the fear of losing one’s hair
did not affect treatment decisions among the partic-
ipants in this sample, their efforts reflect their desire
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to maintain and preserve their self-image, which was
threatened by their diagnosis of ovarian cancer.

Discussion

The findings of this study suggest that women diag-
nosed with ovarian cancer engage in a care process
to preserve their sense of self. Findings from previ-
ous research indicate that most women with ovarian
cancer strive to preserve or restore their physical
health through timely diagnosis and appropriate treat-
ment (Elit et al., 2010; Frey et al., 2014; Havrilesky et
al., 2014; Jolicoeur, O’Connor, Hopkins, & Graham,
2009; Lee et al., 2016). Similarly, feelings of uncer-
tainty surrounding a diagnosis of ovarian cancer have
been characterized in the literature (Beesley et al.,
2013; Kornblith et al., 2010). The current study adds to
the existing literature by highlighting several contexts
in which women with ovarian cancer may prioritize
outcomes other than survival, remission, or cure. In
this study, participants made decisions that allowed
them to preserve or restore not only their physi-
cal health, but also their psychological well-being,
self-concept, self-image, and social role.

Accordingto the results of this study, participants’
experiences with patient-provider communica-
tion influenced practical decisions about cancer
care, physical health, and psychological well-being.
In previous studies of women with ovarian cancer,
communication with a trusted healthcare provider
played a role in provider selection (Pozzar et al.,
2018), information sharing (Ekwall, Ternestedt,
Sorbe, & Graneheim, 2011; Elit et al., 2010; Gleeson
et al., 2013), and engaging in one’s care (Elit et al.,
2010; Fitch, Deane, & Howell, 2003). Inadequate
information has been identified as a barrier to par-
ticipation in treatment decisions for ovarian cancer
(Ekwall et al., 2011; Ziebland, Evans, & McPherson,
2006), a result that is supported by the challenges
faced by women with ovarian cancer in this study
who pursued information on diagnosis, progno-
sis, and treatment outside of the patient-provider
relationship. However, ovarian cancer care pro-
viders face their own challenges with information
sharing (Elit et al., 2012) and may be influenced by
assumptions about patient understanding or the
level of involvement women with ovarian cancer
wish to have with their care (Elit, Charles, & Gafni,
2015; Elit et al., 2015). The finding that unsatisfac-
tory communication encounters may influence care
decisions highlights the need for additional research
on patient-provider communication in the ovarian
cancer care setting.

600 ONCOLOGY NURSING FORUM  SEPTEMBER 2019, VOL. 46, NO. 5

KNOWLEDGE TRANSLATION

m Psychosocial factors, such as communication, support, and
self-concept, may influence decision making during treatment for
ovarian cancer.

m The quality and content of patient-provider communication may
affect patients’ decision-making process and overall experiences
with their care.

m Efforts to promote high-quality ovarian cancer care may be en-
hanced by consideration of women’s desires to preserve their
self-concept and physical health.

Participants in this study emphasized the role of
support in preserving the self. According to Berkman
(1984), social roles provide individuals with a sense
of belonging and often influence physical and psy-
chological well-being. In a study by Keim-Malpass et
al. (2017), higher social support was associated with
fewer physical and psychosocial problems over time,
whereas Lutgendorf et al. (2012) suggest an associa-
tion between social attachment and survival. Staneva,
Gibson, Webb, and Beesley (2018) describe dissatis-
faction with formal support resources among women
with ovarian cancer. The results of this study can influ-
ence understanding of the potential ramifications of
unmet support needs in this population and encour-
age the development of improved interventions.

According to the literature, threats to social role
and self-image may result from changes in physical
appearance (Miinstedt, Manthey, Sachsse, & Vahrson,
1997; Schaefer, Ladd, Lammers, & Echenberg, 1999),
loss of fertility (Schaefer et al., 1999), changes in phys-
ical functioning (Norton et al., 2005), and changes
in employment (Moffatt & Noble, 2015) following
cancer treatment. In a qualitative study of ovarian
cancer survivors’ experiences with self-advocacy,
Hagan and Donovan (2013) use the theme of “know-
ing who I am and keeping my psyche intact” (p. 144)
to emphasize the importance of identity and preserv-
ing the self. Norton et al. (2005) found that greater
physical impairment and greater change in body
image following cancer treatment were associated
with lower perceived control over ovarian cancer,
leading to greater psychological distress. In a large-
scale study of reproductive-age women with cancer,
pretreatment fertility counseling led to improved
quality of life following treatment (Letourneau et al.,
2012). Additional research is needed to identify best
practices for clinicians to assist women with ovarian
cancer in managing threats to self-concept and to
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determine whether such interventions can alleviate
distress and improve patient outcomes.

The care process described by participants in this
study is congruent with the desired outcomes out-
lined in models of patient-centered care. According
to the Institute of Medicine (2001), patient-centered
care is “respectful of and responsive to individual
patient preferences, needs, and values” (p. 3). Patient-
centered communication is informative, empathetic,
and considers the person with cancer within his
or her unique psychological and social context
(Epstein & Street, 2011). In the cancer care setting,
patient-centered communication has been identified
as a potential determinant of quality care (Epstein
& Street, 2007), and the findings of this study high-
light the need for additional research regarding the
influence of patient-centered care on ovarian cancer
treatment and patient outcomes.

Limitations

Although this study included the perspectives of
participants from several different clinical and socio-
demographic groups, only one participant was not
White and non-Hispanic. As a result, the perspectives
of women with ovarian cancer from various racial
and ethnic backgrounds may not be represented by
the conclusions of this study. Because this study was
conducted with participants receiving cancer care in
a region of the United States with a high concentra-
tion of gynecologic oncologists and academic medical
centers, the experiences of women without access to
specialty care or women in rural settings may differ
from the experiences described in this study. Because
of the potential for racial, ethnic, and socioeconomic
disparities in ovarian cancer treatment (Bristow et al.,
2015; Hodeib et al., 2015), exploration of these themes
in a larger, more diverse sample is warranted. Finally,
the qualitative nature of this study dictates that these
findings cannot be generalized to a broader popula-
tion without additional research.

Implications for Nursing

Nurses can assist women with ovarian cancer to iden-
tify and address their needs for maintaining physical
health, psychological well-being, and self-concept. In
addition, nurses can promote a therapeutic relation-
ship between healthcare providers and patients by
providing compassionate care that validates patient
concerns and supports information exchange and
understanding. During initial assessments, nurses
can ask patients to describe their treatment goals, the
extent to which they are supported emotionally and
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practically, and the effect of ovarian cancer and its
treatment on their social roles and self-image. Care
plans for women with ovarian cancer should include
identifying and interpreting educational materials;
establishing institutional- and community-based
resources for financial or emotional support; and
engaging in interprofessional collaboration to facili-
tate access to specialists who can provide behavioral
health services, fertility counseling or preservation,
or management for side effects of treatment. The
findings from this study indicate that information
exchange and patient-centered care are important
aspects of the experience of having cancer and the
process by which women with ovarian cancer make
care decisions; therefore, nurse scientists can develop
education and communication interventions to facil-
itate these aspects in the ovarian cancer care setting.

Conclusion

The findings from this study suggest that although
women with ovarian cancer are motivated to pre-
serve their physical health, psychosocial factors,
such as communication, support, and self-concept,
may also affect decision making. To ensure that
patient-centered care is a priority in the ovarian
cancer care setting, these findings can inform future
efforts to promote guideline-concordant treatment
and the adoption of novel treatment therapies.
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