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“Just Living With Them”:
Symptom Management

Experiences of Rural Residents
With Advanced Cancer
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PURPOSE: To understand how rural residents with
advanced cancer experience and manage their
symptoms.

PARTICIPANTS & SETTING: 16 adult patients with

a diagnosis of advanced cancer, who were receiving
antineoplastic treatment and living in rural areas of
southeastern lowa, participated in the study.

METHODOLOGIC APPROACH: Data were collected
through semistructured, audio-recorded interviews
using open-ended questions. Data were analyzed
using content and dimensional analyses.

FINDINGS: Four themes were developed from the
completed interviews, including (a) barriers and
challenges associated with rural cancer care, (b)
physical symptoms experienced from the time of
diagnosis through the cancer trajectory, (c) symptom
management strategies used to control physical
symptoms, and (d) perceptions of having cancer and
the use of technology in managing symptoms.

IMPLICATIONS FOR NURSING: Rural residents
with advanced cancer experience a wide range of

physical symptoms that may affect their quality of life.

Although residents may develop self-management
strategies to cope with symptoms, additional
guidance on and interventions for how best to
manage physical symptoms are needed.
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ural areas are experiencing a se-

vere shortage of healthcare provid-

ers, with only one oncologist per

100,000 residents compared to five

oncologists per 100,000 residents
in urban and suburban areas (American Society of
Clinical Oncology, 2017). Rural areas also often have
reduced access to specialists, such as palliative care
providers, psycho-oncologists, and oncology-certified
staff (Hendren et al., 2011), which can lead to patients
needing to travel long distances to see an oncologist
(Baldwin et al., 2008). Patients with advanced cancer
in rural areas are also more likely to receive highly ag-
gressive treatment protocols (Moy et al., 2017; Singh,
Williams, Siahpush, & Mulhollen, 2011). The combi-
nation of advanced disease and aggressive treatment
can result in a high symptom burden among rural
residents. According to previous studies, geograph-
ic rurality has contributed to a culture of stoicism
and independence that can negatively influence the
healthcare experiences of rural patients with cancer
(Emery et al., 2013; Fischer et al., 2016).

Background

Patients with advanced cancer report an average
of as many as 10 to 12 concurrent physical symp-
toms, which are associated with poorer functional
status and quality of life and higher levels of distress
(Eckerblad, Theander, Ekdahl, Jaarsma, & Hellstrom,
2015; Gilbertson-White et al., 2012). Symptom man-
agement interventions have largely been developed
based on the experiences of people of all stages of dis-
ease (Berryetal., 2017; Cooley et al., 2017) or on cancer
survivors who have completed treatment with cura-
tive intent (Freeman et al., 2015; Kapoor & Nambisan,
2018). In addition, the majority of published research
on the symptom experience of patients with advanced
cancer has primarily included urban and suburban
residents who are receiving treatment at tertiary
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cancer care centers. Therefore, little is known about
the symptom management experience of patients
with advanced cancer living in rural areas or for those
who are receiving care primarily at community or
rural cancer centers. Although the existing literature
describing rural-urban differences in the context
of cancer care (e.g., use of breast-sparing surgeries,
sentinel node utilization, use of definitive treatment
for prostate cancer) is growing, studies on the man-
agement of physical symptoms are limited (Jacobs,
Kelley, Rosson, Detrani, & Chang, 2008; Meden, St.
John-Larkin, Hermes, & Sommerschield, 2002).
Significant improvements have been made in the
management of physical cancer symptoms, resulting
in a growing body of evidence-based interventions.
Based on the existing literature, symptom scientists
have begun to evaluate technology-enhanced symp-
tom management interventions for patients with
advanced cancer undergoing treatment (Donovan et
al., 2014; Sherwood et al., 2005; Sikorskii et al., 2015;
Yap et al.,, 2013). Sherwood et al. (2005) demon-
strated that a telephone-based cognitive behavioral
intervention could reduce symptom severity in
people with advanced cancer. According to Sikorskii
et al. (2015), delivering telephone-based interven-
tions via nurses, health coaches, or automated call
systems can achieve a significant reduction in symp-
tom severity. Donovan et al. (2014) also tested a
web-based symptom management intervention for
women with ovarian cancer, which determined that
participants in the intervention arm experienced
lower symptom distress than those in the control
arm. In addition, Yap et al. (2013) demonstrated that
a pharmacist-delivered text-messaging interven-
tion for the management of chemotherapy-induced
nausea and vomiting is feasible and acceptable.
However, no studies have been published on testing
the efficacy of symptom management interventions
in patients with advanced cancer living in rural areas
(Gilbertson-White, Saeidzadeh, Yeung, Tykol, &
Vikas, 2017). Researchers from the U.S. Department
of Veterans Affairs have sought to use technol-
ogy to improve symptom management outcomes
among veterans with cancer. Silveira et al. (2011)
found that a web-based, caregiver-focused symp-
tom management intervention decreased veteran
symptom severity and decreased caregiver burden.
Researchers who used telehealth methods to
deliver symptom management services to veterans
with cancer found that these veterans had fewer
chemotherapy-related hospitalizations compared
to those who received normal controls (Chumbler
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et al.,, 2007). These web-based interventions were,
however, not tailored for or evaluated in rural resi-
dents with advanced cancer.

Previous research on patients with cancer living in
rural areas has focused on many issues, such as cogni-
tive changes in post-treatment breast cancer survivors,
spiritual beliefs of cancer survivors, and the support
needs of African Americans with cancer (Hamilton,
Powe, Pollard, Lee, & Felton, 2007; Meneses et al.,
2018; Wenzel et al., 2012). Fewer studies have focused
on patients with advanced cancer. Studies on pallia-
tive care for rural residents have demonstrated that
a telephonic intervention (ENABLE) is feasible and
efficacious in this population (Bakitas et al., 2015;
Bakitas, Lyons, Hegel, Balan, Barnett, et al., 2009;
Bakitas, Lyons, Hegel, Balan, Brokaw, et al., 2009);
however, symptom management was the focus of
only one session during a six-week intervention. The
remaining sessions focused on other palliative care
topics, such as problem solving, identifying resources,
and communication. In addition, participants in the
ENABLE studies were identified through tertiary care
and academic medical centers and were not receiving
their treatment from rural cancer clinics.

The U.S. Census Bureau defines urbanized areas
as 50,000 people or more and urban clusters as 2,500
to 50,000 people (Ratcliffe, Burd, Holder, & Fields,
2016). The Federal Office of Rural Health Policy clas-
sifies all non-metropolitan counties as rural and uses
Rural-Urban Commuting Area (RUCA) codes as an
additional method of determining rurality (Larson &
Skillman, 2005). Based on U.S. census data, a RUCA
code is assigned to each census tract to account for
distance to health services; tracts inside metropolitan
counties with the codes 4 to 10 are considered rural
(Larson & Skillman, 2005).

The U.S. health system is disjointed, particu-
larly for individuals living in rural areas. If patients
with cancer are not receiving coordinated care, it is
unlikely that they are receiving comprehensive symp-
tom management. Fragmented care and reduced
access to specialists increase the burden on rural
residents to understand their cancer treatments and
symptoms that can occur as a result of treatment and
to develop skills to self-manage symptoms. Therefore,
the purpose of this study was to explore how patients
with advanced cancer who live in rural areas experi-
ence and manage physical symptoms.

Methodologic Approach

This is a secondary analysis of a larger study that
aimed to engage stakeholders for the development of
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a symptom management intervention for people with
advanced cancer living in rural areas (Gilbertson-
White et al., 2019). In the parent study, researchers
used descriptions from participants with cancer about
their diagnosis and symptoms they experienced, as
well as how they managed their symptoms and used
technology or the Internet, to better inform the devel-
opment of symptom management interventions. In
the current study, a qualitative descriptive approach
was used to explore participants’ experiences with
advanced cancer and cancer treatments (Lincoln &
Guba, 1985; Willis, Sullivan-Bolyai, Knafl, & Cohen,
2016). The research team included two PhD-prepared
nurse scientists, one PhD-prepared graduate assis-
tant, and a medical oncologist.

Participants and Setting

This study was approved by the Human Subjects
Committee of the University of Iowa’s institutional
review board in Iowa City, Iowa. Purposive sam-
pling was used to recruit men and women from
three oncology centers in southeastern Iowa. The
researchers aimed to interview men and women from
diverse sociodemographic and clinical backgrounds
to achieve a heterogeneous sample (Bachmann et al.,
2009). The first recruitment site was a tertiary care
hospital in a mid-sized city with a large rural popula-
tion. The second and third recruitment sites were an
outpatient medical oncology and a radiology outpa-
tient clinic in two nonurban communities that serve
large rural populations. All eligible participants had to
have an advanced stage of cancer (stage III or IV) and
live in a nonurban or rural area based on RUCA codes
(Larson & Skillman, 2005).

Participants were screened for eligibility by
oncology physicians and nurses working in the
clinics and were introduced to the study by a clini-
cal team member. Interested participants received
additional information on the study from a member
of the research team. All participants underwent an
informed consent process and were reassured that
their participation in the study would not affect their
cancer care. One patient declined to participate after
receiving more details from the research assistant,
and another declined to participate between consent
and data collection.

Data Collection

Consented participants were assigned a unique
study identification number. Data were collected
from September 2015 to May 2016. Trained research
team members performed one-on-one interviews
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with participants (N = 16), averaging from 30 to 120
minutes, using a semistructured interview guide
(see Figure 1). The interview guide consisted of
open-ended questions with probes developed from
the following predefined content areas: participant
expectations following a cancer diagnosis, emotional

FIGURE 1. Interview Guide

m Tell me what it was like when you first learned that you
had cancer.

o Did you have expectations of what the experience
would be like?

o Was the experience how you expected? Has it been
the same or different?

m What have been some of the hardest things?

o Have those things changed over time?

o What did you do?

o What things have been the most helpful?
o How did you come to do those things?

o Has anything gone better than expected?

m People have lots of thoughts and feelings about learn-
ing that they have advanced cancer. Can you tell me
about some of the thoughts and feelings that you had
when you were first diagnosed?

o Some people say that there are things that they just
will not think about. Is that true for you as well?
o What do you do when you feel upset?

m Itis often imagined that people with cancer experi-

ence physical issues. Have you experienced this?

o What physical issues were the most difficult?

o How did you manage those issues?

o How did you learn to manage your physical issues?

o How do you handle them when your care plan
changes?

m Onething | am interested in is what I call tricks of the
trade. These are things that people do to manage their
thoughts, feelings, and physical issues that really
help. Do you have any tricks that fit that description?

m Tell me about your use of the Internet, smart phones,
ortablets.

o Have you used the Internet to learn about cancer?
o Would you use the Internet to learn about cancer or
cancer symptoms?

m Eventually, these finding will be shared with healthcare
providers. What would you like them to know about
what the experience is like for patients?

o What have providers done well?
o What could have been done better?

m If you were asked to talk to a person newly diagnosed
with advanced cancer, what advice would you give him
orher?
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responses related to a cancer diagnosis, physical
problems participants experienced during their
cancer experience, and use of technology and the
Internet (general and specific to managing health-
care needs). Based on the participant’s preference,
interviews were conducted at a convenient, private
location within the clinic space or at the participant’s
home and were audio recorded, with the interviewer
taking observational notes to record the participant’s
nonverbal cues (Carter, 1993). Participants received
$25 upon completion of the interview.

Demographic information, such as age, marital
status, income level, highest level of education, and
religious affiliation, was also collected. A demographic
survey and a symptom burden measure were admin-
istered using an iPad following the interview process.
The symptom burden measure was intentionally col-
lected after the interview so that participants’ beliefs
about symptoms were not influenced during the
interview.

Data Analyses

Descriptive statistics, such as frequencies and means,
were used to describe the demographic characteris-
tics of the participant sample and to contextualize the
qualitative analysis. All audio-recorded interview files

TABLE 1. Sample Characteristics (N = 16)

Characteristic X Range
Age (years) 68.75 40-81
Characteristic n
Sex
Female 10
Male 6
Treatment type
Chemotherapy 6
Radiation therapy 2
Chemotherapy or radiation 5
therapy
Other combined therapies 3
Cancer site
Lung 5
Breast 3
Colon or rectal 2
Prostate 2
Multisite 2
Gastrointestinal 1
Not reported 1
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were sent to a professional transcription company
that transcribed each file verbatim into a Microsoft®
Word document. Each transcript file was reviewed
by a research team member and verified for accu-
racy with the audio recording. All interviews were
uploaded into NVivo, version 10, to manage and orga-
nize the data.

Data analysis was conducted using a directed
qualitative content approach (Hsieh & Shannon,
2005; Miles, Huberman, & Saldafia, 2014). The
research team examined each interview transcript to
label words, phrases, sentences, or paragraphs that
participants shared that correlated with the prede-
termined content areas of interest (open coding).
Information from family members or significant
others who were present during the interviews, if
requested by the participant, were recorded in the
transcription, but the data were not included in the
analysis. Open codes were compared and sorted
into categories by the research team to discuss
their impressions, systematically classify the codes,
identify themes or patterns, and gain consensus on
meaningful content. The analysis was conducted
using a rigorous process that involved comparing the
transcripts, codes, and categories to discern com-
monalities and differences.

To better understand certain concepts, such
as characteristics of symptoms (Caron & Bowers,
2000), dimensional analysis was applied to themes to
detect variations, specificity, and range (Schatzman,
1991). Matrices and hierarchical flowcharts were
used to visualize relationships and patterns among
themes and codes and to identify contrast across the
dataset. Numerical counts were used to character-
ize the strength of the main themes and subthemes
(Sandelowski, 2001). After each category was estab-
lished, the research team reviewed the categories to
summarize the key perspectives of the participants
(Kwong et al., 2014). Interviews were conducted
until no new themes or patterns were recognized.
Participants from the third site were then recruited for
additional sample diversity and to confirm findings.

The following steps were implemented to enhance
the rigor of the research (Sandelowski, 1986, 1993):
(a) the coinvestigator audited the data by perform-
ing dual coding and reviewing the data to ensure the
credibility of the analysis, (b) three research team
members discussed data exemplars, coding, and ana-
lytical decisions (Moser & Korstjens, 2018), and (c)
all interview data and notes were documented using
NVivo software to provide an audit trail of coding
and analytical conditions.
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Findings

Participants

Six men and 10 women completed single interviews.
Participants were a mean age of 68.75 years, with
a range of 40-81 years. The majority of participants
self-identified as White (n = 15). Sample characteris-
tics are summarized in Table 1.

Qualitative Findings

The information provided by the participants explored

additional topics outside of the four content areas that

were established by the research team. To highlight

how these findings relate to the symptoms experienced

by rural residents who are surviving with advanced

cancer, the following themes were developed:

m Barriers and challenges associated with living in a
rural area and receiving care for cancer

m Physical symptoms that participants experienced
from the time of diagnosis through the interview

m Management strategies that the participants used
to control or mitigate physical symptoms
m Participant perceptions and use of technology
in the context of having cancer and managing
symptoms
These four themes represent the overarching
experiences of the participants in this sample. Major
themes, descriptions, and additional example quotes
from participants are presented in Figure 2. Although
emotional symptoms often occur at the same time as
or are relative to physical symptoms, how participants
described their emotional responses to and coping
with a diagnosis of cancer did not fit within overall
themes of symptom experience and management.
Barriers and challenges: Participants described
issues associated with living in a rural area that
affected their receipt of oncology care. Most of the
challenges were either financial concerns or logisti-
cal barriers. Financial concerns included treatment

FIGURE 2. Themes Representing the Experiences of Patients With Advanced Cancer Living in Rural Areas

Barriers and Challenges

Language that patients used to describe issues that affected their receipt

of cancer care while living in a rural area, including financial concerns and

logistical barriers

m “We've come over the night before, stayed in a motel so | can make the
appointment—it's usually between 8 and 9 in the morning—and come
back during the day. Other than that, it's another necessary expense
‘cause you really don’t wanna get up in the morning if there’s been a bliz-
zard and try to drive through it when the roads have not been plowed.”

Physical Symptoms

Language that patients used to describe the physical symptoms that they

experienced as a result of cancer, cancer treatment, or treatment of side

effects from other cancer therapies

m “I'mean, | can’t bend over to pick things up and | can’t lift a 24-pack
of soda. It is hard for me to have my kids sit on my lap or getting out of
acar....lwalkwith alimp now in my left legin my hip. ... It hurts to
walk and | can'tlift the leg. | can’t put [any weight on] it, it hurts to turn
around to wipe my bottom.”

m “I don’t know, maybe trying to act [like] the pain that | have isn’'t as bad
so that my people around me aren’t so worried because | think my family
is always trying to take care of me and do things for me and stuff, and |
don’t want them to have to do that all the time. . . . | have tried to mask
that so they don’t see it because | don’t want them to worry any more
than they already do. My kids, too.”

= “Well, the only time we talk about the side effects is if we have questions
when we come up and meet with the doctor about something that |
experienced in the last two weeks. We don't discuss the same things
every time we meet with him. If something new has happened, then we
discuss it. We get the answers. We're satisfied with it and go on.”

Symptom Management

Language that patients used to describe their symptom

management strategies (e.g., behavioral, pharmacologic, nonphar-

macologic)

m “ltseemstobe...it's sort of like a learning experience, as you
have more treatments, and you see how you can manage what
your body is doing and what things you can take that will help
make it work better.”

m “I'd rather start early. Basically, | get up about 6 in the morning
and take some of these medications. It’s the standard thing that |
decided | would be careful to do it the same way every day. | don’t
think I've missed a dose of anything. I've tried to be a conscien-
tious patient. Well, it's in my best interest.”

m “If you noticed my pocket here, | got a pad of paper and a bunch
of cards. | take more notes than | used to. The unfortunate part on
some of those notes is | have to hold the paperin my hand until
| get to my desk so that | can look up or record the information |
need. If | stick it in my pocket, | will forget it. | don’t think that's—|
was like that to a certain extent before but. . .”

Perceptions and Use of Technology

Language that patients used to describe their experiences with

technology (e.g., electronic devices, Internet)

m “Well, | don’t ever know what—I mean, | never believe fully what |
read. | only believe [that you should] never believe anything you
read and only half of what you see.”

m “I don’tthink [I] ever read anything on the Internet that was scary
or [that made me] think, well, I'm gonna pretty much [stay] off the
Internet. You don’t know whether to believe [what you read] or not
anyway, so whatever.”
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costs, as well as other financial issues, such as gen-
eral financial stress and out-of-pocket expenses (e.g.,
transportation costs). Logistical barriers included
driving long distances to see providers and the incon-
venience of having their care spread out over a large
area, particularly during inclement weather. One par-
ticipant (male, aged 75 years) noted:

When them roads get icy and it’s dark in the
morning, especially when you’re leaving . . . about
6 in the morning and all the incoming traffic’s
there, it makes me nervous to drive in that stuff,
but I can do it.

Another participant (male, aged 69 years)
described the tiredness associated with long drives:
“Right now, I don’t want to drive more than is nec-
essary because it’s tiring. Not totally exhausting, but
tiring.” However, they coped with it; the same partic-
ipant stated, “Like I say, most of the stuff that I deal
with, I'm able to deal with it.” Often, logistical barri-
ers and financial issues were linked (e.g., hotel costs
during overnight drives for next-day oncology visits).

Physical symptoms: Participants described the
number of symptoms experienced, what they felt
caused symptoms, and how possible drug-drug
interactions of cancer treatments or medications to
alleviate symptoms caused additional side effects.
In addition, participants described their preexisting
expectations of symptoms associated with cancer or
cancer treatment, based on the experiences of their
family members or friends. By far, reports of a wide
range of physical symptoms dominated participant
interviews. Participants described 53 total symptoms,
which were categorized into 17 common symptom
experiences. Gastrointestinal symptoms (n = 14),
fatigue (n = 12), mucositis (n = 7), neurologic symp-
toms (n = 6), pain (n = 6), and sleep disturbances
(n = 6) were the most frequently described physical
symptoms. Participants reported the severity and
impact of symptoms on activities of daily living or
other daily activities.

When describing their symptoms, participants
often included their perceptions of what caused
the symptom (e.g., side effect of the treatment for
another symptom), the patterns of symptom presen-
tation, the frequency of symptoms, and their beliefs
that symptoms could not be controlled. Participants
often attributed the sources of their symptoms to
various aspects of cancer (e.g., cancer treatments,
medications, other symptoms). In this sample, treat-
ments, such as chemotherapy and radiation therapy,
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were seen as the reasons participants experienced
fatigue, sleep disturbances, and dizziness.

Treatments were believed to have caused symp-
toms because participants noticed altered patterns
immediately following treatment. Noticing treatment
patterns was an important aspect of participants’
developing an understanding of their symptoms and
helping them to adjust to the symptom experience.
Some participants were able to see interconnecting
relationships between symptoms. One participant
(male, aged 66 years) described the causes of differ-
ent symptoms as, “Difficulty swallowing, all that kind
of contributing overall to weight loss, and then I think
that all contributing to low energy.” However, the
interconnectedness of symptoms sometimes masked
the source of the issue. One participant (male, aged
69 years) with swallowing difficulties said, “Well,
most of it connected with the stomach and ... I don’t
know if it’s heartburn, acid reflux, indigestion. I'm
not sure just how all those are tied together. I know
they’re related.”

Based on the experiences of others, participants
also had preexisting expectations about the symptoms
that they would experience while receiving cancer
treatment. One participant said, “[A friend] has an
older sister who just got done with a bout of breast
cancer. We compare notes.” Participants discussed
the frequency with which they experienced highly dis-
tressing symptoms or, conversely, that they expected
to experience symptoms but did not. One male par-
ticipant stated, “I had some mild symptoms, but real
mild, and I just didn’t really think a whole lot of it.”
Some participants reported a complete lack of symp-
toms. One participant (male, aged 76 years) stated
that, “I’ve had no side effects from this chemo whatso-
ever.” However, this same participant went on to share
experiences that clinicians would consider to be side
effects, although he did not discuss them routinely.

Management strategies: Participants described
a wide range of techniques to help self-manage their
symptoms. In addition, they shared their reflections
on how well their symptom management strategies
worked or did not work. One participant said, “I'm
not sure that there is a strategy. More sleep?” Some
participants articulated a trial and error process
for determining the efficacy of their management
strategies.

Behavioral interventions included asking for
help, being proactive (e.g., being careful, standing
after sitting for long periods of time), and advocat-
ing for oneself. One participant (male, aged 67 years)
described a need for an individualized approach:
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Just be proactive in relation to what side effects
you do have because everybody has different

side effects. You have to look at the one that you
have and say, “OK, these are the ones that 'm
experiencing. What can I do to lessen the effect of
them?”

Pharmacologic interventions referred to the use
of medications to manage cancer-related symptoms.
Over-the-counter (e.g., diphenhydramine) and pre-
scription medications (e.g., opioids) were described
by participants as ways to manage anxiety, diarrhea,
nausea, pain, esophageal reflux, skin concerns, and
sleep disturbances. Medication was perceived as
an easy and effective way to manage cancer-related
symptoms; as one participant stated, “If I get diar-
rhea, take a pill. If I have a neck or backache, I'll
try and take some pain medicine for that or just try
and treat whatever happens with whatever I have.”
Another man said, “They told me if anything got too
bad, I could call down here any time, and they’ll give
me some medicine.” Other participants found that
medications that were used to treat their symptoms
created secondary symptoms, such as increased con-
stipation from opioid medications for pain or feeling
jittery because the dose of steroid premedication
for chemotherapy was adjusted. Some participants
described their process of taking medication to con-
trol physical symptoms. For example, one participant
stressed the importance of developing a routine to
ensure that he took his medicine at the same time
every day and that doing so was in his best interest.
Alternatively, one participant reported relying on
memory only.

Participants also described many nonpharma-
cologic strategies for managing symptoms, such as
physical activity. Participants reported using exercise,
pacing activities, taking breaks, being careful not to
overdo it, and recognizing the impact of inactivity
on function. Other nonpharmacologic interventions
included adjusting one’s diet, adjusting sleep habits,
using heat or ice packs, and using reminders. One
participant (female, aged 8o years) reported that she
learned how to develop strategies to manage side
effects by “just living with them.” Another participant
(male, aged 67 years) described his experience with
medication to manage sleeping difficulties:

It seems to be sort of like a learning experience, as
you have more treatment and you see how you can
manage what your body is doing and what things
you can take that will help make it work better.

ONF.ONS.ORG

Others described practical strategies that they
developed (e.g., carrying note cards to help with
memory while experiencing cognitive impairments).
In addition, several participants described monitoring
activities that they used to help them manage their
daily life with cancer. Monitoring activities included
using a diary, writing things down, keeping records,
and using a “hit or miss” approach to refining treat-
ment dosages. One participant clearly described his
understanding of how his treatment plan was based
on his individual response to treatment, whereas
another described understanding symptom presenta-
tion patterns based on his monitoring observations.

Perceptions and use of technology: When asked
about the use of technology to manage their symp-
toms, participants reported using smartphones,
tablets, and laptops or computers to access the
Internet. Participants also described their experiences
with technology (positive and negative), the barriers
that they encountered, information that they were not
willing to share over the Internet, and the use of their
electronic health record portal for communicating
with healthcare providers (i.e., MyChart). Several par-
ticipants discussed browsing specific websites, such as
WebMD or Google, for answers to their health-related
questions. Discerning the validity of information
on the Internet was an important aspect of seeking
information. Participants often did not readily accept
information and described the challenge of interpret-
ing the validity of information found on the Internet.

Discussion
Rural residents living with advanced cancer diagnoses
may experience challenges related to receiving cancer
care, such as having a high physical symptom burden
and needing to develop skills to self-manage their
symptoms. The findings of this qualitative descriptive
study can be used to develop symptom management
interventions for rural residents with advanced
cancer. In this study, rural residents with advanced
cancer often reported self-care and continuous edu-
cation throughout the cancer trajectory as strategies
to manage symptoms without identifying or verbaliz-
ing symptoms or symptom management as such.
Because the focus of this study was to under-
stand the symptom management experiences of
people living in rural areas, the authors did not ask
about access to providers or services. When partici-
pants reported challenges with access to care, it was
not identified as an issue. Therefore, very little data
about these barriers were collected from partici-
pants. Participants who received care at their local
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outpatient cancer center often traveled sizable dis-
tances from their homes for appointments with other
providers on their healthcare team (e.g., surgical
oncologists, radiation oncologists). Participants per-
ceived significant financial and logistical barriers to
receiving and managing cancer care as a result of their
geographic location. This is consistent with previous
research that indicates that rural residents experience
significant barriers that affect the prevention, treat-
ment, and surveillance of cancer (Jones et al., 2008;
Rosenwasser et al., 2013; Scoggins et al., 2012). These
barriers can lead to greater stress for patients in rural
areas and can compound the development of distress-
ing symptoms (Fitch et al., 2003). Participants in this
study expressed feelings of anticipatory distress asso-
ciated with having to travel to treatment centers and
feelings of fatigue because of travel. Although logisti-
cal barriers did not prevent participants from seeking
care, they increased the overall burden that rural resi-
dents faced while being treated for cancer.

In a study completed in rural Australia, patients
with advanced cancer had moderate to high symp-
tom management needs that went unaddressed
(Rachakonda, George, Shafiei, & Oldmeadow, 2015). In
addition, Gunn, Turnbull, McWha, Davies, and Olver
(2013) found that even when rural residents seek
psychosocial services from healthcare providers, the
services are often not tailored to their needs. Although
the health system in Australia differs from that of the
United States, these findings were common to the par-
ticipants in the current study’s sample as well.

Most participants denied experiencing symp-
toms when asked directly; however, they revealed
their symptom experiences in subtle or indirect ways
during the interviews. It is important to note the lack
of identification or labeling of symptoms because
patients with advanced cancer may not identify the
physical changes or sensations they are experiencing
as symptoms of their cancer, cancer treatments, or
aging. Alternatively, patients may be aware of their
symptoms but do not want to be perceived as a burden
to healthcare providers, or they may be fearful of the
consequences of revealing symptoms (Gunnarsdottir,
Donovan, Serlin, Voge, & Ward, 2002; Heidrich et al.,
2009; Ward et al., 1993). As first-line healthcare pro-
fessionals, understanding the issues patients who are
living with advanced cancer identify and how they
take care of themselves is critical.

Based on the data collected, participants’ descrip-
tions of symptoms and symptom management were
not the same as the definition developed by the
research team and clinicians. Frequently, participants
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indicated that they were “doing fine” and “not doing
anything” to manage symptoms; however, further
probing led to descriptions of significant symptoms
experienced by the participants, often in the con-
text of a story rather than in a response to a direct
question. In addition, descriptions of symptoms and
symptom management were discussed in response to
other questions instead of to the questions intended
to illicit these data. The researchers observed a pro-
cess of participants denying symptoms when asked
directly, but revealing symptom experiences when
telling stories about or otherwise exploring their
overall cancer experience. Midwestern stoicism is
a strong cultural value that is often present in this
demographic, which may lead to a lack of recognition
of symptoms or an unwillingness to describe these
experiences to researchers and clinicians for fear of
being perceived as a complainer or bother (Moore,
Grime, Campbell, & Richardson, 2013).

Participants reported that they managed
symptoms using behavioral, pharmacologic, and
nonpharmacologic strategies. During the interviews,
the researchers purposefully did not use the phrase
“symptom management” so as not to influence partic-
ipants’ responses about their management strategies.
Although the participants reported many strategies
that they developed to cope with their symptoms,
they did not identify these behaviors as managing
symptoms. Overall, participants in this sample did
not fully understand the concept of symptom man-
agement or have an understanding of the monitor and
respond process for symptoms. Many participants
did not use an intentional approach when managing
their symptoms. Participants who were systematic in
managing their symptoms stated that other aspects
of their life (e.g., being an engineer) helped them to
develop ways to analyze and respond to their cancer
symptoms. However, this was often not the norm in
this sample. Most participants used monitoring activ-
ities, not to necessarily manage their symptoms, but
to manage daily life with cancer in general.

When participants were asked directly to describe
their symptom management strategies, they over-
whelmingly discussed the use of medication. This may
be a result of information received from healthcare
professionals. Participants indicated that conversa-
tions with medical professionals about symptoms
often resulted in the receipt of a new medication;
therefore, participants’ framing of symptom manage-
ment may be limited to medication usage. Although
participants engaged in problem solving and the use
of nonmedication methods to manage symptoms,
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they did not view these behaviors as aspects of symp-
tom management. Educating patients with advanced
cancer on the definition of symptom management
may be needed to ensure that patients develop an
understanding of their role in mitigating symptoms.
Previous research has indicated that symptom man-
agement interventions have resulted in an increase in
health behaviors, improvement in health status, and
increased self-efficacy (Lorig, Sobel, Ritter, Laurent,
& Hobbs, 2001).

Almost universally, participants indicated that
they or their family members used technology, such
as the Internet, to learn about cancer or treatment
side effects, which has been previously reported in
the literature within the context of wanting to use
reputable sources of knowledge to inform cancer care
(Wickersham et al., 2014). Although experiences and
comfort levels with technology and the Internet varied
among participants, the majority noted that they or a
family member would use technology for the purpose
of managing their cancer and cancer symptoms.

Finally, this study addresses a gap in the literature
on the experience of rural residents with cancer in
general, as well as the symptom experience of patients
with advanced cancer living in rural areas. The largest
contributions of this research to the existing science
are how the data relate to rural residents who are
living with advanced cancer as opposed to survivors
who were treated with curative intent and that rural
residents with advanced cancer often educate them-
selves throughout the cancer trajectory to learn how
to best self-manage their symptoms.

Limitations

This study only reflects the experience of patients
with cancer in rural Iowa; therefore, the findings are
not generalizable to other rural perspectives across
the United States. Because members of the healthcare
team first screened participants for eligibility before
referring them to the research team, the potential for
“gatekeeper bias,” in which having members outside
of the research team assist with recruitment of qual-
itative samples can lead to bias, was present (Groger,
Mayberry, & Straker, 1999). It is important to frame
the findings of this study within the constraints of
the sampling methods. In addition, data collection
occurred primarily in a private area in the clinical
setting, which may have inhibited the participants’
willingness to share certain experiences that they
would not want their healthcare team to overhear.
Although data collection was focused on understand-
ing the symptom experience and participants’ ideas
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m To foster greater understanding and awareness of symptom man-
agement, nurses should reinforce existing symptom management
behaviors being done by rural residents.

m Because rural residents may use technology to receive addition-
al information, nurses should routinely ask patients about infor-
mation they have found online and provide education on reliable
Internet resources.

m Developing tailored symptom management interventions for rural
residents is recommended to ensure that the needs of this popu-
lation are met and that additional information and resources are
easily accessible.

about symptom management, the word “symptom”
was not used to limit bias from the participants.
Asking the participants about symptom management
directly may have influenced the findings.

Implications for Nursing

In this study, rural residents with advanced cancer
experienced a range of physical symptoms that
affected their daily lives. In addition to using stan-
dardized symptom assessment scales, oncology
nurses can use open-ended questions to elicit more
information on cancer symptoms from patients.
When directly asked about symptoms, some patients
may deny having any; however, asking overarching
questions about what has been most troubling lately
may encourage more detailed responses about the
symptom management issues being experienced by
patients who live in rural areas. Rural residents with
advanced cancer may already be using highly effec-
tive symptom management strategies, but nurses can
recommend resources for education or help patients
to reconceptualize their behaviors so that they can
recognize the symptom management strategies that
work best for them. Nurses can also reinforce pos-
itive behaviors that patients are using to manage
their symptoms. Helping patients to recognize what
they are doing well in terms of symptom manage-
ment can provide an enhanced sense of control and
self-efficacy.

In addition to the symptoms that patients are
actively experiencing, oncology nurses may assess
patients’ individual approaches to symptom manage-
ment, so that they can better recognize symptoms,
the potential causes of those symptoms, and man-
agement strategies to mitigate symptoms. Systematic
symptom management may develop naturally for
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some patients, but not for others. The evidence
demonstrates that self-reporting of symptoms may
improve median overall survival rates for patients
with cancer receiving chemotherapy (Basch et al.,
2017). Additional research is needed to evaluate how
the Internet, mobile technology, and telemedicine can
aid rural residents with cancer in reporting symptoms
and developing symptom management skills for home
care. Rural residents with cancer may be familiar with
using technology and the Internet to find informa-
tion on how to manage symptoms; however, they may
need additional guidance on finding credible sites and
using newer technologies.

Conclusion

Rural residents with advanced cancer can have
multiple barriers that may interfere with receiving
information on symptom management and adhering
to symptom management behaviors. Some individu-
als may not have a strong conceptualization of what
symptom management is apart from taking medica-
tion. When people surviving with advanced cancer
living in rural areas do engage in what healthcare
professionals would consider to be symptom manage-
ment, they often do not conceptualize it as such but
rather as simply caring for themselves. Although there
may be no difference between self-care activities and
symptom management, it is important for health-
care professionals to be able to communicate well
when developing, testing, delivering, and evaluating
symptom management interventions for individuals
with advanced cancer living in rural areas. Additional
research is needed to better understand issues with
symptom management delivery and care for rural
residents with advanced cancer, as well as when to
educate these individuals on how to best self-manage
their symptoms.
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