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Abstract

Background: Even when technology allows rural cancer survivors to connect with supportive care providers from a distance,
uptake of psychosocia referralsis low. Fewer than one-third of participants in a telemedicine intervention for identifying rural
survivors with high distress and connecting them with care accepted psychosocial referral.

Objective: The purpose of thisresearch wasto examinethe reasonsfor which rural cancer survivorsdid not accept apsychosocial
referral.

Methods: We utilized a qualitative design to address the research purpose. We interviewed participants who had been offered
psychosocial referral. Semistructured interviews were conducted 6 weeks later (n=14), and structured interviews were conducted
9 months later (n=6). Data were analyzed descriptively using an inductive approach.

Results: Ultimately, none of the rural cancer survivors (0/14, 0%) engaged with a psychosocial care provider, including those
who had originally accepted referrals (0/4, 0%) for further psychosocial care. When explaining their decisions, survivors minimized
their distress, emphasizing their self-reliance and the need to handle distress on their own. They expressed apreference for dealing
with distress via informal support networks, which was often limited to close family members. No survivors endorsed public
stigmaas a barrier to accepting psychosocial help, but several suggested that self-stigma associated with not being able to handle
their own distress was a reason for not seeking care.

Conclusions: Rural cancer survivors' willingness to accept a psychosocial referral may be mediated by the rural cultural norm
of self-reliance and by self-stigma. Interventions to address referral uptake may benefit from further illumination of these
relationships as well as a strength-based approach that emphasizes positive aspects of the rural community and individual
self-affirmation.
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Introduction

Background

Cancer survivors from rural areas experience high-levels of
cancer-related distress (the multifactorial , unpleasant, emotional
experiencethat interfereswith their ability to cope with cancer,
treatment, and symptoms effectively). As recently as 10 years
ago, fewer than 10% of al individuals with cancer were being
screened for cancer-related distress, but with wider adoption of
screening tools such as the National Comprehensive Cancer
Network Distress Thermometer and Problem List [1], as many
as 70% of individual swith cancer are now being screened [2-4].
Unfortunately, despite this high rate of screening, difficulty
connecting rura survivors with psychosocia support persists.
In fact, rates of successful referra of rural survivors to
psychosocial services remains low [5-7], which leaves rurd
survivors highly vulnerable to a range of negative sequel ae of
unmet needs including a higher risk of suicide [8-11].

Rural Head and Neck Cancer Survivorship

Survivors of head and neck cancer have unique posttreatment
sources of distress that may profoundly impact quality of life.
Cancers of the head and neck are the seventh most common
worldwide, and the ninth in the United States; more than 53,000
US men and women were diagnosed with head and neck cancer
in 2020 [12], and the number of diagnoses and deaths of head
and neck cancer continue to increase, outpacing those of most
other cancersin the United States. Over the past several decades,
survival after head and neck cancer treatment has increased
[13,14]; thus, a growing number of survivors live permanently
impacted by treatment. Head and neck cancer affects areas of
the body that areimperativefor critical activities such as speech
and swallowing. Patientswho undergo surgery to remove cancer
and surrounding tissue are left with lasting impacts on prominent
and often noticeable areas of the tongue, throat, voice box,
windpipe, or jawbone and cope with lasting pain, neck and
shoulder dysfunction, dysphagia, speech changes, and
deformitiesrelated to loss of facial integrity [15]. Research has
shown that when cancer-related distress in survivors of head
and neck cancer is not addressed, it persists far beyond the
immediate posttreatment period—as many as 5 years after
treatment, unaddressed needs persist, including pain, difficulty
chewing and swallowing, depression, and anxiety [16,17]; these
unaddressed impacts are highly and negatively correlated with
survivors' quality of life[17-19].

Unfortunately, rural survivors have more unmet emotional
needs, significantly poorer health, and higher levels of
psychological distress than their urban counterparts [20].
Ultimately, the sequal ae of unmet needslikely contribute to the
high suicide rate among head and neck cancer survivors, who
are estimated to have the second and third highest rate of all
persons with cancer [21], 3 to 4 times higher than that of the
general population [22,23]. Given increasingly higher and
widening risk of suicidefor USrural residents, thereisan urgent
need to address the cancer-related distress of rural head and
neck cancer survivors[24].
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Rural Head and Neck Cancer Survivors Low Uptake
of Psychosocial Help

Itiswell accepted that distance from careisasignificant factor
inrural survivors' reluctanceto receive referral to psychosocial
care [7,25,26]. Yet, this factor does not explain survivors
unwillingness to receive psychosocial care when distance
barriers can successfully be overcome via technology. For
example, in aprevious study [27,28], we developed and tested
a telemedicine-delivered intervention for rural head and neck
cancer survivors (called Comprehensive Assistance: Rural,
Nursing I nterventions and Guidance) to screen for cancer-rel ated
distress and make referrals for lingering posttreatment unmet
needs. The intervention was designed to overcome technology
barriers experienced by individuals living in broadband-poor
areas, by offering options for individuals without home-based
internet access to connect to a nurse with oncology
specialization. Participants (n=14) who werefound to have high
cancer-related distress (using a combination of Distress
Thermometer and Problem List measurement and a nurses
assessment) were referred to a social worker with oncology
specialization from the Cancer Center for psychosocial support,
who initially contacted patients by phone to discuss the range
of support options available (including tel ephone counseling or
support groups in their area); however, fewer than one-third
(28.6%) accepted referralsfor further psychosocia care[27,28].

Given this low acceptance, even when distance barriers were
removed, thereisaneed to better understand the psychological
reasons why referrals are rejected and to devel op interventions
toincrease acceptance; however, only one study [25] has directly
examined rural cancer survivors reasons for not seeking
psychosocial services—rural cancer survivors reported that
speaking with a psychologist or using a support group to deal
with psychosocial issuesis not an accepted social norm. This
suggested that relying on those within their own personal circle
is more acceptable than utilizing professional care to deal with
nonphysical issuesthat arisefrom cancer treatment [25]. Another
study [29], in which men reported a desire to minimize or
normalize the problem and to have emotional control noted the
high value (in help-seeking in rural settings) that is placed on
self-reliance and privacy.

It has also been suggested that stigma may be a barrier to
seeking psychosocial services, especialy within rural
communities [30,31]. Stigma occurs when a person is labeled
as less desirable than others for having an undesirable
characteristic or trait (ie, a diagnosis cancer or mental illness)
or engaging in an undesirable behavior (ie, seeking help). Stigma
can occur at the external (public stigma) or at the internal
(self-stigma) level [32]. Research specific to individuals with
head and neck cancer has found low levels of public and
self-stigmarelated to their cancer diagnosis[33], but theimpact
of stigmarelated to seeking psychosocial services has not been
explored in rural head and neck cancer survivors. Higher rates
of perceived public stigmafor seeking help (ie, the perception
that othersview those who seek help for mental health concerns
as weak or crazy) and self-stigma for seeking help (ie, the
perception of oneself as being inferior or afailure for seeking
help with amental health concern) have been shown to exist in
rural populations [31,32,34,35]. Self-stigma associated with
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seeking mental health concerns has been shown to affect the
likelihood of newly diagnosed patients with head and neck
cancer using psycho-oncology services [36]. However, past
research has been largely limited to individuals not currently
experiencing distress or who were given a hypothetical situation
and asked about what they might do rather than measuring actual
behavior or acceptance of service use. Research hasalso largely
not focused on individual s currently experiencing distresswhen
they are offered services. Given that only 28.6% of rura
survivorswith high cancer-rel ated distress accepted referral for
psychosocial care in our previous study [27], the purpose of
this research was to directly examine the reasons rural cancer
survivors accept or do not accept psychosocial referral.

Methods

Participants

We utilized a qualitative descriptive design [37] to accomplish
the study purpose. Participants were patients who had been
offered psychosocid referral during atelemedicineintervention
[27]; these patients had been recruited from the head and neck
cancer clinic at an National Cancer Institute-designated
comprehensive cancer center in the southeastern United States
that serves alarge rural catchment area and were over 18 years
of age, had compl eted active treatment for head and neck cancer
within the past 3 months, and lived in arural county (which we
defined as small metropolitan, micropolitan, or noncore and at
least 45 minutes of travel was required to reach the cancer
center).

Data Collection

Demographic, cancer-related, and level of distress data were
collected as part of the previous study [27].

During open-ended semistructured interviews conducted (by a
graduate nursing student under the supervision of the principal
investigator; audiorecorded and transcribed verbatim) 6 weeks
after the telemedicine intervention, participants who had
declined a referral during the intervention were asked to talk
about their reasons for declining, and those who had accepted
the referral during the intervention were asked if they had yet
heard from the referring provider and if the process had moved
forward.

To understand perspectives on the barriers to acceptance of a
psychosocial referral related to stigmaor rural social norms, we
attempted to recontact each participant who had been offered a
psychosocial referral for a structured interview (9 months after
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the conclusion of the intervention). We used a structured
interview guide and encouraged participants to expand on their
answersin order to gaininsight; interview questionswere drawn
from validated instruments [32,37] designed for understanding
individuals' reasons for not accepting or following through on
referrals. Participants were asked if their decision to accept or
not accept areferral was related to self-reliance (ie, feelings of
not being able to take care of one’s own problems) [29], public
stigmarelated to seeking mental health (ie, othersviewing them
negatively or in alessfavorablelight, othersthinking bad things
about them, or others seeing them as seriously disturbed or
thinking they posed arisk to others), and self-stigmarelated to
seeking mental health (ie, if accepting a psychosocial referral
would impact them feeling “inadequate,” “inferior,” or “less
satisfied with themselves’ [32,38] (Multimedia Appendix 1).
We aso sought to determine if they had met with the Cancer
Center socia worker or other psychosocial care providers.

Data Analysis

We used inductive content analysisto guide coding of the data.
Thismethodology isappropriate for establishing links between
the research objectives and the summary findings, ensuring that
these links are transparent [39] and has been used in studies to
identify characteristics of social media videos about college
students' mental health [40] and to guide the design of digital
interventionsfor mental health management among construction
personnel in Nigeria [37]. Two researchers collaboratively
categorized data into known barriers to mental health care in
rural populations. Categories were developed into themes,
categories and themes were discussed among 3 members of the
research team until consensus was reached.

Ethics

The institutional review board for health research at the
University of Virginia approved the study (HSR-IRB 20991).
Verbal consent was obtained from all participants.

Results

Participant Characteristics

All 14 individuals who had been referred for further
psychosocial help had participated (Table 1) in the first round
of interviews, and we were able to successfully recontact 6 of
the original 14 for long-term follow-up interviews. Of the 14
participants, 2 had passed away since the intervention, and we
were unable to reach 6 (Figure 1).
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Characteristic Participants (n=14)
Gender, n (%)

Male 7 (50)

Female 7 (50)
Age (years), mean (SD) 62.0 (12.4)
Race, n (%)

White 11 (79)

Black 2(14)

Asian or refused 1(7)
Ethnicity, n (%)

Non-Hispanic 12 (86)

Hispanic 2(14
Cancer site, n (%)

Oral cavity 5(36)

Thyroid 4(29)

Pharynx 2(14)

Other 2 (14)

More than one site 1(7)
Cancer type, n (%)

Squamous cell carcinoma 8(57)

Papillary thyroid carcinoma 4(29)

Other 2(14)
Cancer stage, n (%)

Early 12 (86)

Late 2(14)
Distress score® mean (SD) 58(0.3)

#The distress score was cal culated as total number of problem areas rated as 4 or higher (out of 10); scores ranged from 5.17 to 7.17.

The sample was equally split among men and women;
participants ranged in age from 39 to 80 years. The majority
were White (11/14, 79%), non-Hispanic (12/14, 86%), and the
most common cancer was squamous cell carcinoma of the oral
cavity (5/14, 36%). Over 85% of participants (12/14) had cancer
that had not spread to lymph nodes or metastasized el sewhere.

https://formative.jmir.org/2022/5/€33262

The mean distress score was 5.8 (SD 0.3) out of 10. Of note, of
the 6 survivors with whom we able to conduct second
interviews, 2 women had originally accepted referrals, but when
the social worker contacted them, neither had followed through
with receiving further assistance.
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Figure 1. Participation flowchart. CARING: Comprehensive Assistance: Rural Interventions, Nursing, and Guidance.
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Themes

We ultimately extracted 3 themes. minimization and
self-reliance; preference for use of informal support; and
self-stigmafor some but no public stigma.

Minimization and Self-reliance

When explaining their rationale for not pursuing further
psychosocial care, 6 participants made light of their distress by
minimizing it and instead focused on positivity and self-reliance.
A positive attitude was viewed as a means to regain health:

Yeah well that’s the only way to get better, isn’t it?...l
certainly try not to ever feel sad. | feel lucky [that the
cancer isin remission]. [70-year-old mal€]
Several laughed while describing their distress. One participant
who had declined to speak with asocial worker insisted that his
situation was not negative and that he could and should handle
it himself:

| had a brain bleed. They drilled a couple of holesin
my head. But life goes on! There was uh...a series of
complications with the cancer. Thisisjust a series of
misfortunes the way | look at it [laughs], and | have
to deal with them. [80-year-old male]

He then emphasized his self-reliance and strength by stating,
And | do deal with them...I’'m not an invalid or
anything.

One woman minimized her fear of recurrence, continuously

reframing her fears of recurrence as concerns, stating

it'sjust those same concerns. You know | get this sore
throat and it'slike, it'sjust a concern that the cancer
may come back like the other time. So, it's just a
concern that it'll come back like the other two

https://formative.jmir.org/2022/5/€33262

Lost to follow up (n=6)

Passed away (n=2)

times...it's not even the fear it's just the concern of
it, of it coming back. [33-year-old female]

The idea of cancer-related distress not rising to the level of
requiring outside intervention was echoed by other survivors.
Onewoman who declined areferral to the Cancer Center social
worker stated,

| just tend to view things | want to handle them
mysdlf...If | felt an absolute need [ to speak to someone
about my cancer-related distress] | would do it...|
didn’t feel an urgent need, to be honest. [71-year-old
female]

Preference for Use of Informal Support

Participants described asmall circle of people with whom they
would speak about their cancer-related distress. They reported
limiting these discussions to close family but occasionally
included close friends. One turned down the referral to the
Cancer Center social worker by explaining

my nieceisa social worker and we've had our chats.
[52-year-old femal€]
Two men reported only discussing distress with their spouses.
When asked why he had not been interested in speaking with
the Cancer Center social worker, one replied,

No. I've got great support from my wife as a
caregiver. [80-year-old male]
and the other reported that he spoke to his wife about his
cancer-related distress, but only minimally.
I'muh, I'mjust not a big talker [laughs]. My wife's
always gettin’ on me. That's just uh, just kinda the
way | am. [62-year-old mal€]
One woman expressed a similar sentiment:

What you might consider aninadequacy, or a problem
or an issue, | handle them myself, and that's just the
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way | am...It would take some getting beyond the point
of me handling it entirely on my own and feeling
comfortable in sharing with someone else
[71-year-old femal€]

However, she also suggested that her family was included as
part of her handling things herself:

My family is close, husband is very close...those are
my anchors.

Self-stigma for Some but No Public Stigma

Participants did not report public stigma associated with seeking
help for cancer-related distress. One woman who reported high
distress during the intervention but had turned down areferral
to the social worker stated,

| don't think anyone would say anything bad about
[my speaking to a social worker]. [52-year-old
female]

Despite participants sense that society would not judge them
harshly, afew of them did indicate they would judge themselves
negatively if they had followed up with asocial worker or other
mental health care provider. One woman who had originally
accepted areferral, but then never called the social worker back,
was asked if speaking to the social worker would have made
her feel that she could not handle her problems herself, and she
confirmed,

| would question it...| don't want to learn [sic] the
appearance that as I’'m getting older, | amless able
to handle my situation, and that's a protection on my
part. | try not to view anybody else that way, but |
tend to view myself more critical [sic]. [71-year-old
female]
Not all survivors shared this perception. One participant with
high distress who turned down the social worker referral stated
that he did not believe would not have felt inadequate if he had
accepted help from the social worker:

I wouldn't think there was any stigma to it.
[80-year-old mal€e]
Another participant explained that she had not accepted areferral
to the social worker because

| have a therapist. [50-year-old femal €]

She went on to explain her perspective of the impact of
socioeconomic status on her views about seeking mental health
care:

| make over $100,000, you know, | have a bunch of
degrees and everything...but | do live in a rural
area...| think for me there aren’t those barriers to
treatment.

Despite many survivors statements suggesting that seeking
mental health help for cancer-related distress is acceptable,
overwhelmingly participants still declined the opportunity to
speak to a social worker or counselor. During the intervention,
one man had self-reported high levels of nervousnessand worry
related to his cancer diagnosis, treatment, and the possibility of
recurrence, but he declined the offer of psychosocial support
fromasocial worker or participation in asupport group. During
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the follow-up interview, he reported feeling no public or
self-stigma associated with seeking help for his cancer-related
distress but was unable to articulate his reasons for refusing,
stating

The social worker thing was something that | did not
feel would help me. [62-year-old mal€]

Discussion

Principal Findings

When explaining their viewstoward not accepting psychosocial
help, head and neck cancer survivors minimized their
experiences of distress while emphasizing self-reliance and a
desireto only speak to close family and occasionally to friends.
Research hasfound similar phenomena—cancer survivorsliving
in rura populations preferred to rely on family and friends to
deal with psychosocial issues[25]. Severa studies[29,31,41-43]
have also found self-reliance and problem-minimization to be
barriersto seeking mental health treatment for rural populations.
Similarly, inaqualitative study [30], psychosocia care providers
serving a rural Australian region reported that the distress of
residents of their region had to rise to a very serious threshold
before residents would even acknowledge the existence of
mental health distress. Both their findings [30] and our findings
suggests that the rural social horms of self-reliance and desire
to not share personal information with someone from outside
the survivors' immediate circle may be key contributing factors
to not seeking help for psychological distressamong rural cancer
survivors, as well as important points to address when
developing an intervention. This is particularly important, as
prior research indicatesthat mental health care discussionswith
only family and friends are insufficient to address the profound
distress that survivors experience and that those who elect to
seek professional care find it highly impactful [44].

Consistent with past research [29], both male and femae
survivors in our study emphasized positive thinking,
self-reliance, and minimization of distress; our findings also
suggested that there were some differences between men and
women in approachesto addressing barriersto care. Men in our
study reported a smaller circle of trust, which typically only
included their wives, which is consistent with the findings of a
study with 409 rural Australian men and women which found
that rural men reported more barriers to seeking mental health
care than women [29]. Certain norms, such as a desire for
stoicism and emotional control, have been found to be stronger
barriers to help-seeking for rural men than they are for women
[42]. Because women who live in rural areas are more likely to
seek mental health carethan menwholiveinrura areas[42,45],
approaches to overcome barriers may benefit from
gender-focused interventions, for example, adyadic intervention
that includestheir spouse or caregiver may be particularly salient
for men.

Interestingly, while stigma is the most cited barrier to seeking
help, rural cancer survivorsin our study showed that the type
of stigma was especially important. Self-stigma was a barrier
to accepting areferral; public stigmawas not strongly felt. None
of the 6 individuals reported that others would view them
negatively if they were to seek help from the Cancer Center
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social worker. In turn, self-stigma associated with seeking
psychosocial services was found to be a factor that limited the
acceptance of a psychosocia referral, at least for some
participants. These findings are consistent with assertions that
stigmaisamoderately important barrier to hel p-seeking, which
have been reported by one-quarter to one-third of participants
in multiple research studies included in areview [46] and in a
study of patients newly diagnosed with head and neck cancer
[36]. One possible explanation is that the cancer experience is
viewed to be sufficiently physically and emotionally debilitating
to warrant emotional support from others but still does not rise
to a level that warrants breaking social norms oneself. One
participant referred specifically to this, stating that shetried not
to view othersthat way but viewed herself more critically. This
finding is also consistent with most research showing that
self-stigmaisamore salient barrier to hel p-seeking than public
stigma in genera populations [47] and rural communities
[30,32]. As such, self-stigma may be an important barrier for
those whose values are aligned with not seeking psychosocial
help, and thus, is not salient for everyone.

Alternatively, it may be that stigma influences other factors,
and thus, its systemic effects may not always be noticeable [48].
Others have also suggested that stigma is part of interrelated
network of barriers[49]. For example, Jennings and colleagues
[50] examined a model and linked public stigma to attitudes
toward seeking professional services through the mediators
self-stigma and self-reliance, which, being proximal to decisions
to seek help, may be more accessible to participants awareness.
Thisfinding is consistent with our theme preference for informal
support that potential mediating factors such as self-reliance
and the desire to only discloseto close family and friends were
widely endorsed and stigma factors less so. Thus, similar to
Jennings et al [50], we encourage researchers and clinicians to
continue to examine the compl ex rel ationships between different
types of stigma and other factors such as self-reliance in order
to be ableto develop more focused interventionsto increase the
use of services by those who could benefit.

Implications for Cancer Survivorship Care

Our findings suggest a potential direction for developing
interventions aimed at improving access to psychosocial care
for rural cancer survivors. Barriersto rural access are typically
grouped into 4 domains: people, place, provider, and payment
[51]. In light of increased levels of insurance coverage [51],
and ongoing technological advances that overcome
distance-related barriersto care[52], personal and cultural belief
systems need to be explored further. Thus, to continue to work
toward equitable access, amorerigorous understanding of rural
cultural belief systemsthat may limit cancer survivors openness
to receiving high-quality psychosocia support is needed.
Instruments are available that differentiate barriers [32,38,53];
however, these tools were not devel oped specifically with rural
populations; thus, customization to illuminate rural-specific
barriers may be needed. As such, researchers may consider
amending instruments by including questions specific to rural
populations.

Clinicians caring for rura survivors may need to be aware if
they hold any negative perception of or implicit bias toward
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rura culture. Current approaches toward improving access to
care have been devel oped in the context of an urban health care
delivery system [54]. For example, rather than viewing aspects
of rural culturethrough adeficit lens(ie, stigmaand self-reliance
as barriers to access), we should strive to develop culturally
appropriate interventionsthat leverage the considerabl e strengths
of therural setting (ie, resilience, strong community networks)
to design effective interventions that connect rural survivors
with care [55].

A strength-based approach that might be particularly salient is
one based in self-affirmation theory [56-58]. Self-affirmation
theory notes that we are inherently motivated to keep a positive
sense of self-worth, and when we experience information that
could decrease positive self-perceptions (ie, reduce the belief
that we are sdlf-reliant and self-sufficient), we are driven to
protect positive views of the self, which can result in avoidance
of treatment for mental health issues [59,60]. Fortunately,
self-affirmation theory also assertsthat we can reducethisdrive
to protect our self-worth, and thusincrease likelihood of seeking
therapy, by using self-affirmations (ie, reflecting on a positive
and self-relevant persona characteristic or values) prior to
confronting information that could decrease these positive
self-perceptions. Self-affirmation interventions have started to
receive some support for increasing the use of psychosocial
services [59-61] but need to be further evaluated with rural
cancer survivors. This approach, if tailored to this population,
may be ableto directly reduce barriers to access such as stigma
and self-reliance.

Study Limitations

Our study was qualitative, and as such, findings were meant to
provide a direction for further research and were not meant to
be generalizable. Still, there are severa limitations that may
have had an impact on our findings. The sample size (n=14)
was small, and we were only able to recontact 6 individuals to
discuss specific barriers. It is possible that with alarger sample
size we may have found additional themes. The number of
participants also made it difficult to fully evaluate differences
in perceptions between rural women and men, or between people
with different types of stages of cancer. Finaly, we did not
collect data on participants education level, which is a
significant driver of differencesin stigma perceptions[62] and
was also highlighted by one participant. Evaluating our findings
in the context of education level and cancer stage may have
provided additional insight into driversof participants reluctance
to seek psychosocia help. Researchers should exploretheimpact
of stigmaand self-reliance on psychosocial referral uptake using
guantitative instruments and with alarger sample size, to better
understand which populations may be experiencing these
impacts. More precise information about how self-reliance and
stigma create barriers to help-seeking will be important in
developing customized interventions for rural individuals and
should be considered when targeting behavioral changeinrural
populations.

Conclusions

To the best of knowledge, this study is the first explore
self-reliance, rural social norms, and self-stigma as barriers to
connecting rural survivorswith psychosocial care. Our findings
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suggest that rural cancer survivorswho experiencethesebarriers  distress. Further research, with alarger sample, to explore these
may be reluctant to seek psychosocial care, even when they  barriersisneeded to devel op effective interventionsto increase
identify themselves as having high levels of cancer-related psychosocial referral uptake in this population.
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