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Abstract

Introduction: Men with long term advanced cancer of the prostate can be considered transitional cancer survivors
because many have complex physical, emotional, and psychosocial needs that extend beyond the active treatment
period.

Methods: Health care providers completed a survey identifying the needs most common to men with advanced
prostate cancer. Descriptive statistics were used to describe the sample and analyze the survey data, including means
for continuous variables and frequencies for categorical variables. Qualitative content analysis was used to analyze the
cancer-related topics suggested by the respondents that were not included in the questionnaire.

Results: Thirty providers completed the survey. Mean age of respondent was 46.8 years. The majority of
participants reported that their race was White, indicated that they were physicians, and reported that they practiced in
outpatient or ambulatory care settings. The respondent’s mean years in the current clinical role, current clinical setting
and experience with people with advanced cancer was 17.8 years, 11.0, and 17.3, respectively. The needs identified
by the respondents as important (listed from highest to lowest frequency) were help with decisions (92%), help with
hands-on care (88%), and referral to community resources (88%), financial assistance (85%), help with anxiety or
depression (85%), help with grieving (77%), and help with an advanced directive (73%). The needs that least likely
to be addressed by the health care providers in their clinical settings were financial assistance (95%), spiritual care
(84%), and help with grieving (58%).

Discussion: While community-based physician practices are able to address the direct physical needs, they may
have limited ability to provide emotional, spiritual or financial support that are needed by families. Given the large and
growing number of long-term survivors, the time has come to develop comprehensive plans of care that integrate

palliative care principles throughout all phases of the cancer journey.
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Background and Significance

Prostate cancer is the second most common cancer in American
men. The American Cancer Society (ACS) [1] estimated that 241,
740 new cases of prostate cancer will be diagnosed and 29,720 men
will die of prostate cancer in 2013. At this time there are 2.5 million
men living with prostate cancer in the United States (U.S.) [1,2]. The
National Cancer Institute (NCI) estimated that half of all of the living
cancer survivors have prostate cancer [3]. Due to advances in screening
and treatment for prostate cancer and the relatively slow growth rate
of prostate cancer, a large survivor community has arisen [4]. Fewer
than 5% of men newly diagnosed with prostate cancer will present
in the advanced stages of the disease. However, after the completion
of medical and surgical anti-cancer therapies, up to 40% of men will
develop advanced metastatic disease [5,6].

Miller et al. [6] proposed the concept “transitional cancer survivor”.
A transitional cancer survivor is years past the initial diagnosis and
treatment and is living with long-term physical, emotional and
psychological sequale related to the treatment or the disease itself
(including recurrent disease). Men with advanced cancer of the
prostate can be considered transitional cancer survivors because many
have complex physical, emotional, and psychosocial needs that extend
beyond the active treatment period. Common cancer or treatment-
related physical symptoms in advanced prostate cancer include
bone pain [6], fatigue [6-8], nausea, anorexia, erectile dysfunction,
and bladder incontinence [6]. Emotional and psychosocial needs of
survivors with advanced prostate cancer and their caregivers are also
very significant and may not always given the same priority as the
physical needs. Important psychosocial needs for patient, intimate
partner and other caregivers include support with decision-making
[9,10], management of depression and anxiety, emotional support for

changes in intimacy and sexual relationships [11-14], and identification
of community resources [15,16], financial assistance, and assistance
with advance care planning [15-17].

Given the complex needs of men with advanced prostate cancer
survivors and their caregivers [4-6,10-16], it is important to know which
needs can be met by health care providers and the needs that cannot be
addressed in these clinical settings. Identification of these unmet needs
can inform the development of interventions to support men with
advanced prostate cancer and their caregivers and supplement the care
that is being provided. This study is guided by three research questions:
(1) What are the common needs of men with advanced cancer? (2)
Which physical, emotional, spiritual and psychosocial needs of men
with advanced cancer and their caregivers can be met by health care
providers? (3) Which physical, emotional, spiritual and psychosocial
needs of men with advanced cancer and their caregivers cannot be met
by health care providers?

Participants and Methods

A survey design was used to identify the needs of men with prostate
cancer as identified by health care providers who care for men with
advanced prostate cancer. The target group for survey was urological
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practices in eastern North Carolina and oncology health care providers
at two teaching hospitals, one located in eastern North Carolina and
the second in central Virginia. Health care professionals who cared
for men with advanced prostate cancer were invited to participate in
a survey.

The study was approved by the Institutional Review Board for
the Social Sciences at the researchers’ institutions prior to any data
collection activities. The participants were invited by e-mail or fax to
complete a survey designed to identify the needs salient to patients with
advanced cancer and their caregivers. We also sent out e-mails to list
serves of two cancer centers in the south inviting them to participate
in the study. Each participant received a cover letter signed by the
researcher, a demographic information sheet, and a survey. The cover
letter stated the purpose of the study, length of time to complete the
survey, participation was voluntary and that there was no compensation
for completing the survey. Further, confidentiality and anonymity were
addressed with the following statement, “Because of the nature of the
data, it may be possible to deduce your identity; however there will be
no attempt to do so and your data will be reported in a way that will not
identify you.” The surveys were returned to the research team by fax
or computer-generated survey software. We recorded only the number
of surveys returned and made no attempt to follow-up on individual
surveys with a reminder e-mail, post card, or fax. Each person who
completed a survey on-line received a customized e-mail message
with a unique Uniform Resource Locator (URL). The customized
URL allowed a prospective respondent to pause the survey, save their
responses, and return at a later time to resume the survey (using the
same or a different computer). This also ensured that they did not
complete the survey more than once.

Demographic data were collected with a 6-item survey and 7- item
demographic information sheet that included 8 topics related to the
needs of men with advanced cancer and their families or caregivers
(Survey Questionnaire). The survey was developed for this study by the
research team from a review of hospice and palliative care literature
about the needs of people with advanced cancer (Figure 1) [15-17].
Three fixed-item questions asked respondents to identify (1) the needs
of men with advanced prostate cancer, (2) which of the needs (identified
in Question 1) could be met in their clinical setting, and (3) which of
the needs identified in (Question 1) could not be met in their clinical
setting. Each of the fixed-item questions were followed by fill-in-the-
blank questions that provided respondents with an option to identify
additional patient/family needs and invited the respondent to identify
other types of assistance needed by men with advanced prostate cancer
and their caregivers. The demographic information sheet and survey
were designed to be completed in an on-line survey format or by hand
with a pencil or pen. The survey was estimated to take 10-15 minutes
to complete.

Descriptive statistics were used to describe the sample and analyze
the survey, including means for continuous variables and frequencies
for categorical variables. Qualitative content analysis was used to
analyze the cancer-related topics suggested by the respondents that
were not included in the questionnaire [18]. Themes were identified,
retrieved, and grouped for interpretation of the data.

Results

Table 1 describes the sample characteristics. Thirty providers
completed the survey. Mean age of respondent was 46.8 years. The
majority of participants reported that their race was White, indicated
that they were physicians, and reported that they practiced in outpatient
or ambulatory care settings. The respondents mean years in the current
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Figure 1: Needs of patients with advanced cancer as identified by health care
providers.

Sample characteristics *n=25 ** n=26 ***n=23

Age (mean)* 46.8

Duration in current role (mean)* 17.8

Duration in clinical setting (mean)* 11.0

Years of experience with 17.3

Advanced Cancer (mean)***

Race/ethnicity* Frequency | Percentage
Caucsausian 20 80
African-American 3 12
Native American 0 0
Asian American 1 4
Hispanic 1 4
Primary Occupation** Frequency Percentage
Physician 18 69
Registered nurse 3 12
Nurse practitioner 1 4
Mental health provider 1 4
Other 3 12
Primary Clinical Setting™*

Ambulatory care/outpatient 16 61.5
Hospital 7 26.9
Long-term care 1 4
Other 1 4

Table 1: Sample Characteristics.

clinical role, current clinical setting and experience with people with
advanced cancer was 17.8 years, 11.0, and 17.3, respectively.

The survey questionnaire-summarizes needs of patient and
families with advanced cancer (common needs of men with advanced
cancer identified, needs that can be met in the clinical settings of the
respondents, and needs that cannot be met by the respondents). Firstly,
respondents were asked to identify the most common need of men
with advanced cancer and their caregivers. The needs identified by the
respondents (listed from highest to lowest frequency) were help with
decisions 92% (24), help hands-on care 88% (23) referral to community
resources 88% (23), financial assistance 85% (22), help with anxiety
or depression 85% (22), help with grieving 77% (20), and help with
an advanced directive 73% (19). The respondents also had the option
to identify common needs of advanced prostate cancer patients and
their caregivers that were not included in the survey using an open-
ended text field. Qualitative data analysis of the responses in the
open-ended text field revealed additional needs of men with advanced
prostate and their caregivers, such as pain and symptom management,
patient/family education, referrals for other services, hospice-specific
information and providing support for the whole family.
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Secondly, the respondents were asked to identify needs that could
be met in the clinical settings of the respondents. The needs that the
respondents selected (from most frequent to least frequent frequency)
were help with decisions 74% (17), referral to community resources
65% (15), help with anxiety and depression 61% (14), help with
grieving 57% (13), assistance with an advance directive 52% (12),
help with hands-on care 39% (9), and financial assistance 17% (4).
The respondents were also given the option to use an open-ended text
field to identify needs that could be addressed in their clinical settings,
but were not included in the survey. Two respondents reported that
there were needs that were not listed on the survey that they were able
to meet in their clinical settings. The first respondent stated that they
were able to provide advice about symptom management, managing
medication, and communicating with family and friends. The second
respondent wrote that they provided indirect support in making
decisions or facilitating a referral to another provider for spiritual care.

Lastly, participants were asked to identify needs that could not be
met in the respondent’s clinical setting. Only 63% (19) participants
responded to this question. The needs least likely to be addressed were
financial assistance.

95% (18), spiritual care 84% (16), and help with grieving 58% (11).
Just as in the first and second questions, respondents were invited to
write in needs that could not be addressed in their clinical setting.
When the responses in the open-ended text field were analyzed two
respondents shared needs that that they were not able meet in their
practice setting. Help with symptom management was not provided in
the clinical setting of the first respondent and the second respondent
stated that they did not provide training with hands-on care. Discussion
of the study findings, limitations, and implications for research will be
presented below.

Discussion

The purpose of this study was to identify, from the clinician
perspective, needs salient to patients with advanced prostate cancer
and their caregivers, which of these needs could be met in the clinic
settings of the respondents, and which needs could not be met. We
had three major findings: (1) our sample was very experienced in their
current clinical roles, clinical settings and in their experience working
with people with advanced cancer, (2) consistency between needs
identified in the literature and the needs identified as salient to our
respondents and (3) health care providers reported a limited capacity
to provide emotional, spiritual or financial support, as compared to
the list of some needs they could meet. Each of the findings will be
discussed below.

As to the first finding, the respondents to our survey were very
experienced in their current clinical role, current clinical setting and
experience with people with advanced cancer. The gold standard for
research is having studies conducted at teaching hospitals or cancer
centers. At a teaching hospital or cancer center palliative care services
are more likely to be available in the inpatient setting, consultation
service or specialty clinic in the ambulatory care setting. However,
given the long disease trajectory of prostate cancer, much of the care
for men with advanced prostate cancer is occurring in community
based practices [19,20].

We found consistency between the common needs of men with
advanced prostate cancer identified in the literature and those affirmed
by our respondents. For example, the most common need identified
in the current study was help with decision-making [9,10]. Men
with advanced prostate cancer and their caregivers face complex,

emotionally-laden decisions, such as beginning, changing or stopping
anti-cancer treatment [5,6,10] or considering hospice [9]. Supporting
decision making is a significant intervention used by throughout
the disease trajectory by all member of the interdisciplinary team,
especially the physician [5,6,9,10]. Another important need identified
by providers in the current study was referral to community resources.
People with advanced cancer and their families require assistance to
identify important resources such as financial resources to pay for
medication, equipment and supplies, direct hands-on care at home or
at a facility within the community [14-17]. The ability to make referral
to community resources is an important service that community-based
practices can provide.

Relating to the third finding, health care providers were less likely
to provide emotional, spiritual or financial support. It is interesting to
note that fewer respondents answered the question about the needs
that they could not meet in their clinical settings. We know that in busy
clinical settings, the focus is on providing medical and nursing care
that is needed during the office visit [19,20]. A comprehensive plan of
care for a person with advanced prostate cancer and their caregivers
includes support for psychosocial concerns such as emotional support,
spiritual care, assistance with an advanced directive, and financial
education [4,16,17,21].

Implications for Palliative Care

Internationally, palliative care interventions have been
incorporated throughout the trajectory of a life-threatening illness
[22]. In comparison in the United States, the concepts of palliative care
and hospice are conflated. Palliative care is described as synonymous
with hospice care, and is often used as euphemism to describe all end-
of-life care. The median length of stay for hospice patients in the US is
19.1 days [23] and 30-35% of people who are admitted to hospice die
within seven days or less of admission [23,24].

If a physician or advanced practice nurse applies this narrow
interpretation of palliative care to include only those people who
meet hospice eligibility criteria [25], transitional cancer survivors with
prostate cancer, their intimate partners and caregivers will only have
access to clinically significant palliative care interventions for only the
last days or weeks of life instead having these important interventions
integrated throughout the disease course [17,22]. Hospice care should
be included for end-of-life care as an appropriate care transition rather
than an intervention introduced during the last days of life.

Strengths, Limitations and Future Directions

The current study had several strengths and limitations. To our
knowledge, this is the first study to focus on the palliative care needs of
transitional advanced prostate cancer survivors. Secondly, our sample
was very experienced in their current clinical roles, clinical settings
and in their experience working with people with advanced cancer.
The majority of the respondents to the survey were community-based
urological providers with a mean of 17.1 years of experience working
with patients with advanced cancer. Experienced community-based
providers can be a great resource of data about the needs of patients
with advanced cancer.

This study had limitations that should be noted. First, given the
small sample size, the non-random voluntary-response sampling
strategy and lack of data on the number of surveys sent out and the
response rate, providers who responded to the survey may not be
representative of the population of health care providers for people
with advanced prostate cancer. Second, we did not have enough
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information about the settings so that we could have stratified results
by specific types of clinical settings or volume of patients seen in the
setting. Respondents who provide care to a large volume of patients/
families may often have more comprehensive services, such as social
workers or financial counselors. Third, a self-administered mailed
survey was a cost-effective method to collect data from participants
across a large geographical area [26,27], but this method of data
collection did not provide opportunities for the research team to talk
directly with participants to gather additional information about the
needs the practice could provide and especially for needs that could
not be provided in their practices, such as symptom management and
grief counseling.

Given the limitations noted above, future studies should include
increasing the sample size to reach a larger pool of health care
professionals who provide care to people with advanced cancer,
developing mixed-methods studies that allow for direct communication
with health care providers, patients and families to explore the needs
that are salient to the experience of living with advanced cancer, and
identifying associations between the needs identified by patients/
families and health related quality of life (HRQOL).

Conclusion

The purpose of this study was to identify, from the clinician
perspective, needs salient to patients with advanced prostate cancer
and their caregivers, which of these needs could be met in the clinic
settings of the respondents, and which needs could not be met. Two
of most common needs identified in the current study were help with
decision-making [11,12] and identification of community resources.
Of the needs identified community-based physician practices report
limited capacity to address the direct physical needs, they may have
limited ability to provide emotional, spiritual or financial support that
are needed by families. Providing help with emotionally laden decision-
making such as advance care planning, and the identification of
resources are often time consuming for a busy community practice, but
these services and more are readily available from an interprofessional
palliative care team [17,22]. Given the large and growing number of
long-term survivors, the time has come to develop comprehensive
plans of care that integrate palliative care principles throughout all
phases of the cancer journey [21].
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