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Introduction

The numbers of cancer survivors are increasing as
early detection and cancer treatment improves. In
1999 there were almost 10 million cancer survivors

in the US: site-specific five-year survival rates for
the most prevalent cancers are 98.8 for prostate
cancer, 86.4 for breast cancer, 61.7 for colon cancer
and 15.0 for lung cancer (Jemal et al., 2004). Due to
these improving survival rates, a large portion of
cancer care now involves post-treatment care.
Unfortunately, many cancer survivors are experi-
encing ‘follow-up fallout’, that is, they are not get-
ting adequate medical surveillance and follow-up
of cancer-related issues (Wang, 2002).

Increasingly, community-based primary care
providers are being called on to serve as the 
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‘medical home’ for cancer survivors and to respond
appropriately to their unique sets of needs
(Brotzman and Robertson, 1998; Centers for
Disease Control, 2004; President’s Cancer Panel,
2004). Delivering appropriate care to patients with
a history of cancer involves a broad set of compe-
tencies including: knowledge of evidence-based
cancer-specific surveillance guidelines to detect
recurrent cancers; knowledge of genetic suscepti-
bility to cancer of both the patient and the family;
promotion of cancer-related risk reduction behav-
iours; monitoring for and managing cancer treat-
ment complications; dealing with psychosocial
problems related to the cancer experience; atten-
tion to cancer- and noncancer-related chronic and
emergent health problems; and helping patients
negotiate the cancer specialty care system (Kattlove
and Winn, 2003).

To date, very little is known about post-treatment
cancer care in the community health care sector.
The purpose of this study was to conduct a pilot
study of the types and extent of problems and
challenges faced by community-based primary
care physicians in caring for these individuals. We
were particularly interested in detecting any asso-
ciation between practice location and the types 
of challenges faced by providers, since there is 
evidence that rural providers face more challen-
ges in helping cancer survivors access health care
resources (Liff et al., 1991; Howe et al., 1992). It
was also hoped that these survey findings might
yield useful information for developing relevant
continuing medical education programs and con-
tent for medical school curriculum.

Methods

Human subjects’ approval for this study was
granted for by our University Institutional Review
Board in March 2004.

This study data comes from a survey of 141 com-
munity-based primary care physicians (family 
medicine, general medicine and paediatrics) who
practice in rural and nonrural settings in North
Florida. The physicians in this sample specifically
are those who serve as preceptors to first-year med-
ical students at the University of Florida during
their two-week required course in community-based
primary care.

Surveys were sent by mail to these 141 physicians
during the months of April and May of 2004. The
surveys were sent three times to maximize response
rates (Dillman, 1978). Anonymity was maintained
by including no items in the survey that could
specifically identify the responding physician. All
physicians who received the survey were asked to
send back a postcard by separate mail to indicate
whether they had completed the survey or if they
refused to complete the survey. The survey instru-
ment titled ‘Meeting Needs of Patients with Cancer’
was a two-page self-administered survey, including
sociodemographical information, practice charac-
teristics, numbers and types of cancer patients seen
by the physicians, their perceptions of the needs of
the patients with cancer histories they see in their
practice, their evaluation of the degree of difficulty
these patients have in meeting these needs, and
their evaluation of the degree of difficulty they had
as providers in meeting the unique needs of
patients with cancer histories.

Descriptive statistics were used to explore respon-
dent characteristics and to examine the distribution
of responses to the survey questions. To examine
associations between physician characteristics and
their reporting of the problems their patients with
cancer histories face, Likert-scale responses were 
re-coded into two-level variables (where responses
of ‘never problematic’, ‘seldom problematic’ and
‘sometimes problematic’ were collapsed into ‘little or
no problem,’ and responses of ‘often problematic’
and ‘always problematic’ were collapsed into ‘some
problem’). The same process of recoding was per-
formed on the Likert-scale responses to questions
about challenges the physicians face in caring for
cancer survivors (‘never a challenge,’ ‘seldom chal-
lenging’ and ‘sometimes challenging’ compared to
‘often challenging’ and ‘always challenging’). Chi-
square analyses were used to explore statistically 
significant associations between physician character-
istics (specialty, gender and practice location) and
their perceptions of cancer care.

Results

Response rate and respondents’ characteristics
Of the 141 physicians in the original sample, one

was no longer in practice, six had incorrect addresses
and one physician was incorrectly identified as a
primary care physician. Of the remaining 133
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physicians in the sample, 26 sent back cards indi-
cating they did not want to participate (19%), and
42 did not respond to any of the three mailings and
did not send back a card (32%).The final response
rate was 50% (66/133).

Family medicine physicians made up the major-
ity of respondents followed by general internal
medicine and paediatric physicians (Table 1). The
average time since completion of clinical training
for these respondents was 16 years. The majority 
of the respondents were male. Respondents were
diverse in regards to where they practised and type
of practice setting: approximately one-third prac-
tised in rural areas, and the majority of the respon-
dents worked in either a group practice or solo
practice; the remainder worked in public health or
community-based clinics and hospital outpatient
settings. The volume of monthly patient visits for
these primary care practices ranged from 100 to
1500 per month, and averaged 461 per month.

Volume and types of cancers seen in primary 
care settings

Survey respondents were asked to estimate the
volume and types of cancer histories they saw in

their practices. Specifically, they were asked ‘Can
you give me an estimate of the per cent of patients
you saw in the past year who were diagnosed with
cancer sometime in their lives’. On average, the
physicians reported that 10% of their patients had a
history of cancer (Table 2); 35% reported that more
than 10% of their patients had a history of cancer.
Physicians were also asked to list the types of can-
cers and estimate the total number of patients with
specific types of cancers they had seen in the past
year. The types of cancers are listed in order of the
frequency physicians reported seeing them among
their patients (Figure 1). Skin cancer was far the
most frequent cancer seen in these primary care
practices. Respondents’ estimates of other prevalent
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Table 1 Provider and practice characteristics

Frequency Per cent

Specialty
Family medicine 36 55.4
General internal medicine 18 27.7
Paediatrics 11 16.9

Years post-training
1–9 years 12 18.7
10–19 years 33 51.6
20 years or more 19 29.7

Gender
Female 17 29.8
Male 40 70.2

Type of practice
Solo 25 38.5
Group 29 44.6
Othera 11 16.9

Practice location
Rural 23 36.5
Nonrural 40 63.5

Average monthly patient volume
1–400 30 46.9
400 34 53.1

a Includes public health department, hospital outpatient
and ‘other’

Table 2 Respondents’ estimates of cancer survivors
treated (per cent of patients seen in past year)

Estimated per cent Frequency Per cent
ranges

0.5–5 22 35.5
6–10 18 29.0
11–15 9 14.5
15 13 21.0

Skin cancer (including melanoma)

Breast cancer

Prostate cancer

Colon and rectal cancer

Lung

Female reproductive system cancer

Lymphoid cancers

Leukaemia and AML

Head and neck

Kidney and urological

Pancreatic cancer

Liver and biliary tree

Bone and soft tissue sarcomas

Brain and CNS cancer

Othera

a Includes appendreal, carcinoid, clear cell carcinoma,
myeloma and multi-myeloma, gastric and peritoneal

Figure 1 Types of cancer seen in patients of community-
based primary care providers, in order of frequency
reported
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types of cancers seen in their practice in order of
reported frequency included breast, prostate, colon,
lung and reproductive system cancers. The remain-
ing cancers listed in Figure 1 were reported with
much lower frequencies.

Problems faced by cancer patients and barriers 
to getting needs met

Physician respondents were asked to rate the
frequency with which they encountered 18 specific
problems faced by patients with histories of cancer
(Table 3). Cancer survivors and their families’ emo-
tional problems were the most frequently encoun-
tered problems: specifically patients’ ‘fear, anxiety
or depression’ and ‘family problems with coping’.
They also reported patient problems with main-
taining employment after cancer. Cancer and can-
cer treatment side-effects, especially pain, were
also seen as problematic for patients by over one-
third of the physicians. Patients’ problems access-
ing supportive care resources (i.e., care-giving
resources, counselling services and advice on com-
plementary therapies) were reported by approxi-
mately one-fifth of the physicians.

Problems seen with less frequency by these
physicians were barriers to specialty cancer care

(i.e., choosing types of cancer treatment, choosing
a cancer provider), and access barriers (distance to
cancer providers, paying for treatment and access-
ing follow-up care).

Challenges to providing care to cancer survivors
in primary care settings

Physicians were asked to rate the level of chal-
lenge they typically faced in certain aspects of car-
ing for cancer patients. Far the most challenging
aspect of care for these physicians was promoting
cancer-related risk reduction behaviours with
patients; almost one-half of the physicians viewed
this as particularly challenging (Table 4). Approxi-
mately one-quarter of the respondents reported
feeling challenged in attending to patients’ and
families’ fear of recurrence. One-fifth of the respon-
dents were also challenged in the areas of knowl-
edge of and capacity to use cancer surveillance
data and assessing and treating delayed complica-
tions of cancer. Few of the physicians experienced
challenges in communication with their patients’
oncologists, in assisting terminal patients with palli-
ation and support, and in providing advice and
referrals to patients with recurrences.

There were no statistically significant differences
in physicians who practised in rural vs. nonrural
areas in terms of their reported challenges in car-
ing for patients with cancer histories. There were
also no significant associations between any other
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Table 3 Per cent of physicians who encounter specific
problems faced by cancer patients in their practicea

Specific problems Per cent 
reporting 
problem

Patient’s fear, anxiety or depression 62.9
Family problems with coping 51.6
Pain 41.9
Maintaining employment 40.7
Chemotherapy side-effects 38.7
Radiation side-effects 33.9
Accessing care giving resources 27.9
Accessing counselling services 23.7
Advice on use of complementary therapies 20.0
Distance to a cancer provider 19.7
Choosing a cancer provider 17.7
Advice on use of herbs and supplements 16.9
Sexual side-effects 16.9
Accessing support groups 16.4
Paying for cancer treatment 14.5
Lymphedema 13.1
Accessing follow-up care 12.9
Choosing type of cancer treatment 8.2

aPer cent of physicians who responded ‘often’ or 
‘always’ a problem

Table 4 Per cent of physicians who typically 
experience specific challenges in caring for patients 
with cancer historiesa

Type of challenge Per cent

Promoting cancer-related risk reduction 48.3

Attending to patients’ and families fears 27.9
of recurrence

Knowledge and capacity to use cancer 21.2
surveillance data

Assessing and treating delayed 21.7
complications of cancer

Assisting patients with advice and 18.3
referrals for recurrences

Assisting terminal patients with 16.4
palliation and support

Communication with oncologists caring 16.1
for my patients

aPer cent of physicians who responded ‘often’ or
‘always’ a challenge
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practice or physician characteristics, and reported
challenges to caring for cancer survivors.

Discussion

This study, though limited in its generalizability, is
the first known survey of community-based phys-
icians’ views on the problems and challenges of
caring for patients with cancer histories in primary
care. Our findings indicate that physicians are
aware of the various physical, emotional and social
problems faced by the many cancer patients they
serve in their own communities; and they perceive
some important, though often under-recognized
challenges in providing quality follow-up cancer
care to their patients.

Much of cancer care takes place outside of can-
cer centres, hospitals and oncology practices.
According to US national data, approximately 15%
of cancer care visits occur in primary care settings
(Institute of Medicine and Commission on Life
Sciences, 1999). The respondents to this survey
reported having substantial numbers of patients
with a variety of cancer histories in their practice.
Previous research suggests that primary care
physicians may under-estimate the number of
patients with cancer histories they treat since
there is evidence that some cancer histories, par-
ticularly paediatric cancer histories, are not always
identified in primary care settings (Kadan-Lottick
et al., 2002).

Providing quality care to patients with cancer
histories in community-based primary care set-
tings is complicated by the unique and wide ran-
ging types of problems survivors experience.
Although the majority of the physicians we sur-
veyed believed it was particularly challenging to
provide cancer risk reduction information, attend
to survivor’s emotional problems, and to conduct
appropriate surveillance for recurrences, there is
evidence for the competency of primary care physi-
cians in these areas.A randomized-controlled trial
compared follow-up of breast cancer patients
between primary care settings and hospital out-
patient settings in the UK. This analysis showed 
no delay in diagnosing recurrence and no differ-
ences in patients’ anxiety or quality of life for
those patients followed by primary care physicians
(Grunfeld et al., 1996).The same authors examined
relative costs of the two schemes for follow-up

care and found that the primary care physicians
actually ordered more diagnostic tests than the
specialists, but that costs to the patients were lower
in primary care (Grunfeld et al., 1999).

All primary care providers, regardless of their
specialty or practice setting, can take an active
lead in the routine management of the health care
needs of cancer survivors. In terms of surveillance
for cancer recurrence, current post-treatment can-
cer surveillance guidelines are less intensive than
previously published guidelines, and require min-
imal routine surveillance methods that are for the
most part compatible with primary care practice
(Smith et al., 1999;Anthony et al., 2004). For exam-
ple, for breast cancer surveillance the American
Society of Clinical Oncology recommends a monthly
breast self-exam, annual mammography, careful
history and physical examination every three to six
months for three years, then every six to 12 months
for an additional two years, then annually (Smith 
et al., 1999).

The most prevalent short-term cancer-related
side-effects reported in the literature are pain,
fatigue and depression; long-term and late effects
include secondary cancers, cognitive changes, car-
diorespiratory dysfunction, sexual dysfunction
and infertility, fatigue, menopausal symptoms, and
mood disorders (Aziz, 2002; Dow, 2003). The
physicians in this sample identified pain, and side-
effects of radiation and chemotherapy as problem-
atic for their patients with cancer histories.

Reported prevalence rates for pain vary
broadly, from 14% to 100%, and most studies have
focused on patients in active treatment for cancer
or on patients with advanced cancer not on long-
term survivors (Carr et al., 2002). A prospective
study of post-treatment, disease-free head and neck
cancer patients found that 48% of patients experi-
enced pain at diagnosis, and 25% still reported
pain at 24 months (Chaplin and Morton, 1999).
Types of pain in chronic cancer pain sufferers
include soft tissue, bone, visceral or neuropathic
pain primarily (Petzke et al., 1999; Davis and Walsh,
2004). Pain is believed to be generally under-
treated in cancer survivors.The diagnosis of pain is
complicated by the reluctance of many patients to
complain of pain and fears of opioid addiction,
and these beliefs may be especially relevant in
underserved minority patients (Anderson et al.,
2002). Other barriers to appropriate pain manage-
ment include inadequate training on standards of
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care in managing cancer pain, lack of time and
resources to address pain, and concern about regu-
latory sanctions for overuse of opioids (National
Institutes of Health, 2002).The World Organization
of Health (WHO) has published a pain manage-
ment guideline involving an evidence-based three-
step analgesic ladder approach which can be useful
for chronic cancer pain regardless of the aetiology
(World Health Organization, 1996).

The common cancer-related side-effects are com-
plex, often subjective experiences. They are hard to
measure,and they often overlap with each other and
with common symptoms of other chronic illnesses.
These lingering and sometimes delayed effects of
cancer treatments can vary widely from patient to
patient; yet they contribute in a large part to the
quality of life of cancer survivors and thus require
more refined clinical attention and a broad spec-
trum of potential interventions. Lacking clear evi-
dence for what side-effects to anticipate, physicians
are faced with ambiguity in appropriate monitoring,
diagnosing and treating the consequences of cancer
treatment.

Our data did not provide support for the hypoth-
esis that physicians in rural practices face more
challenges in caring for patients with cancer histor-
ies than physicians in nonrural areas. It is interest-
ing that overall, the physicians in rural practices
seemed to encounter fewer challenges than the
physicians in nonrural practices. Since our sample
was very small, we cannot draw any conclusions
about the rural/nonrural differences in caring for
cancer survivors. We plan to follow up this pilot
study with some qualitative data collection from
community-based primary care physicians to
explore more closely some of the challenges faced
in providing care to cancer survivors and to examine
specific geographical issues in accessing specialty
and supportive care.

Published physician response rates for mail sur-
veys are lower on average than non-physicians,
specifically 54% compared to 68% (Asch et al.,
1997). Although our survey generated a response
rate close to the published average, it is important
to note that our survey results are not generalizable
to all community-based primary care physicians
since we did not use a representative sampling pro-
cedure. It is possible that responders had higher
numbers of cancer patients in their panels then
non-responders, and were thus more highly moti-
vated to complete the survey. However, we had no

method of examining this potential source of bias.
There was no statistically significant difference
between in proportion of respondents vs. non-
respondents who practised in rural areas. However,
we also had very limited power for examining dif-
ferences between rural and nonrural respondents,
and thus our results of no differences found in
challenges to care based on practice location must
be viewed with caution and examined in larger
samples. Finally, the physicians who were surveyed
were also a select group in that they were originally
selected to meet the requirements of having the
potential for being good teachers, having a setting
conducive to student learning in primary care (and
thus solo practices are over-represented), and they
agreed to take first-year medical students into their
offices for two and half weeks each year. In the
future we would like to see similar data collected
on larger and more representative samples of com-
munity-based primary care sites, including a broader
sampling of primary care providers and public
health departments in rural and medically under-
served clinics, in order to derive more conclusive
information on what providers need in terms of
training and support to facilitate their provision of
optimal health care to cancer patients.

The challenge is to continue improving the care
of cancer patients in community care settings. We
need to increase awareness about the vital role
community-based primary care providers play in
recognizing and actively addressing cancer-related
problems, and to encourage and assist primary
care providers in taking a central role in the con-
tinuum of care for cancer patients. To date there is
very little data available on what is actually hap-
pening in post-treatment cancer care in community
health care settings, or information on the training
needs of primary care physicians and other types
of health care providers working with cancer sur-
vivors. Our study provides some limited but useful
data on these topics.
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