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Abstract

Objective—To explore perceptions of primary care physicians’ (PCPs) and oncologists' roles,
responsibilities, and patterns of communication related to shared cancer care in three integrated
health systems that used electronic health records (EHRS).

Study design—Qualitative study.

Methods—We conducted semi-structured interviews with ten early stage colorectal cancer
patients and fourteen oncol ogists and PCPs. Sample sizes were determined by thematic saturation.
Dominant themes and codes were identified and subsequently applied to all transcripts.

Results—Physicians reported that EHRs improved communi cation within integrated systems,
but communication with physicians outside their system was still difficult. PCPs expressed
uncertainty about their role during cancer care, even though medical oncologists emphasized the
importance of co-morbidity control during cancer treatment. Both patients and physicians
described additional roles for PCPs, including psychological distress support and behavior
modification.

Conclusions—Integrated systemsthat use EHRs likely facilitate shared cancer care through
improved PCP-oncol ogist communication. However, strategies to facilitate a more active role for
PCPs in managing co-morbidities, psychological distress and behavior modification, as well asto
overcome communication challenges between physicians not practicing within the same integrated
system, are still needed to improve shared cancer care.

Introduction

The incidence of cancer isincreasing in patients over the age of 50 years,1 who often have
multiple chronic conditions.23 Because cancer patients with co-morbidities experience
worse disease free and overall survival,*9 this presents challenges for effective cancer care.
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Better integration of primary care providers (PCPs) into the cancer care team may be an
important strategy to alleviate the burden of co-morbidities during cancer care.

Shared cancer care, where clinicians from different specialties jointly manage a patient,
includes the cancer survivorship continuum from diagnosis to post-treatment surveillance. 10
One shared cancer care model proposes that PCPs manage chronic diseases, referrals, and
physical and emotional health, while oncol ogists manage cancer treatment and communicate
with PCPs about survivorship care.1% Responsibilities are proportionally divided between
PCPs and oncol ogists depending on the cancer survivorship phase. Another model describes
fluctuating oncologist and PCP participation, depending on whether a patient has active,
remission, or relapsed cancer.1! Both models interpret shared care as alternation of primary
responsibility between oncologists and PCPs based on the survivorship phase, the success of
which depends on the quality of hand-offs between clinicians. However, PCPs are often
disconnected from the cancer team due to ineffective communication and poor integration of
treatment plans between physicians.1213 Despite the importance of the PCP' s role, effective
integration and communication between cliniciansis not well understood.

In this study, we interviewed cancer patients with additional co-morbidities, PCPs, and
oncologists to describe clinicians' roles and patterns of communication in shared cancer
care. We examined these issues within three integrated health systems that co-locate PCPs
with oncologists and utilize electronic health records (EHRS) that can facilitate
communication and potentially enhance the process of care coordination.14.1°

Between April through August 2009, we approached 26 patients receiving primary care and
colorecta cancer (CRC) treatment at a VA health system and 23 PCPs and oncologists
[including radiation oncology (RO), surgical oncology (SO), and medical oncology (MO)]
practicing in either one of three settings: VA, alocal comprehensive cancer center, or a
county health system. Clinical sites were integrated health systems located within the same
geographic area and used an EHR. Ten patients and 14 physicians were enrolled for in-depth
individual interviews.16

Patients with non-metastatic CRC diagnosed within two years prior to enrollment were
recruited from alocal VA cancer registry. We first reviewed medical recordsto identify
patients who received primary care at the same VA health system for a co-morbid medical
illness (i.e., chronic obstructive pulmonary disease, cardiovascular disease, or diabetes
mellitus) known to impact CRC outcomes. Early stage CRC patients were then chosen for
interviews due to their favorable prognosis.1” To address perceptions that VA practice
patterns are distinctly different, we purposively sampled PCPs and oncol ogists from VA and
non-VA settings to assessif responses were thematically different.18 Patient subjects were
recruited until thematic saturation was achieved, defined a priori as when the final three
patient interviews yielded no new information. Thematic saturation for clinician interviews
occurred when ongoing data analysis yielded no new information or redundancy of theme
categories across all sites and specialties. 16

Three in-depth, semi-structured interview guides!® were developed for patients, oncologists,
and PCPs to assess their perceptions of communication and care coordination for cancer
patients with co-morbidities. Patient interviews asked about cancer’s impact on their life,
treatment goal communication with physicians, and co-morbidity related symptoms. PCPs
were asked to envision cases of cancer patients with co-morbidities, and then describe their
roles and communication with patients and oncol ogists regarding co-morbidity management
and overall medical care. Oncologists described treatment planning for complex cancer
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patients, their perception of PCP rolesin cancer care, and communication with patients and
PCPs. Structured interview probes asked participants about the impact of EHRs on delivery
of integrated care and communication. Informed consent was obtained before each
interview. Interviews were conducted in person for approximately 20-45 minutes, audio
tape recorded, and professionally transcribed. Patient subjects received a $15 cafeteria
voucher. The study was approved by the local Institutional Review Board.

The research team included an expert in doctor-patient communication and qualitative
research, aprimary care provider with expertise in chronic disease epidemiology, an
oncologist, and a project coordinator with qualitative research experience. At least two
investigators identified emerging themes and coded meaningful sections of each transcript.
All investigators reviewed transcripts independently to improve reliability. The group
discussed dominant themes and codes until consensus was reached. The final codes were
applied to all transcripts. 16

Eight (58%) of 14 physicians were oncology specialists. Patient characteristics are
summarized in Table 1 and physician characteristics are summarized in Table 2, stratified by
primary care and oncology categories. Qualitative analysis identified 3 dominant themes
pertaining to shared cancer care: 1) communication among physicians was partially
facilitated by the EHR, 2) lack of clarity persisted regarding the prioritization and
responsibility for co-morbidity management, and 3) participants described two additional
shared cancer care roles for PCPs.

Electronic health record connects physicians in integrated health systems

Physicians believed that the EHR improved communication and efficiency within their
hospital system.

“Here everything is electronic...| think that’s the way to communicate...we e-mail
sometimes’ (MO 4)

“Sometimes I' [l put [a question] in my progress note and identify [PCP] as a co-
signer so they can see my thinking and address any [chronic disease] issue...” (MO
5)

“1 don't have to contact [oncologists] too much about basic things ... [electronic
notes] are all accessible.” (PCP 11)

“We aretotally on EMR ... we [can] reference results and then e-mail somebody
[through the EMR].” (PCP 13)

The perceived value of the EHR in an integrated health care system was a so reflected in
physicians reported difficulty communicating with physicians from outside hospitals.

“Communication can definitely become a barrier, especially people not inside your
same system...trying to figure out what the other one’ s doing” (MO 6)

“The [electronic] note... is easily accessible by every other physician... on the
same system....it's obviously not as easy [with external physicians]” (PCP 8)

However, when describing communication outside on€e’ s integrated system, physicians
reported problems with sending letters and believed patients were becoming the messengers.

“Some patients [say] | just talked to your surgeon about my case. Why do | haveto
talk to you again [about] the whole thing?’ (MO 4)
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“ Sometimes the patients convey messages. .. between specialists, but can develop
conflict if the patient has a different agenda.” (PCP 11)

“[with the EHR] the flow of information is pretty good ... [getting outside records]
can be hugely inefficient.” (RO 17)

Despite the EHR and other advantages of an integrated system, physicians within the same

system still used direct communication via phone calls or email to communicate when
specific urgent problems arise.

“1 don't have to contact [oncologists] too much about basic things...[EHR notes
are] al accessible...when I’'m contacting them...usually email, occasionally
paging...if urgent... to clarify something that isn’t in the note or a major
discrepancy between the patient and the oncologist” (PCP 11)

“We have a once-a-week tumor board... to get good communication with [other
physicians]” (RO 15)

There were no substantive responses from participants describing the use of EHRsto

develop shared cancer care models despite specific probes about the use of EHRs and care

coordination.

Co-morbidity management role: prioritization and responsibility

All participants acknowledged the primacy of cancer treatment compared with co-
morbidities. Patients, oncol ogists, and PCPs reported some uncertainty about the role of
PCPs and priority of co-morbidity management during acute cancer treatment.

“The cancer hasreally been the forefront ...but when | feel better... the breathing
problem [will be] back to the front.” (patient 6)

“Other illnesses take an immediate back seat [to cancer]...” (SO 3)

To further emphasize this point, several PCPs perceived themselves in marginal
roles.

“[Patients'] most important concern is getting [their cancer] treated ... astheir
cancer getstreated... and prognosis [improves] then you might go back to treating
more intensively the chronic iliness” (PCP 9)

“[Cancer] diminishesthe role of primary care...it interrupts [a patient’ s| regular
routine ...” (PCP 11)

Medical oncologists, in contrast, described how adverse effects of cancer treatment can
affect co-morbidity control and that uncontrolled co-morbidities limit cancer treatment
options.

“If they have long term survival then their co-morbid illnesses have to be managed
much more carefully... If the patient has very severe co morbid illnesses,
sometimes you’ re not able to treat the cancer as aggressively” (MO 5)

In fact, oncologists advocated active PCP involvement during acute cancer care.

“Some of our treatment...may aggravate [co-morbidities], so we need closer
collaboration with primary care” (MO 4)

In addition, two PCPs discussed needing to assume more assertive roles in treating the
chronic illnesses of cancer patients.

“1 really took a back seat...had to actively initiate contact with the oncologist”
(PCP 13)
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“Didn’t want to lose focus on hypertension... make sure that cancer doesn’t end up
being a distracter” (PCP 11)

The theme of role uncertainty was crystallized by conflicting views of medical oncologists
about who provides primary care during cancer treatment. One view was that oncologists
orchestrate all aspects of care during cancer management but utilize PCPs as a co-morbidity
consultant.

“It’ s the difference between principal care and primary care...not their primary
care, but who will...have a grasp of the whole picture of cancer treatment...” (MO
4)

“1 encourage patients to continue the management of [chronic illness] with their
PCP...I’m so sub-specialized now that | don’t really feel comfortable managing.”
(MO 6)

The other medical oncology view wanted to let the oncologist assume responsibility for both
cancer and co-morbidities to facilitate patient convenience.

“...inmost cases, | take on aprimary carerole...because they’re coming in very
frequently for oncology care...and [patients] don't feel well enough to go to
multiple physicians, so |...take care of any problem that might arise” (MO 5)

Surgical and radiation oncol ogists were clear in only managing cancer related issues.

“We don’t control the diabetes...We focus only on the cancer.” (RO 15)

Additional PCP roles: psychological distress and behavior modification support

Patient, oncol ogists, and PCPs identified two additional roles for PCPs during active cancer
care. Thefirst PCP role involved support for psychological distress from cancer diagnosis
and treatment.

“1 find that patients... often use their primary care appointments during their cancer
treatment almost as adjunct therapy sessions... | have patients with very early stage
diseasethat... are cured, but still have trouble refocusing on their chronic
conditions because they’re so traumatized” (PCP 11)

“My PCP is good about listening to my concerns and problems... The cancer clinic
needsto listen closer” (patient 6)

Oncologists noted that their role in psychological support involves promoting hope, rather
than exploring psychological distress.

“1 try to always give some kind of optimistic perception...hope but with that
specific patient’ s reality.” (SO 1)
In addition to the psychological impact of cancer, physicians also described the cancer
experience as an impetus for patients to consider healthy behavior changes.

“Patients... say ok, I’'m not going to go through [cancer treatment]...just to get
lung cancer because I’ m still smoking, so... [they] make themselves quit.” (MO
10)

“The vigilance regarding the cancer gets translated to vigilance about other
diseases.” (PCP 11)

While patients often improve their weight or smoking habits due to cancer and treatment,
maintenance in the cancer surveillance phase is difficult.
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“Patients get cancer and they lose weight... their [co-morbidities] become in
excellent control ... 1 try to encourage the patient’s... not to gain back... [but]
sometimes they gain it back.” (MO 5)

Thus, the second PCP role that emerged was support for maintenance of healthy behavior
modification and goal setting.

“The treatment godl is... to understand there's a [diabetes] target to reach, and we
are going to just work with each other to reach that target. Some [patients] have
trouble understanding..., but...l explain thisis the target and they have to reach it.”
(PCP7)

Despite being ready for behavioral change, patients often do not get the behavior
modification support they need during cancer treatment. The need for increased PCP
involvement was best articulated by a patient who described minimal support from
oncologists for behavioral modification.

“[Cancer doctors] didn’t really get deep into [health goalg]. It wasjust to let me be
aware... They gave me books and stuff.” (Patient 10)

Discussion

Our study revealed insights into three major themes regarding clinicians' roles and
communication in shared cancer care within integrated health systems (Figure 1). First,
EHRs facilitated communication within an integrated system, but communication with
outside systems remained difficult. Second, PCPs were uncertain about co-morbidity
prioritization during cancer care, but oncologists highlighted the importance of co-morbidity
management by PCPs during cancer treatment. Lastly, participants described two additional
roles for PCPs during chronic cancer care: support for psychological distress and behavior
modification.

PCPs and oncologistsin integrated systems used the EHR for management questions,
communicate decisions, and review medical records, whereas external physician
communication required phone calls, letters, or using patients as messengers. Although
physicians within integrated systems used direct verbal or email communication for specific
guestions, the EHR enabled asynchronous communication for information exchange and
care coordination between PCPs and oncol ogists.1# Participants did not cite any electronic
communication strategies which could facilitate communication outside of one’s system.

One possibility to improve integration of physicians from different health systemsisweb
portals, where patients or physicians can access medical information electronically viaan
encrypted website.1920 Web portal technologies could potentially enable all PCPs to access
their patient’s cancer history and communicate with the oncology team electronically.
Telemedicine, such as video conferences for virtual tumor boards or treatment planning
sessions, 2122 might also help overcome communication barriers to shared care.

Figure 1 highlights significant PCP roles in cancer survivorship care for co-morbidity
management, psychological support and behavior modification counseling. Previous shared
care models utilized primary responsibility hand-offs between PCPs and oncol ogists. Our
data suggest that active coordination between physicians with clear delineation of roles
throughout cancer care is needed to manage complex cancer patients. Integrated health
systems using EHRs not only identify areas of potential improvement in this area but also
highlight how shared cancer care and coordination may evolve in the future.1423
Participants supported PCPs managing co-morbidity in cancer patients, while oncologists
focused on cancer treatment. However, al participants expressed uncertainty regarding the
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prioritization of co-morbidity management. Patients and PCPs stated that cancer became the
main management priority, while co-morbidities took backstage and were readdressed if
cancer treatment was successful. Conversely, medical oncologists highlighted the
importance of PCPsin acute cancer care based on co-morbidity impact on cancer treatment
options, e.g., steroid induced hyperglycemia or uncontrolled hypertension from
bevacizumab. Medical oncologists had mixed views regarding their role in co-morbidity
management. Most felt that they coordinated cancer care, but specific co-morbidity
management was a PCP role. A minority of medical oncologists managed co-morbidities
and cancer for patient convenience. Surgical and radiation oncologists consistently felt that
co-morbidities were the PCP role. Evidence suggests that patients, PCPs and oncologists
agree on minimal involvement of oncologists with co-morbidity management.24

Another theme that emerged was PCP recognition of psychological distress and behavior
modification needs (Figure 1). Many PCPs described their role as helping patients cope with
distress, whereas both medical and surgical oncologists described framing discussions to
maintain hope. Cancer survivors can continue to have anxiety after cancer treatment;2> no
guidelines on psychosocial support management for survivors exist.26-27 Patient surveys
suggest that PCPs can contribute to cancer patients quality of life and psychological state
through coping support and mental health referrals when needed, 2822 while oncologists can
focus on balancing hope with honest disclosure.30

Cancer diagnosis and treatment compl etion are teachable moments for behavior
modification3! where PCPs can provide tools for healthy lifestyle changes. However, given
time constraints PCPs face, greater clarification and support is needed for the PCP rolein
behavior modification during cancer survivorship.32 Once psychosocial needs are identified,
PCPs may refer to ancillary services, such as support groups, psychologists, nutritionists,
etc. if they are unable to directly address these issues.33 Certain integrated health settings
such asthe VA have effectively implemented behavioral psychologists as part of the
primary care team to assist in coping or behavior modification strategies and teach PCPs
techniques that briefly integrate these strategies into routine clinic visits.3334

Our study has severa limitations. The small sample size and study design cannot provide
guantitative estimates of observed patterns and themes. Qualitative research is by design
hypothesis generating and devel ops novel conceptual models rather than tests specific causal
relationships of an a priori model. Generalizability islimited by inclusion of only male
veterans and physicians from one geographic area. Consistent with qualitative methodology,
the study used purposive sampling to identify a broad representation of specialistsinvolved
in shared care across three different integrated health systems.

Given the effect of co-morbidities on cancer survival outcomes, PCPs skilled in chronic
disease management are necessary throughout cancer survivorship. Our study suggests a
more active role for PCPs in managing co-morbidities, psychological distress and behavior
modification in shared cancer care. Novel strategies are needed to clarify responsibilities at
the PCP-oncologist interface and enhance PCP engagement within acute cancer care. While
EHRs may improve communication between PCPs and oncol ogists within integrated
systems, innovative information technology-based interventions are needed to overcome the
challenges to achieve shared care between physicians from different systems.14
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Elements for integrated cancer survivorship care
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Figure 1.

Coordination of primary care physicians and oncol ogists within Integrated Health Systems
using Electronic Health Records: modes of communication, defined responsibilities, and
additional rolesfor PCPsin cancer care.
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Table 1

Demographic characteristics of colon cancer patients interviewed (N=10)

Patient Characteristics n (%)
Age

40— 60 years 3(30)

60 — 80 years 5 (50)

>80 years 2 (20)
Gender

Male 10 (100)

Female 0
Race/ethnicity

White 6 (60)

Black/African American 3(30)

Hispanic 1(10)
Time since cancer treatment began

3-6 months 2(20)

6-12 months 5 (50)

12-24 months 3(30)
Education completed

Primary or secondary school 4 (40)

Some college/trade school 6 (60)
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Demographic characteristics of physicians interviewed (N=14)

Table 2

Physician Characteristics Primary Care (N=6) | Oncology (N=8)
n (%) n (%)
Gender
Femae 4(67) 2(25)
Male 2(33) 6 (75)
Ethnicity
White 2(33) 5(63)
Black/African American 1(17) 0(0)
Hispanic 0(0) 2(25)
Asian/Pacific |slander 3(50) 1(12)
Practice setting
VA hospital 1(17) 6 (75)
Comprehensive cancer center 2(33 2(25)
County health system 3(50) 0(0)
Oncology specialty
Medical oncology 3(37.5)
Surgery oncology 3(37.5)
Radiation oncology 2(25)
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