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Abstract

PURPOSE—The aim of the current study was to assess whether the quality of patient—provider
communication on key elements of cancer survivorship care changed between 2011 and 2016.

METHODS—Participating survivors completed the 2011 or 2016 Medical Expenditure Panel
Survey Experiences with Cancer Surveys (N = 2,266). Participants reported whether any clinician
ever discussed different aspects of survivorship care. Responses ranged from “Did not discuss

at all” to “Discussed it with me in detail”. Distributions of responses were compared among all
respondents and only among those who had received cancer-directed treatment within 3 years of
the survey.

RESULTS—In 2011, the percentage of survivors who did not receive detailed instructions

on follow-up care, late or long-term adverse effects, lifestyle recommendations, and emotional
or social needs were 35.1% (95% CI, 31.9% to 38.4%), 54.2% (95% ClI, 50.7% to 57.6%),
58.9% (95% Cl, 55.3% to 62.5%), and 69.2% (95% ClI, 65.9% to 72.3%), respectively, and the
corresponding proportions for 2016 were 35.4% (95% ClI, 31.9% to 37.8%), 55.5% (95% ClI,
51.7% to 59.3%), 57.8% (95% ClI, 54.2% to 61.2%), and 68.2% (95% ClI, 64.3% to 71.8%),
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respectively. Findings were similar among recently treated respondents. Only 24% in 2011 and
22% in 2016 reported having detailed discussions about all four topics. In 2016, 47.6% of patients
(95% Cl, 43.8% to 51.4%) reported not having detailed discussions with their providers about a
summary of their cancer treatments.

CONCLUSION—Clear gaps in the quality of communication between survivors of cancer and
providers persist. Our results highlight the need for continued efforts to improve communication
between survivors of cancer and providers, including targeted interventions in key survivorship

INTRODUCTION

The number of survivors of cancer in the United States is increasing and expected to
exceed 20 million by 2026.1 In addition to the fear of recurrence, many survivors of cancer
experience residual symptoms and other long-term effects of the cancer and its treatment,
such as fatigue and distress.12 Survivors of cancer also face a higher risk than the general
public of new, biologically distinct cancers.34 Given the complex physical, psychosocial,
social, and spiritual needs of this population, the increasing number of survivors of cancer
underscores the growing need to address the information and care gaps faced by survivors,
such as those highlighted in the Institute of Medicine’s 2006 report, From Cancer Patient
to Cancer Survivor: Lost in Transition.> The seminal report recommended survivorship care
planning to facilitate care coordination among survivors, cancer specialists, and primary
care providers (PCPs) in addressing late or long-term adverse effects, emotional and social
needs, and healthy lifestyles. The report also suggested patients receive a written and
communicated survivorship care plan (SCP) that summarizes their diagnosis and treatment,
describes possible late effects, and delineates a follow-up care plan that incorporates
available evidence-based standards of care.® The SCP was envisioned as a tool to deliver
patient-centered care by facilitating patient—provider communication.

Patient—provider communication is central to the delivery of high-quality, patient-

centered care, which has been associated with improved adherence, satisfaction, and self-
management,’ and aligns with the core principals of medical ethics.® In a nationally
representative survey of survivors of cancer conducted in 2011, nearly one half of patients
reported that they had never had a detailed discussion with any provider about late or
long-term adverse effects, emotional and social needs, or lifestyle recommendations, and
more than one quarter of patients reported not having a detailed discussion about follow-
up care.? Since that time, several guidelines have been issued and policies instituted

aimed at improving the quality of survivorship care planning. Of note, the National
Comprehensive Cancer Network, American Cancer Society, and ASCO have issued
guidelines for survivorship care.19-22 Resources for developing SCPs also have been
developed by individual medical centers and organizations, such as LIVESTRONG and
the National Coalition for Cancer Survivorship,17:23 and the implementation of SCPs has
attracted much research.24-26 |n 2012, the American College of Surgeons’ Commission

on Cancer (CoC) —a leading accreditation body that establishes standards to ensure
quality, multidisciplinary, and comprehensive cancer care delivery in health care settings—
developed multiple standards aimed at improving survivorship care and mandated the use of
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SCPs in organizations seeking accreditation (standard 3.3).2” To maintain accreditation, CoC
required cancer programs to offer SCPs to 25% of eligible patients by the end of 2016, with
a goal by the end of 2018 of 50% (lowered from the original goal of 75%).27-29

In this descriptive study, we use data from both the 2011 and 2016 Medical Expenditures
Panel Survey (MEPS) Experiences with Cancer survey to assess whether the quality of
patient—provider communications regarding key elements of survivorship care has improved
over time.

Data Source and Study Sample

Measures

MEPS is a nationally representative household survey of a US civilian noninstitutionalized
population on health care utilization and costs. The 2011 and 2016 MEPS included a self-
administered questionnaire—the Experiences with Cancer Survey—that specifically targets
survivors of cancer age 18 years and older. This questionnaire was designed to enable a
detailed assessment of the burden of cancer, including the impact of cancer and its treatment
on access to health care, the ability to work and participate in usual activities, health
insurance, patient—provider communication, and quality of life.30 The overall response rate
for the MEPS was 54.9% in 2011 and 46% in 2016. Among MEPS respondents who were
eligible to complete the Experiences with Cancer Survey, response rate was 90% in 2011
and 81.2% in 2016. We excluded those respondents whose sole cancer diagnosis was a
nonmelanoma skin cancer, as has been done elsewhere.® Our analytic sample consisted of
1,202 and 1,064 survivors from 2011 and 2016, respectively.

The survey asked: “At any time since you were first diagnosed with cancer, did any doctor
or other health care provider, ever discuss with you: The need for regular follow-up care

and monitoring even after completing your treatment? Late or long-term [adverse] effects

of cancer treatment you may experience over time? Your emotional or social needs related

to your cancer, its treatment, or the lasting effects of that treatment? Lifestyle or health
recommendations[,] such as diet, exercise, [or] quitting smoking? and A summary of all the
cancer treatments you received? (2016 only)”. There were four possible responses to each
question: “Discussed it with me in detail”, “Briefly discussed it with me”, “Did not discuss it
at all”, or “I don’t remember”.

Respondent characteristics included age (18 to 44 years, 45 to 49 years, 50 to 54 years,

55 to 59 years, 60 to 64 years, 65 to 69 years, 70 to 74 years, and = 75 years), sex, race/
ethnicity (non-Hispanic white, others), marital status (currently married, others), education
(less than high school, high school, college, advanced degree), income level (low, middle,
and high income categorized as < 124%, 125% to 399%, and = 400% of the Federal
poverty line, respectively), insurance coverage (any private, public only, uninsured), usual
source of care (yes/no), number of comorbidities (0, 1, 2, 3, = 4; derived from eight
self-reported ailments: arthritis, asthma, cerebrovascular disease, coronary artery disease,
diabetes mellitus, emphysema, hypertension, and myocardial infarction), time since last
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cancer treatment (currently receiving treatment, <1 year, 1 to 3 years, 3 to >5 years, . 5
years, never treated, and treatment status not ascertained), and cancer type (colon, prostate,
breast, uterus, other).

Data Analyses

Descriptive statistics were stratified by the year of the survey. Weighted distributions of
responses to questions about survivorship care discussions in 2011 and 2016 were compared
in the entire sample and the subset of respondents who had received cancer-directed
treatment within 3 years of the survey. Proportional distributions of each response type

and the not ascertained/refused category were graphically examined across the years of the
survey. For statistical comparisons, we dichotomized these responses about communication
quality into two categories: “Discussed with me in detail” versus “Briefly discussed it

with me”, “Did not discuss it at all”, or “I don’t remember”. In additional analyses, we
reclassified responses about communication quality as any discussion (“Discussed with me
in detail” or “Briefly discussed it with me”) versus no discussion (“Did not discuss it at all”
or “I don’t remember”). Respondents in the not ascertained/refused category were excluded
from statistical comparisons. We conducted XZ tests of independence in the entire sample
and the recent treatment subset to examine whether the proportion of respondents in the two
categories varied by the year of the survey. All analyses were conducted using Stata/IC 14
software (STATA, College Station, TX; Computing Resource Center, Santa Monica, CA)
and accounted for the complex MEPS survey design.

RESULTS

Descriptive statistics are listed in Table 1. The majority of respondents were female, non-
Hispanic white, and married. There were only minor differences in the distributions of
respondent characteristics between 2011 and 2016.

Distributions of responses to questions about key elements of survivorship care were
similar in 2011 and 2016 (Fig 1). Proportions of respondents who did not receive detailed
discussions—that is, received brief or no discussion—about key elements of survivorship
care were statistically similar across the years of the survey. Specifically, the proportions

of respondents who did not report detailed discussions about follow-up care were 35.1%

in 2011 (95% ClI, 31.9% to 38.4%) and 35.4% in 2016 (95% CI, 31.9% to 37.8%).

In 2011, the proportion of patients who did not have detailed discussions about late or
long-term adverse effects of treatment was 54.2% (95% ClI, 50.7% to 57.6%) and healthy
lifestyle or behavior change recommendations 58.9% (95% Cl, 55.3% to 62.5%). Similar
proportions were observed for 2016 at 55.5% (95% CI, 51.7% to 59.3%) and 57.8% (95%
Cl, 54.2% to 61.2%), respectively. The proportions of those who reported not having
detailed conversations about emotional or social needs related to cancer or its treatment
were 69.2% (95% Cl, 65.9% to 72.3%) in 2011 and 68.2% (95% Cl, 64.3% to 71.8%) in
2016. Of patients, 24.4% (95% Cl, 21.6% to 27.4%) and 21.9% (95% ClI, 18.9% to 25.2%)
had detailed discussions about all four content areas in 2011 and 2016, respectively. In each
year, follow-up care was discussed in detail most frequently, whereas detailed conversations
about emotional and social needs were least frequent. Proportions of respondents who did
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not report any discussion about the four content areas also were statistically similar in 2011
and 2016 (Table 2).

These distributions of responses changed marginally when samples were restricted to
survivors of cancer who were treated within the past 3 years (416 and 366 respondents

in 2011 and 2016, respectively), but remained similar across survey years (Fig 2 and Table
2).

In the 2016 survey, 47.6% (95% CIl, 43.8% to 51.4%) of the sample did not have detailed
discussions about a summary of their cancer treatments.

DISCUSSION

We found that the frequency of patient—provider discussions about key elements of
survivorship care did not change considerably between 2011 and 2016, with only one
quarter of survivors reporting detailed discussions on all four topics—follow-up care, late
and long-term effects, emotional/social needs, and healthy lifestyle. In addition, in 2016,
approximately one half of respondents did not have detailed discussions with their providers
about a treatment summary, corroborating concerns about survivorship care delivery and the
dissemination of treatment summaries that were raised in a previous analysis of the Health
Information National Trends Survey fielded between October 2012 and January 2013.31

These findings fall short of our expectations, given the national efforts and organizations
promoting survivorship care planning, which highlights the need for improved quality of
survivorship care delivery, including the 2012 CoC mandate on SCPs as a standard for
accreditation and several guidelines on survivorship care issued by National Comprehensive
Cancer Network, American Cancer Society, and ASCO between 2011 and 2015.11-16.18,19,27
More research is required to validate our findings and identify best practices for patient—
provider communication, both at the population level and at point of care.

The multimodal nature of cancer therapy requires that many patients with cancer

see multiple providers. Thus, concomitant medical needs that involve other, noncancer
generalists and specialists may make coordination of care across the cancer control
continuum particularly challenging. Inadequate flow of information among providers, in
turn, may impede the quality of patient—provider communication and may help to explain
the suboptimal communication identified in the current study. Gaps in communication may
become pronounced when a survivor’s care management and oversight passes to the PCP.32
It has been reported that many PCPs do not consider survivors of cancer as a distinct patient
population, have difficulties identifying them through electronic health record (EHR), or
receive limited information regarding their guideline-consistent follow-up.33

Our findings provide preliminary insights into the effects of policy changes, including the
CoC mandate on SCPs, as they pertain to patient—provider communication about key areas
of survivorship care. The SCP is intended to facilitate communication and coordination
between the oncology team, other specialists, PCPs, and the patient; however, implementing
SCPs in practice has had challenges. Crucial issues regarding the implementation of SCPs
include a lack of standardized models of survivorship care, uncertainty about the timing and
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mode of plan delivery, and lack of clarity regarding how to integrate treatment plans and
summaries into the care workflow and EHRs.34:3% Other challenges include clinician time
required to create SCPs, lack of reimbursement for this time, and the lack of evidence that
SCPs improve outcomes.19:34:36.37 Congcerns also have been raised about an overemphasis
on the means—the documentation and distribution of SCPs—but an insufficient focus on
the ends: streamlining care and improving communication about sequelae of cancer, its
treatment, and other vital aspects of follow-up.3’

Providers and policymakers could address these challenges systematically to support care
coordination and the delivery of comprehensive survivorship care. Of note, there is limited
guidance on the optimal ways with which to identify and address survivors’ late or long-
term adverse effects, emotional and social needs, and issues engaging in healthy lifestyle
behaviors throughout treatment and follow-up care across diverse cancer types, treatments,
provider types, and demographic and sociocultural settings. Given these diversities, a one-
size-fits-all approach may not be feasible. Instead, communication strategies should be
tailored to the specific context in which survivorship care is delivered. To achieve this,
greater emphasis should be placed on communication skills training for providers oriented
toward cancer survivorship care planning as well as the development and dissemination of
decision aids for clinicians to facilitate patient-centered communication. With a growing
number of survivors of cancer being moved to primary care, there is a need to extend

these training opportunities to PCPs.38 In general, PCPs should be better integrated with the
survivorship care paradigm to facilitate care coordination and the flow of information during
and after the transition of care via electronic consultations or agreements between PCPs and
oncologists.

The SCP is a potentially important tool for promoting communication about survivorship
issues. Yet focusing exclusively on the documentation and dissemination of SCPs may not
be productive.3” More attention is needed on how to implement the vision behind the SCP.
Optimal uses of health information technology may need to be explored in this regard. EHRS
could play a key role in survivorship care by being continuously updated to reflect survivors’
evolving communication needs.3? Health information technology could be used in multiple
other ways to streamline the collection and dissemination of information while minimizing
the burden on providers’ time. The functionality of EHRs could be enhanced to issue
communication prompts during visits and capture the contents of communication within
visit notes which could be shared with survivors. Dropdown lists and other attributes within
survivors’ EHR portals could serve as important resources of information about sequelae of
cancer, its treatment, and other vital aspects of follow-up. Looking ahead, research could
strengthen the evidence base for best practices in communication with survivors of cancer
targeted toward better implementation of these services and informing their appropriate
reimbursement.

This study has some limitations. First, the data were self-reported, and with most
respondents being long-term survivors of cancer, there is a potential for recall bias. However,
our findings were consistent when restricted to more recently treated survivors of cancer,
and questions pertained to any provider at any time since diagnosis. This comprehensive
view of patient—provider communication is pertinent, given that survivors face increased
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risk of chronic health conditions and additional cancers across their care continuum.40-42
Second, our ability to assess the effects of more recent efforts to improve survivorship

care was limited. These efforts include the policy mandating increased dissemination of
SCPs for CoC accreditation of cancer programs by the end of 2018, and the Centers

for Medicare & Medicaid Services’ implementation of the Oncology Care Model, which
provides incentives for furnishing services that are aimed at improving the care experience
for patients undergoing systemic treatment of cancer (the 5-year performance period for
the model began in July 2016).2943-45 |ndeed, some responses even among recently treated
survivors from the 2016 survey may pertain to discussions that took place before the
implementation of policies and guidelines issued between 2011 and 2015.

These limitations notwithstanding, to our knowledge, this is the first descriptive analysis

of trends in patient perception of the quality of communication about key aspects

of survivorship care in a nationally representative sample of survivors of cancer. Our

results suggest that continued efforts are needed to improve communication between
survivors of cancer and providers, including the implementation and evaluation of targeted
interventions in key survivorship care areas. Future research should assess patient- and
provider-level barriers to communication about cancer survivorship through both prospective
and retrospective evaluations and examine potential differences in communication by race/
ethnicity, cancer type, and stage.
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FIG 1.

Patient-provider discussions of key aspects of survivorship care quality.
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Patient-provider discussions of key aspects of survivorship care quality among survivors

treated within 3 years of the survey.
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TABLE 1.

Page 12

Characteristics of Respondents to the 2011 and 2016 MEPS Experiences With Cancer Survey

Characteristic 2011 (n=1,202) 2016 (n = 1,064) P
Age, years
18-44 105 (7.8) 95 (8.0) 2532
45-49 70 (5.3) 50 (4.3)
50-54 105 (8.8) 74 (6.9)
55-59 118 (10.0) 101 (8.9)
60-64 167 (13.6) 114 (11.8)
65-69 177 (14.6) 159 (15.1)
70-74 140 (12.9) 148 (14.4)
75-84 226 (18.8) 251 (23.8)
>80 94 (8.3) 72 (6.7)
Sex
Female 735 (57.5) 649 (59.8) 3250
Male 467 (42.5) 415 (40.2)
Race/ethnicity
Non-Hispanic white 910 (85.9) 742 (82.7) .0151
Non-Hispanic black 153 (6.6) 130 (6.5)
Other 139 (7.5) 192 (10.9)
Marital status
Currently married 640 (57.2) 576 (58.9) 4869
Other 562 (42.8) 488 (41.1)
Education
< High school/missing * 251 (15.5) 215 (15.2) .6864
High school 552 (44.8) 454 (43.0)
College 194 (19.4) 174 (19.0)
Advanced degree 205 (20.3) 221 (22.8)
Income level ¥
Low 268 (14.6) 230 (15.7) 1525
Middle 537 (42.4) 436 (37.5)
High 397 (43.0) 398 (46.8)
Insurance coverage
Any private 746 (68.9) 603 (63.6) <.0245
Public onIy/uninsured*t 391 (311 461 (36.4)
Usual source of care
No 118 (7.9) 75 (6.4) 2431
Yes 1,084 (92.1) 989 (93.6)

Number of comorbidities$
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Characteristic 2011(n=1,202) 2016 (n = 1,064) P
0 243 (20.9) 177 (17.1) 3346
1 282 (25.6) 277 (27.2)
2 309 (24.5) 269 (25.9)
3 188 (15.3) 198 (16.9)
24 180 (13.7) 143 (12.9)

Time since last cancer treatment, years
Currently receiving treatment 177 (15.3) 165 (14.5) .1084
<1 101 (8.8) 93(9.7)
1-3 138 (11.5) 108 (9.4)
4-5 126 (10.5) 104 (9.7)
>5 515 (43.0) 444 (43.2)
Never treated 95(7.2) 71 (6.4)
Not ascertained 50 (3.7) 79 (7.1)

Cancer type
Colon 70 (5.4) 79 (7.0) .0815
Prostate 179 (16.2) 162 (14.2)
Breast 254 (19.2) 239 (22.2)
Uterus 65 (4.4) 65 (6.1)
Other 634 (54.8) 519 (48.8)

NOTE. Data are given as No. (weighted %), unless otherwise noted.

Abbreviation: MEPS, Medical Expenditures Panel Survey.

Less than 0.5% missing in 2011 and 2016.

"

Page 13

Low, middle, and high income categorized as less than 100% to 124%, 125% to 399%, and 400% or more of the federal poverty line, respectively.

iProportions of uninsured < 5% in 2011 and < 2% in 2016.

§Derived from the following eight self-reported ailments: arthritis, asthma, cerebrovascular disease, coronary artery disease, diabetes mellitus,
emphysema, hypertension, and myocardial infarction.
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