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Abstract

Objective—The Institute of Medicine recommends cancer survivors completing treatment be
provided with a treatment summary to facilitate delivery of patient-centered survivorship care.
However, the relationship between treatment summary receipt and patient-centered
communication (PCC) and overall quality of care (QOC) are not well understood.

Methods—Cancer survivors responding to the Health Information National Trends Survey
reported treatment summary receipt, QOC, and experiences of six core functions of PCC.
Multivariable logistic regression assessed the relationship between treatment summary receipt and
PCC. The prevalence of survivors’ treatment summary receipt and demographic/clinical
characteristics predictive of treatment summary receipt were also assessed.

Results—Of 359 respondents with a cancer history, 34.5% reported receiving a treatment
summary. Greater treatment burden was associated with increased treatment summary receipt.
Treatment summary receipt was associated with higher QOC and more PCC, both overall and for
five of the six PCC functions.
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Conclusion—The receipt of cancer treatment summaries may improve PCC and QOC for

Survivors.

Practice
survivors’

Implications—The positive relationship between treatment summary receipt and
PCC experience substantiates continued efforts to provide treatment summaries to

survivors transitioning from active treatment to survivorship care. Future research should
characterize mechanisms by which treatment summary provision may enhance PCC.
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1. Introduction

There are currently more than 14 million cancer survivors in the United States and this
number is expected to grow substantially as the population ages and survival rates improvel.
Cancer survivors must often coordinate care with multiple healthcare providers to address
their complex needs, including the late and long term effects of their cancer treatments?.
Treatment summaries are documents containing information about the survivor’s cancer
history and specific treatments received. These summaries, as part of a comprehensive
survivorship care plan, have been recommended by the Institute of Medicine and other
organizations as a way to help cancer survivors communicate with future healthcare
providers about their cancer history2=4. The American College of Surgeons’ Commission on
Cancer accreditation standards will require all patients completing active cancer treatment
be provided with a treatment summary to support the delivery of patient-centered care and
facilitate transition to post-treatment survivorship care3:5.

Many survivors have difficulty reporting on their cancer or treatment history8.7, yet are often
tasked with communicating this information to their healthcare providers during post-
treatment survivorship care. While treatment summaries are meant to facilitate
communication and coordination among providers and between survivors and providers,
reports from survivors, providers, and oncology clinics suggest that their uptake is not as
wide-spread as recommended®-11, However, beyond prevalence, we know less about the
outcomes associated with receipt of these documents or their impact on clinical care.
Specifically, the relationship between receipt of these treatment summaries and subsequent
survivor reports of factors recognized by the Institute of Medicine as critical to solving the
current “crisis in cancer care!2, such as patient-centered communication (PCC) and quality
of care (QOC) have not been examined.
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Patient-centered communication (PCC) is essential for delivering quality cancer care!2. In a
monograph published by the National Cancer Institutel0, Epstein and Street outlined six
core functions of PCC: 1. Fostering a healing patient-provider relationship through building
rapport and trust; 2. Exchanging clinical information and understanding patients’
representations of that information; 3. Responding to patients’ emotional needs; 4. Helping
patients manage uncertainty; 5. Involving patients in the decision-making process; and 6.
Enabling patient self-management through supporting patient autonomy and providing
appropriate resources!3. In survivorship care, these functions are essential. Survivors have
complex emotional needs, often surrounding adjusting to a new “normal” after cancer413,
They face uncertainty about their future health and report that fears about cancer recurrence
are among their greatest worries'6. These fears and uncertainties do not subside for long
term survivors!’. Survivors must make decisions about follow-up care preferences!19,
Survivors report feeling abandoned, as many are tasked to communicate information about
their cancer and treatment history with future healthcare providers2.

We used data from the 2012 Health Information National Trends Survey (HINTS) to assess
the relationship between receipt of treatment summaries and reports of PCC overall and for
each of the six PCC functions. We hypothesize that receipt of treatment summaries will be
associated with better PCC. We also aim to contribute to a growing evidence base on the use
of treatment summaries by describing the overall prevalence of cancer survivors’ receipt of
treatment summaries and demographic and clinical characteristics associated with receipt of
treatment summaries.

2. Methods
2.1 Survey and Sample

Data were obtained from the second cycle of the fourth administration of the Health
Information National Trends Survey (HINTS 4 Cycle 2). HINTS is a nationally
representative survey funded by the National Cancer Institute to track health
communication?0. HINTS 4 Cycle 2 was fielded between October 2012 and January 2013,
surveying 3,630 respondents for an overall response rate of 39.97%. For survey instruments
and full methodology report, visit hints.cancer.gov.

For this analysis we limited our sample to those respondents who reported a personal history
of cancer (N = 464). We further excluded individuals who had never received treatment for
their cancer or were still in active treatment (N= 97) as these individuals would not be
expected to have received a treatment summary. Survivors who did not respond to the main
outcome question about treatment summary receipt (N=8) were also excluded; in sensitivity
analysis the inclusion of these survivors in the group of individuals reporting not having
received a treatment summary did not change our results. The final sample size was 359
cancer survivors (9.9% of HINTS 4 Cycle 2 respondents).

2.2 Measures

2.2.1 Receipt of treatment summaries—Respondents indicating a previous history of
cancer answered the following question: “Did you ever receive a summary document from
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your doctor or other health care professional that listed all of the treatments you received
for your cancer?”” Response options were yes or no.

2.2.2 Patient-centered communication and quality of care—To assess PCC,
respondents were asked six questions corresponding to the six functions of PCC outlined in
the NCI monograph: “How often did the doctors, nurses, or other health care professionals
you saw during the past 12 months do each of the following: 1. Give you the chance to ask
all the health-related questions you had? (exchanging information) 2. Give the attention you
needed to your feelings and emotions? (responding to emotions) 3. Involve you in decisions
about your health care as much as you wanted? (making decisions) 4. Make sure you
understood the things you needed to do to take care of your health? (enabling self-
management) 5. Help you deal with feelings of uncertainty about your health or healthcare?
(managing uncertainty) and 6. In the past 12 months, how often did you feel you could rely
on your doctors, nurses, or other health care professionals to take your of your health care
needs?”” (fostering healing relationships). Response options were always, usually,
sometimes or never. Consistent with prior use of these items, we analyzed the responses to
the individual items by dichotomizing the responses to each PCC function as optimal
(always) vs. suboptimal (usually/sometimes/never)?L. In order to create an overall PCC
scale, we averaged the scores from the individual items and linearly transformed the scale
score to a 0-100 format.

Respondents also responded to: “Overall, how would you rate the quality of health care you
received in the past 12 months?”” Response options (excellent, very good, good, fair, poor)
were dichotomized as excellent/very good or good/fair/poor.

2.2.3 Demographic, cancer-related and clinical characteristics—Survivors
reported demographic characteristics including age, gender, education, race/ethnicity, and
annual income. Survivors reported cancer-related characteristics including cancer type, time
since cancer treatment (<1 yr, 1-5 yrs, 5-10 yrs, 10+ yrs), and types of treatment received
(chemotherapy, radiation, surgery, other). Consistent with previous literature, a treatment
burden variable was created based number of treatment modalities (one type of cancer
treatment, 2 types of treatment, or 3 or more types of cancer treatment)0.

Current clinical characteristics measured included: overall health status (poor, fair, good,
very good, excellent), usual source of care (yes, no), and comorbid conditions. To measure
comorbid conditions, survivors were asked whether a healthcare professional had ever
diagnosed them with the following conditions: diabetes or high blood sugar; high blood
pressure or hypertension; a heart condition such as heart attack, angina or congestive heart
failure a heart condition; chronic lung disease, asthma, emphysema, or chronic bronchitis;
arthritis or rheumatism; and depression or anxiety disorder. A variable was created for the
number of conditions selected (0 conditions, 1 condition, or 2+ conditions).

2.3 Analyses

Univariate statistics produced the overall proportion of cancer survivors who reported
receiving treatment summaries. Pearson chi-squared analyses were used to analyze the
association between demographic, cancer-related and clinical characteristics and the receipt
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of treatment summaries. Separate multivariable logistic regression models, with age, gender,
race/ethnicity, education, income, time since treatment, health status, having a regular
provider, treatment burden, number of comorbid conditions as covariates, were used to
assess the association of receipt of treatment summaries on QOC and optimal PCC for each
of the six dichotomized functions. An adjusted linear regression model assessed whether the
continuous PCC score was predicted by receipt of a treatment summary. Due to small cell
sizes, cancer type was not included in the models. Sensitivity analyses adding cancer type
did not significantly change results of the analysis. All data were analyzed in SPSS v22.

The majority of survivors in our sample were over the age of 65 (55.7%), female (56.8%),
Non-Hispanic White (74.1%) and had at least some college education (68.8%) (Table 1).
Survivors varied in time since treatment and cancer type, including survivors of multiple
cancers (18.7%) and the majority reported receiving only one type of treatment for their
cancer (61%). Most reported a regular source of care (85.2%) and at least one chronic
condition (79.1%).

Of the 359 respondents with a cancer history who had completed active treatment, 126
(34.5%) reported receiving a treatment summary from their doctor or other health care
provider (Table 1). In unadjusted, bivariate analyses, survivors who had received treatment
summaries were more likely to have had two or more types of treatments for their cancer (32
=9.84, p =.007). This relationship remained significant in multivariable logistic regression
controlling for demographic and clinical characteristics (Wald F = 10.89, p = .004).
Survivors who had reported two or three or more types of cancer treatments were over two
times as likely to have received a treatment summary compared with survivors who only had
a single type of cancer treatment (OR = 2.30, p = .003 and OR = 2.49, p = .03, respectively).
Other demographic and clinical characteristics were not associated with receipt of
survivorship care plans at the end of treatment.

In support of our hypothesis, receipt of treatment summaries was associated with higher
ratings of care quality and overall PCC (Table 2). Survivors who received a treatment
summary were over 3 times as likely to report excellent/very good care quality compared to
those who did not receive a treatment summary (OR = 3.44, p = .005). Survivors reported a
high overall level of PCC (mean = 81.54, SD = 20.60), but survivors who received a
treatment summary reported higher PCC scores compared with survivors who did not
receive a treatment summary (unstandardized beta = 7.03, p =.004).

Many survivors reported suboptimal communication on each of the 6 functions (35% for
exchanging information, 50% for responding to emotions, 38% for making decisions, 34%
for enabling self-management, 52% for managing uncertainty, and 40% for fostering healing
relationships). Survivors who had received treatment summaries were significantly more
likely to report optimal PCC for five of the six functions of PCC in cancer care (Figure 1). In
separate multivariable logistic regression models adjusting for demographic and clinical
characteristics, receipt of treatment summaries was associated with a higher likelihood of
optimal PCC for exchanging information (OR = 1.93, p =.024), making decisions (OR =
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1.96, p =.020), enabling self-management (OR = 1.91, p = .027), managing uncertainty (OR
=1.94, p = .015), and fostering healing relationships (OR = 2.13, p = .010). Receipt of
treatment summary was not significantly related to responding to emotions (OR =1.54,p =.
103).

4. Discussion and Conclusion

4.1 Discussion

Results from this analysis are unique in that they demonstrate that receipt of cancer
treatment summaries is related to higher levels of survivor-reported PCC and QOC. The
positive relationship between receipt of treatment summaries and survivors’ reports of PCC
supports the continued push to make treatment summaries the standard of care for cancer
survivors transitioning from active treatment to survivorship care. In this survey, PCC
experience was reported for the previous year and for many survivors, treatment ended some
years before. This suggests, and proponents of treatment summaries would certainly argue,
that use of these documents potentially led to a more patient-centered care experience,
through better care coordination, more survivor involvement, and less uncertainty about
survivorship care. With the present data we are unable to make causal arguments or
disentangle whether survivors who have a better relationship with their providers at the time
of treatment are more likely to receive the treatment summaries and this patient-centered
experience simply continues throughout survivorship.

Consistent with previous estimates, Health Information National Trends Survey data suggest
that receipt of treatment summaries is relatively low, with just over a third of survivors
reporting having received these documents at the end of their cancer treatment10.22.23,
Survivors’ demographic characteristics did not predict receipt of treatment summaries.
However, survivors with a more complex treatment history were more likely to report
receiving treatment summaries. Treatment summaries may be particularly helpful in
coordinating follow-up care with multiple providers for those survivors with a more
complex treatment history and therefore more potential late and long term effects of
treatment. However, future research on the prevalence and utilization of treatment
summaries for individuals with more complex treatment histories is warranted as some
previous literature has demonstrated that individuals receiving more than one type of
treatment are less likely to receive a treatment summary19,

Given the cross-sectional nature of these results, no causal argument can be made. The
patient-centered and QOC measures do not specify whether survivors are reporting
communication and the care experience with oncologists or other types of healthcare
providers. In addition, this study is limited by a relatively small number of cancer survivors
and a lack of data on provider characteristics (i.e., length of relationship with provider).
Receipt of treatment summaries is based only on survivor reports and may be misclassified
if an individual did not remember receiving the summary. We also have no information on
how the treatment summary was subsequently utilized or shared. Moreover, these data only
address treatment summaries; they do not assess receipt of more comprehensive follow-up
care plans, which is a separate component of the survivorship care planning process2.
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The exact process by which treatment summaries may impact PCC is unknown. The

relationship between treatment summary receipt and the six functions of PCC suggests that

these documents may foster the relationship between survivors and their healthcare

providers and lead to communication that is in line with survivor preferences. Receipt of

treatment summaries and other written survivorship care plans may foster healing

relationships through reduced feelings of abandonment and increased care coordination
between oncologists and primary care physicians®. Treatment summaries may facilitate the
exchange of information through increased discussion with primary care providers® or
survivors more accurately reporting their treatment history24, Treatment summaries may
help providers manage uncertainty through an increase in recommendations for continued
surveillance and preventionl®. Treatment summaries may enable self-management by
increasing discussions about health promotion. For many survivors, cancer represents is a
“teachable moment” to begin to improve lifestyle and promote healthy living?®. A study of
lung and colorectal cancer survivors from the Cancer Care Outcomes Research and
Surveillance Consortium demonstrated that survivors who reported receiving a treatment
summary as part of a comprehensive survivorship care plan were more likely to have talked
with their doctor about health promotion23. However it is important to note that the present
analyses cannot distinguish potential pathways by which treatment summaries may improve
these functions of PCC or discern whether receiving a treatment summary is simply a
marker of patient-centered and high-quality care.

Interestingly, receipt of treatment summaries was not significantly associated with increased
reports of healthcare providers addressing survivors’ emotional needs. Despite evidence that
psychosocial concerns are exceedingly common in the post-treatment period26,
communication about psychosocial needs between survivors and providers frequently does
not occur2’28 perhaps because comprehensive survivorship care plans often fail to address
the emotional aspects of follow-up care!! and there is no consensus about who should
provide psychosocial care2. Ensuring that survivors feel their emotions are adequately
addressed is an important aspect of patient-centered survivorship care, but a function that
may not be improved with increased provision of treatment summaries.

4.2 Conclusions

Despite being unable to draw causal conclusions from our data, results represent a starting
point to begin to understand potential effects of receipt of a treatment summary at the end of
active cancer treatment on survivors’ PCC experience going forward. The positive
association between receiving a treatment summary and experience with many of the
functions of PCC is promising.

4.3 Practice Implications

This research adds to the growing, albeit limited, body of evidence that treatment
summaries, ideally as part of a comprehensive survivorship care plan, are associated with
positive outcomes®23, As new mandates increase the prevalence of treatment summaries®,
we must continue to carefully examine their impact on clinical communication. We know
that discussions between providers and survivors of these treatment summaries and other
survivorship care planning tools do not always occur8. If these treatment summaries are
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solely pieces of paper or documents in a digital record created to fulfill a requirement, they
may not be effective in engaging survivors in the survivorship care planning process and
improving PCC30, Optimal implementation of treatment summaries in survivorship care
planning should include discussions between survivors and their provider team and
assistance with sharing these documents with other providers via integration into the
medical informatics infrastructure of the care setting3l. Future research should track how
treatment summaries are shared and used from the end of treatment forward to establish how
treatment summaries may enhance PCC and ultimately improved clinical outcomes.
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Figure 1.

Percent of optimal patient-centered communication for six functions by receipt of treatment

summary
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Characteristics of cancer survivors in the Health Information National Trends Survey (HINTS 4 Cycle 2) by

treatment summary receipt.

Total Sampleab E)eige?\j)et Received treatment summary X2 p-value (unadjusted)
treatment
summary
N =359 235 (65.5) 124 (34.5)
Demographic and Socioeconomic Factors
Gender .847
Male 153 (42.6) 99 (42.5) 54 (43.5)
Female 204 (56.8) 134 (57.5) 70 (56.5)
Age .258
18-49 51 (14.2) 29 (12.5) 22 (17.7)
50-64 105 (29.2) 64 (27.6) 41 (33.1)
65-74 104 (29.0) 72 (31.0) 32 (25.8)
75+ 96 (26.7) 67 (28.9) 29 (23.4)
Education 496
Less than High School 24 (6.7) 19 (8.2) 5 (4.0)
High School 85 (23.7) 53 (22.8) 32 (25.8)
Some College 122 (34.0) 79 (34.1) 43 (34.7)
College Graduate 125 (34.8) 81 (34.9) 44 (35.5)
Annual Income .926
< $20K 57 (15.9) 39 (16.6) 18 (14.5)
$20K to < $50K 101 (28.1) 64 (27.2) 37 (29.8)
$50K to < $75K 55 (15.3) 37 (15.7) 18 (14.5)
$75K or more 88 (24.5) 59 (25.1) 29 (23.4)
Refused/don’t know/missing 58 (16.2) 36 (15.3) 22 (17.7)
Race/ethnicity .060
White (Non-Hispanic) 266 (74.1) 184 (78.3) 82 (66.1)
Hispanic/Latino(a) 26 (7.2) 15 (6.4) 11(8.9)
NH African American 24 (6.7) 11 (4.7) 13 (10.5)
NH Other/Not reported 43 (12.0) 25 (10.6) 18 (14.5)
Cancer-Related Factors
Time Since Treatment .456
Less than 1 yr 54 (15.0) 33 (14.0) 21(16.9)
1 to less than 5yrs 102 (28.4) 63 (26.8) 39 (31.5)
5 to less than 10 yrs 83 (23.1) 54 (23.0) 29 (23.4)
10 or more yrs 120 (33.4) 85 (36.2) 35(28.2)
Treatment Burden .007
Received one type of cancer 219 (61.0) 157 (67.4) 62 (50.4)
treatment
Received two types of cancer 100 (27.9) 55 (23.6) 45 (36.6)

treatment
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Total Samp|eab ?eigeri]\?et Received treatment summary X2 p-value (unadjusted)
treatment
summary
N =359 235 (65.5) 124 (34.5)
Received three or more types of 37(10.3) 21 (9.0) 16 (13.0)
cancer treatment
Cancer Type .460
Breast 53 (14.8) 31 (13.4) 22 (17.7)
Colorectal 8(2.2) 6(2.6) 2(1.6)
Prostate 41 (11.4) 26 (11.3) 15 (12.1)
Melanoma 19 (5.3) 11 (4.8) 8 (6.5)
Other Female Cancers 38 (10.6) 21(9.1) 17 (13.7)
Other Cancers 129 (35.9) 87 (37.7) 42 (33.9)
Multiple cancers 67 (18.7) 49 (21.2) 18 (14.5)
Current Clinical Factors
Overall Health Status 129
Poor/fair 84 (23.4) 49 (21.5) 35 (28.9)
Good 117 (32.6) 74 (32.5) 43 (35.5)
Very good/excellent 148 (41.2) 105 (46.1) 43 (35.5)
Number of Comorbid Conditions .764
0 65 (18.1) 45 (19.7) 20 (16.5)
1-2 174 (48.5) 112 (49.1) 62 (51.2)
3+ 110 (30.6) 71 (31.1) 39 (32.2)
Regular Provider .594
No 47 (13.1) 29 (12.6) 18 (14.6)
Yes 306 (85.2) 201 (87.4) 105 (85.4)

aTotal sample limited to those who reported a personal history of cancer who had undergone and completed treatment.

b . s
Subcategories for each factor may not sum to total N due to missing data.
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Table 2

Relationship between receipt of treatment summary and patient-centered communication and quality of care
ratings.

OR (95%Cl) or Unstandardized Beta (SE)  p.ya|ue@

Overall Patient-Centered Communication Score® 740 (2.43) .004

Six Functions of Patient-Centered Communication¢-d

Exchanging Information 1.93 (1.09-3.40) .024
Responding to Emotions 1.54 (.92-2.59) .103
Making Decisions 1.96 (1.11-3.45) .020
Enabling Self-Management 1.91 (1.08-3.37) .027
Managing Uncertainty 1.94 (1.14-3.32) .015
Fostering Healing Relationships 2.13(1.20-3.79) .010
Quality of Care Rating® 3.44 (1.44-8.19) 005

a, . . Lo . . . .
Adjusted for age, gender, race/ethnicity, education, income, time since treatment, health status, having a regular provider, treatment burden, and
number of comorbid conditions.

b . . . A .
Linear regression of patient-centered communication scale on receipt of treatment summary.
Separate logistic regressions of six functions and quality of care on receipt of treatment summary.
Dichotomized as optimal (always) vs. suboptimal (usually/sometimes/never). Suboptimal is the reference group.

e . . . . .
Dichotomized as Excellent/Very good vs. Good/Fair/Poor. Good/Fair/Poor is the reference group.
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