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Abstract

Purpose: The Health Information Technology for Economic
and Clinical Health (HITECH) Act has placed an emphasis on
electronic health information exchange (EHIE). Research on
needs of patient, especially those touched by cancer, has been
sparse. Here, we present data on preferences for EHIE among
those touched by cancer compared with a nationally represen-
tative sample of American adults.

Methods: Two surveys were used: an online survey designed
by LIVESTRONG (the Lance Armstrong Foundation) and a dual-
frame, nationally representative sample of adults collected
through the National Cancer Institute’s Health Information Na-
tional Trends Survey (HINTS).

Results: The LIVESTRONG EHIE survey yielded a sample of
8,411 respondents, including 433 currently receiving cancer

Introduction

Policy and practice related to electronic health information ex-
change (EHIE) are rapidly changing, most notably affected by
implementation of the Health Information Technology for
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treatment, 298 living with cancer as a chronic disease, 2,343
post-treatment survivors, and 5,337 with no history of cancer.
The HINTS sample consisted of 7,674 respondents representa-
tive of the general adult population. Comparisons revealed a
strong positive view of the value of EHIE within the cancer-rele-
vant groups, especially among those living with cancer as a
chronic disease. Only about half of the general population
showed a similar degree of enthusiasm for EHIE. When asked
about specific functions for EHRs, respondents valued privacy
and security above all, followed by improving care coordination
and data sharing between providers.

Conclusion: These data suggest that the EHIE needs among
those touched by cancer may be greater than in the general
population. This is particularly important because people af-
fected by cancer are among those who access our health care
system most frequently and who have the most at stake.

Economic and Clinical Health (HITECH) Act of 2009. The
HITECH Act makes use of American Recovery and Reinvest-
ment Act funds to stimulate the adoption and “meaningful use”
of electronic heath records (EHRs)."?> The meaningful use cri-
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teria are intended to increase health care provider use of—and

patient access to— electronic health information by attaching
reimbursement structures to adoption of EHRs.34

Ultimately, EHIE is intended to improve the quality and
safety of patient care and to enable patients to be more active
participants in their health care.> However, a better under-
standing of patient attitudes and preferences regarding EHIE is
needed to keep EHIE policy and practice patient centered.®
People affected by cancer offer an excellent model for studying
perspectives on health care initiatives, such as EHIE, across a
disease trajectory.” In this brief article, we provide perspectives
on EHIE among people affected by cancer, including those in
treatment, post-treatment, and living with cancer as a chronic
illness, and compare their perspectives with those of the Amer-
ican public.

Methods

Participants and Procedures

LIVESTRONG EHIE survey. In April 2010, LIVESTRONG
advertised an electronic survey on EHIE to registered constit-
uents through e-mail, Facebook, and Twitter. In addition, in
an effort to reach people outside of the constituent popula-
tion, LIVESTRONG posted a blog with a link to the survey
on the Avon/Love Army of Women Web site. These new
media techniques reflect a growing trend among cancer re-
searchers to exploit the participative aspects of technology to
drive recruitment.® As of August 2010, 8,564 persons had com-
pleted the survey, 8,411 of whom were included in the present
study (respondents who did not report sociodemographic data
were excluded; n = 153). Survey responses were completed
anonymously. The survey protocol was reviewed and approved
by the Western Institutional Review Board.

Health Information National Trends Survey 2008. The Health
Information National Trends Survey (HINTYS) is a biennial
survey performed by the National Cancer Institute that pro-
vides publicly available, nationally representative data on the
adult American public’s attitudes and knowledge regarding
cancer prevention and control, with an emphasis on health
information technology.>'° The third iteration of the survey
took place between January and May 2008 and used a dual-
frame sample design that combined responses from a traditional
random digit dial, computer-assisted telephone interview (n =
4,092) with responses from a mailed, self-administered paper
and pencil survey (n = 3,582). The dual-frame design has been
shown to improve survey coverage for individuals who main-
tain cellular telephones but do not have landlines.'! Further
details on methodology and response rates can be found
elsewhere.12:13

Measures

LIVESTRONG EHIE survey. The LIVESTRONG survey in-
cluded content in three areas: perspectives on the importance of
EHIE and its potential impact on quality of care; respondents’
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willingness to share their electronic health data for the purposes
of research; and preferences related to specific functional capa-
bilities of EHRs. A full copy of the LIVESTRONG EHIE
survey can be found online (http://livestrongblog.org).

HINTS 2008. HINTS items that measured perspectives on
the importance of EHIE and respondents’ willingness to
share their electronic health information for the purposes of
research were used in the present study. In addition, both
surveys measured sociodemographic data including age, sex,
race, and number of visits to a health care provider in the past
12 months. Full copies of the HINTS instruments and tech-
nical information on data characteristics can be found online
(http://hints.cancer.gov).

Analytic Approach

So that perspectives on EHIE can be appreciated across the
cancer spectrum, results of the LIVESTRONG EHIE survey
are presented for four distinct groups: people with a personal
history of cancer who are currently receiving treatment, peo-
ple with a personal history of cancer who have finished pri-
mary treatment, people living with cancer as a chronic
illness, and people with no personal history of cancer. Where
the LIVESTRONG survey was harmonized with HINTS, com-

parisons are provided for nationally representative estimates.

Results

Table 1 shows the respondents’ sociodemographic characteris-
tics and perspectives on the importance of (1) their providers
being able to share health information electronically, (2) their
ability to retrieve their own health information electronically,
and (3) their willingness to share their anonymous health
information for the purposes of research. Respondents to the
LIVESTRONG EHIE survey attached significant value to their
health care providers being able to share electronic health informa-
tion and to their ability to retrieve their own health information
electronically. Approximately half of the American public viewed
these activities as “very important,” whereas percentages among the
LIVESTRONG survey respondents ranged from 82% to 68%
and were particularly high among respondents receiving treatment
for cancer or living with cancer as a chronic illness. Those in treat-
ment and those who classified themselves as cancer survivors also
reported the most visits to a health care provider in the past 12
months; as such, they may be acutely aware of the potential benefits
of EHIE.

Survey respondents were also willing to share their anon-
ymous health information for the purposes of research.
Nearly one third of the American public “strongly agreed”
with this practice, and more than half of respondents to the
LIVESTRONG survey did as well (ranging from 55.9% of those
with no personal history of cancer to > 70% of individuals living
with cancer as a chronic illness).

Using data from the LIVESTRONG EHIE survey, Figure 1
shows the perceived importance of different EHR functional
capabilities. Nearly all respondents “strongly agreed” that pri-
vacy and security are important; > 70% wanted EHRs to make
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Table 1. Sociodemographic Characteristics and Views on Electronic Health Information Exchange

Survivors on

Living With Cancer

Post-Treatment No Personal History General Adult

Treatment As a Chronic lliness Survivors of Cancer Population HINTS
Characteristic (n = 433) (n = 298) (n = 2,343) (n = 5,337) (n = 7,674)
Age, years 66.7% between 40 68.5% between 40 71.7% between 40 65.8% between 40 52% between 35
and 64 and 64 and 64 and 64 and 64

Sex, % female 70.5 65.7 69.6 56.6 51.4
Race, % white 94.0 95.0 93.1 88.9 76.1
Five or more visits to a health care 85.0 82.4 55.3 37.0 25.5

provider in the past 12 months, %
“Very important” that my health care 79.8 82.1 75.4 68.7 47.9

providers are able to share my

medical information with each other

electronically, %
“Very important” that | can get my own ~ 75.1 81.1 70.8 69.5 51.7

medical information electronically, %
“Strongly agree” that scientists doing 59.4 70.4 60.0 55.9 32.4

research should be able to review
my medical information if the
information cannot be linked to me
personally, %

Abbreviation: HINTS, Health Information National Trends Survey.

health information sharing with providers more convenient for
patients and for multiple health care providers to be able to
access the patient’s EHR.

Most LIVESTRONG EHIE survey respondents wanted the
ability to enter their own reports of their physical health into the
EHR, and nearly half want the same capability for reports of
their emotional health. Most respondents also want patient
approval to be required before providers share information
via EHIE.

Finally, Table 2 shows that, across the entire study sample,
respondents expressed high confidence that EHIE would im-
prove the quality of their health care.

Discussion
These findings shed light on the similarities and differences in
attitudes toward EHIE between a population affected by cancer

(surveyed online) and the broader public (survey both on- and
offline). Respondents to the LIVESTRONG EHIE survey
showed a strong preference for wanting to obtain their own
medical information electronically and for endorsing EHIE be-
tween their providers. These findings concur with the hypoth-
esized value that EHIE might offer in the context of cancer care,
which is often complex and involves multiple providers.!4-18
Fewer in the general public recognized the intrinsic value of
EHIE. Willingness to share personal data for research was high-
est among those with a personal history of cancer (ranging from
59.4% to 70.4%) and lower among LIVESTRONG survey
respondents without a personal history of cancer (55.9%) and
the general population (32.4%). These results are promising as
the medical community evaluates ways in which increases in
EHIE can be used to create large population-level databases for
the purposes of research.

Allow patients to enter information about their
emotional or mental health needs and
concerns for health care providers to review

Allow patients to enter information about
their physical health for health care
providers to review

Require approval from the patient
BEFORE information is shared among
health care providers

Allow for different health care providers to
access information about a patient that could
help them to improve care for that patient

Make information sharing with health care
providers more convenient for patients

Be private, secure, and
confidential

0% 10% 20%

No personal history of cancer
B Post-treatment survivors

Living with cancer as a chronic illness
I Survivors on treatment

40% 50% 60% 70% 80% 90% 100%

Figure 1. Perceived importance of different functional capabilities of electronic health records.
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Table 2. Perceptions of How Electronic Health Information Exchange Will Affect Care

Survivors on Living With Cancer As

Post-Treatment Health Care Provider/ No Personal History

Perception Treatment a Chronic lliness Survivors Professional of Cancer
Care will improve, % 86.3 84.4 85.9 84.5 84.5
Care will stay the same, % 11.2 12.9 11.2 11.4 11.8
Care will worsen, % 2.6 2.7 2.9 4.0 3.8

When it came to discussing the perceived importance of func-
tional capabilities of EHRs, respondents to the LIVESTRONG
EHIE survey supported data sharing among health care provid-
ers, provided that data sharing occurs in a private, secure, and
confidential way. This desire to improve care coordination of
care may reflect a more realistic view of technology as facilitator,
and not a barrier, in meeting personal health goals and gaining
an appreciation of the complexity of cancer care.'®2° Finally,
approximately half of respondents wanted to enter their own
physical and mental health outcomes into the EHR. Studies of
using information technology to capture patient-reported out-
comes using tools such as previsit e-journals have been evalu-
ated positively by patients and providers.?!

It should be noted that the LIVESTRONG sample is limited to
people with Internet access and does not represent a random sam-
pling of people affected by cancer. In addition, the differences
observed between respondents to the LIVESTRONG EHIE sur-
vey and the general public (represented by HINTS) may reflect
differences with respect to health history and/or Internet use
(even among LIVESTRONG respondents without a personal
history of cancer). However, given the 2-year difference in sur-
vey dates (LIVESTRONG in 2010; HINTS in 2008) the dif-
ferences may also reflect changes over time in how people
generally think about EHIE amid a dynamic and ever-evolving
health information environment.

The data from this study give support to the commentary
expressed in Journal of the American Medical Association calling
for the development of enhanced capabilities for patient en-
gagement through personal access to electronic health informa-
tion.?? As policy makers, practitioners, and health information
system designers move to instantiate requirements from the
HITECH Act while taking patient perspectives into account,
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these findings suggest that the needs for and preferences related
to EHIE among people touched by cancer may be greater than
those expressed by the public at large.
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ASCO has identified the electronic health record (EHR) as an important vehicle for advancing the quality of cancer care
and has developed this comprehensive, oncology-specific handbook. The field guide will equip practitioners with the
information and resources needed to select and implement current and future oncology-specific

EHRs for clinical practice and management as well as quality-of-care measurement and

improvement. Order today!

www.asco.org/ehrfieldguide
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