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ABSTRACT

A multitude of Health Information Technology (HIT) products are being introduced into
the market to address some of the numerous challenges within the healthcare industry through
the use of electronic, interoperable record keeping and communication. The focus of this
research is on personal health records (PHRs) which are electronic records of personal healthrelated information for a single individual that can be drawn from multiple interoperable sources
to share and manage their health. Due to PHRs being in their infancy, and currently low adoption
rates, the purpose of these studies was to identify the consumer characteristics most likely related
to acceptance, adoption and use of PHR innovations. First, a series of seven focus groups was
conducted to gather qualitative information about the attitudes toward PHR technologies.
Themes derived from the discussions (positive and negative initial reactions, different formats
for record keeping, communication trends, and perceived benefits and barriers) aided the
development of a survey to assess attitudes, beliefs and intentions to use PHRs. Second, an
online PHR survey was administered (N = 401) and the results from the 35 attitude items were
factor analyzed, resulting in 6 distinct factors: Perceived Usefulness, Technology Self-Efficacy,
Perceived Ease-of-Use, Perceived Behavioral Control, Health Literacy, and Health Status. These
six factors and demographic characteristics were then used to evaluate the equivalence of PHRadoption group membership (non-users and contemplators). Results indicated that although
major differences in attitudes toward PHRs were not found from the survey responder’s
demographics (age, race, sex, income, education, health status, technology experience), some
factor scales could differentiate between groups. Respondents with larger scale scores on
Perceived Usefulness, Perceived Ease-of-Use and Perceived Behavioral Control tended to
indicate that a survey responder agreed more often with these concepts and would likely decide
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to use or invest in PHR technologies (contemplators) in the future. Those responders who were
not interested in PHRs tended to disagree more or have lower scores on the Health Literacy items
(knowing how to obtain their health information, understanding printed health information, and
being an educated patient). In conclusion, widespread adoption and use of PHRs may not occur
unless (1) the technology provides perceptible value to users (usefulness) and is easy to learn and
use, and (2) more general education is given on the uses of health information to increase health
literacy. PHRs seem to be accepted as a good idea, but without changes in some external factors,
adoption of PHRs for the masses may not become reality any time soon.
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CHAPTER 1
REVIEW OF APPLICATIONS OF HEALTH INFORMATION TECHNOLOGY

When describing our current healthcare system, most researchers refer to it as fragmented
at best, if not broken (Bates, Ebell et al., 2003; Bernstein et al., 2008, February; Bigelow, 2005;
Gearon et al., 2007, June; Halamka et al., 2005; Smolij & Dun, 2006; Tang et al., 2006).
Commonly the current model is described as “silos” or “islands of care.” Nearly every health
institution acts independently of others; dispersing any one patient’s care among multiple
providers and various record-keeping sources. An average patient with multiple chronic
conditions may visit up to 16 health providers in a single year (Pham, Schrag, O'Malley, Wu, &
Bach, 2007). Similarly, Medicare beneficiaries utilize a median of two primary care physicians
and five specialists in addition to diagnostic, pharmacy, and other services annually. This means
that in the United States, where there are nearly 125 million people living with chronic illness,
disability, or functional limitations (Anderson & Knickman, 2001), patient health records are
scattered among numerous health providers and agencies and are the most affected by the lack of
an efficient system. The health industry is just beginning to think conceptually about linking the
uncoordinated system of insurers, hospitals, physicians, consumers, public health agencies and
other health providers and health data users (Bigelow, 2005; Burrington-Brown, Hjort, &
Washington, 2007).
One of the main reasons for a lack of communication between the aforementioned
entities is the limited use of electronic, interoperable record keeping. The majority of health
organizations have antiquated systems of paper-based charting. Paper recording on its own is
disadvantaged by physical storage limitations, likely illegible handwriting, and restricted
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accessibility and availability (Hippisley-Cox et al., 2003, June 28). The Federal Telemedicine
Update (Bloch, 2004, March 15) reported that physicians spend between 20 - 30% of their time
searching for information within the mostly paper-based medical records, and most do not find
the information they need up to 81% of the time (Raymond, Dold, & Kaiser Permanente Institute
for Health Policy, 2002, Sept 15). Similarly, nurses may spend between 40 - 60% of their day
documenting patient care activities and completion and assessment of physician orders
(American Health Information Community [AHIC], 2007).
Paper documentation is most importantly a problem for compiling multiple sources of
health information for clinical decision making and providing optimal care. For instance, you
would not expect your doctor to look for a specific piece of data within a multiple-volume paper
record while you await care in the emergency room, but not doing so, could lead to duplicative
tests and procedures, rising costs, and suboptimal care. A large portion of healthcare spending,
about 30% or $300 billion annually, has been attributed to the inefficiencies of information
within the disjointed system allowing redundant and inappropriate treatments for a patient’s
condition, which may result in extra lab and x-ray tests, as well as unnecessary hospitalizations
(Fisher, Wennberg, Stukel, Gottlieb, Lucas, & Pinder, 2003a, 2003b; Wennberg, Fisher, &
Skinner, 2002; Wennberg, Fisher, Stukel, Skinner, Sharp, & Bronner, 2004, March 13).
One solution to repairing the fragmented system is to use information technology (IT) to
coordinate care (Bodenheimer, 2008). Connecting consumers to their personal data through
information technology is not a new concept, as many Americans use IT to manage their
finances through electronic transactions and bill paying, organize vacations by making
reservations and booking flights, customize personal “radio-stations” via downloads of their
favorite music, and coordinate organizational services into a common portal of access
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(Connecting for Health, 2008, June). Health Information Technology (HIT) has been defined as
technologies that allow for “comprehensive management of medical information and its secure
exchange between health care consumers and providers” (US Department of Health & Human
Services [DHHS], n.d.-a). Additional key HIT terminology can be found in Table 1. Researchers
have predicted that one of the greatest influences on healthcare in the next ten years would be
advances in informatics through processes such as patient-centered recording of medical data,
process-integrated decision support, and comprehensive use of patient data for research and
reporting (Haux et al., 2002).
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TABLE 1
DEFINITIONS OF KEY HEALTH INFORMATION TECHNOLOGY TERMS
TERM
Health related information*

Interoperability**

Record Terms
Electronic Medical Record
(EMR)*
Electronic Health Record
(EHR)*

Personal Health Record
(PHR)*

Network Terms
Health Information Exchange
(HIE)*
Health Information Organization
(HIO)*
Regional Health Information
Organization (RHIO)*

National Health Information
Network
(NHIN)***

DEFINITION
Information that encompasses health, wellness, administrative data, and
information derived from public health and scientific research. It includes
past and present observations and facts documented in the provision of
health care that may be related to preventing illness and promoting wellness
or that may be used in the process of informing consent.
In health care, interoperability is the ability of different information
technology systems and software applications to communicate, to exchange
data accurately, effectively and consistently, and to use the information that
has been changed.
An electronic record of health-related information on an individual that can
be created, gathered, managed, and consulted by authorized clinicians and
staff within one health care organization.
An electronic record of health-related information on an individual that
conforms to nationally recognized interoperability standards and that can be
created, managed, and consulted by authorized clinicians and staff across
more than one health care organization.
An electronic record of health-related information on an individual that
conforms to nationally recognized interoperability standards and that can be
drawn from multiple sources while being managed, shared, and controlled
by the individual.
The electronic movement of health-related information among organizations
according to nationally recognized standards.
An organization that oversees and governs the exchange of health-related
information among organizations according to nationally recognized
standards.
A health information organization that brings together health care
stakeholders within a defined geographic area and governs health
information exchange among them for the purpose of improving health and
care in that community.
A “network of networks” built out of state and regional health information
exchanges (HIEs and RHIOs) to support the exchange of health information
by connecting those networks and the systems they, in turn, connect.

* (Bell, Bradford, Horowitz, Morrissey, & Groups, 2008, April 28)
** (National Alliance for Health Information Technology, 2005, July)
*** (US Department of Health & Human Services, n.d.-b)
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The electronic record is at the center of the Institute of Medicine’s (IOM) goal of
eliminating most handwritten clinical data by the end of this decade (Committee on the Quality
of Health Care in America & IOM, 2001) and reducing the effects of human error (Kohn,
Corrigan, Donaldson, & IOM, 1999). HIT may offer coordination through providing continuity
and communication of health data among multiple providers (EHRs and HIEs) and from
providers to consumers (EHRs and PHRs). Applying IT to the health industry may empower
patients to become an active participant in making healthier choices and informed decisions,
while managing their own health as well those they care for (American Health Information
Management Association, 2006, August 29; Wolter, 2007). HIT may become a critical force to
improving the quality of healthcare in the United States (IOM, 2001), and educating patients
about their health status.
The Health Information Technology Solution
There are multiple models, technologies, and tools that are classified as HIT.
Additionally, any one HIT may have various functions including: personal health recording,
email communication, lab result reporting, alerts and reminders, case management, quality
reporting, research enrollment, consultations, and a data repository (Overhage, Evans, &
Marchibroda, 2005).
Some HIT types are web-based solutions which allow for multiple points of accessibility,
from a simple interface for interactive data entry and review for continuity of care (Smolij &
Dun, 2006), to a communication messaging system between patients, providers (Hassol et al.,
2004) and virtual coaches (Robert Wood Johnson Foundation, 2007, May 21). Other HIT tools
serve as information resources, such as transparency websites that evaluate different health
plans’ costs, benefits and physician ratings (INPUT, 2008), and health resource web-domains
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which link to relevant health information resources (like WebMD and MEDLINE), health alerts
(for drug recalls, notification of new relevant information), and connections to provider sites
(Bigelow et al., 2005; Yasnoff et al., 2004).
Another set of health technologies was created to support improved healthcare by
providing decision aids for solutions and treatment options (Gearon et al., 2007, June; O'Connor
et al., 2003), and reminder support programs for managing specific diseases (Robert Wood
Johnson Foundation, 2007, May 21). The final subset of HIT types were developed for data
storage, organization, and exchange: systems supporting electronic communication between
clinical information systems, primary care practitioners, and/or hospitals (Brailer, 2001; Colliver,
2008, February 29; Overhage et al., 2002), e-prescribing from the Pharmacy Health Information
Exchange (Uhrig, 2008), health data banks which act as neutral “community-owned” entities that
share personal information only at the patient’s discretion (Ball & Gold, 2006; Bernstein et al.,
2008, February), and public health registries for surveillance, preparedness and research (Ad Hoc
Task Force on Electronic Health Record-Public Health, 2004; LaVenture, 2007; Orlova et al.,
2005).
Personal Health Records (PHRs)
With the multitude of HIT product types being introduced into the market, the focus of
this research has been narrowed specifically to personal health records (PHRs). In an attempt to
define a common HIT language, Bell and colleagues (2008, April 28) defined PHRs as “an
electronic record of health-related information on an individual that conforms to nationally
recognized interoperability standards and that can be drawn from multiple sources while being
managed, shared, and controlled by the individual.” Even within the PHR subtype, there is a
range of complexity in the various approaches (see Figure 1): (1) the stand-alone version used
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when a patient inputs their own data, and that system is disconnected from other systems; (2) the
tethered version in which a PHR is connected to or interfaces with a providers’ EHR from which
data is input but not connected to other systems; (3) the interconnected version that can transmit
data out and receive input in from multiple health system through interoperability (Cohn, 2005,
Sept 9; Tang et al., 2006). A sampling of the current PHRs available is described in Table 2. The
simple stand-alone model may be the best starting point for consumers who may progress over
time to the more advanced versions (Bernstein et al., 2008, February).

Figure 1. Types of Personal Health Records
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TABLE 2
SAMPLE OF CURRENTLY AVAILABLE PERSONAL HEALTH RECORDS BY SUBTYPE
Company: Product Name: URL
Stand-alone PHRs
PEHR Technologies: The Bartlett:
http://www.pehrtech.com/products.ht
ml

Health InfoSTAT: Solace:
http://www.healthinfostat.com

Tethered PHRs
Children’s Hospitals and Clinics of
Minnesota: Children’s Medical
Organizer:
http://www.childrensmn.org/cmo

Price
$ 39.95

FREE
software
($19.95
for
individual
access
account)
FREE

Dossia: Dossia:
http://www.dossia.org/consumers/faq
#one

FREE to
Dossia
Founders
Group

RemedyMD: MyHealthManager™:
http://www.remedymd.com/myHealt
hManager.html

Provided
by doctor
using
compatible
software

Interconnected PHRs
CapMed: Online PHR™:
http://www.capmed.com

MedFusion: iHealth Record:
http://www.medfusion.net/ihealthrec
ord/

$19.95/yr
(per
family)

Free to
patients of
Medfusion
Physicians

Comments from Website
The Bartlett is a silver 256MB flash drive and loaded with
PEHR software - a PHR system. It contains 16 customized
pages to input medical information. It does not require the
internet; only for PCs (does not work on Macs). Holds scanned
documents such as X-Rays, MRIs, EKGs. Great for travelers.
Solace is a free software downloaded from the web. A Health
Profile Organizer gives step-by-step instructions and examples
to help gather and organize important information needed.
Documents (medical and legal) can be scanned and securely
stored for safekeeping. By subscribing to our secure service
you have immediate access to your emergency profile via the
internet (24 hrs/day, 365 day/year) and printable wallet card.
Online medical organizer to record and store your child’s (and
your family’s) medical and health information. Organizer keeps
track of immunizations, allergies, insurance, treatment
preferences, feedings/nutrition, medications, hospitalization
history, tests and results, and provider information. The CMO
also allows pre-registration for appointments.
Dossia is an independent and secure Web-based system that
will enable participating employees, their dependents and
retirees to maintain lifelong electronic records. Dossia will
empower individuals to gather their medical data from multiple
sources and to create and utilize their own portable PHR.
First, data are likely to come from insurers' databases and the
patient's own annotations. As the system develops, additional
information will come directly from the patient's medical chart.
myHealthManager™ is a secure, web-based portal that
integrates with RemedyMD's EHR physician products. Users
take an active part in managing and improving their health as
they contribute to their online journals— tracking weight loss,
nutritional intake, exercise, blood sugar levels, etc. It also
enables them to securely remit their medical histories online
before their first appointment. Authorized physicians can
access and track patient progress, leave messages, reminders,
and provide relevant literature and educational resources.
Online PHR enables users to manage and share all or part of
their PHR information online. Users may authorize providers,
family members, and caregivers to view all or part of the data.
The user has complete control to assign varying levels of
authorization and access to these individuals. Data stored in
Microsoft© HealthVault™.
Medfusion is a PHR for patients where they can communicate
online with their physician: request appointments, fill out
paperwork, check in for visits, renew prescriptions, ask secure
questions, access patient education, and conduct online visits
(also known as e-visits). Data are linked to Google Health.
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In 2005, workgroups at the national level began to explore the feasibility of PHRs and
make recommendations (Cohn, 2005, Sept 9; Smolij & Dun, 2006). After a series of open
hearings, the National Committee on Vital and Health Statistics workgroup suggested that the
primary conceptual framework for PHRs was patient-centered care and empowerment through
health management and active partnerships with providers (Cohn, 2005, Sept 9). Even though
there has been no uniformity in defining a common model, the industry still has time to develop
a recommended PHR standard, as it is estimated that only 1% of the population uses a PHR
(Heubusch, 2007).
Most of the HIT industry focus, until recently, has concentrated on the development of
guidelines, certifications, adoption, and outcome measures for EHRs in hospital and ambulatory
care, yet no such metrics exist for patient use of HIT (Blumenthal et al., 2008, June). A federal
workgroup proposed a vision for future PHRs and defined them as: an affordable, easy-to-use,
system for data exchange under the patients control and with appropriate incentives for adoption
and continued use (AHIC, 2008, Feb). However, there is not yet enough PHR activity in the
consumer sector for formal usability research, and due to the lack of a successful business model
for PHRs (Fonkych & Taylor, 2005; Gearon et al., 2007, June; Jacobs, 2007), the majority of
what is written in the literature about PHRs is assumed or extrapolated from research on other
HIT types.
Benefits
In general terms, personal health records have been described as an enabler of the
partnership between a health consumer and clinician that will serve to save time and money
through the reduction of duplicative procedures which in-turn improves the care a patient
receives (AHIC, 2007). The four main benefits described in the HIT literature, and described in
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length below, are: (1) reduction in costs, (2) reduced errors, (3) increased access to health
information, and (4) improved care outcomes.
Reducing Costs
The reduction in cost that comes from implementing health information technology is the
result of standardizing data in electronic formats, automating and streamlining workflow, and
avoiding redundant measures (Evans et al., 1998; Hillestad et al., 2005; Pollak & Lorch, 2007;
RTI, 2007, June; Wang et al., 2003). Researchers have reported a near immediate reduction in
costs through eliminated chart-pulls, photocopying, filing and dictation costs when paper-based
records are computerized and interoperable (Nelson, 1998; Overhage et al., 2002). In a study of
clinician PDA use for evidence-based decision making software, cost savings were realized via
the elimination of expensive drug textbooks and journals which quickly become out-of-date
(Takeshita, Davis, & Straus, 2002).
In the hospital setting, cost reductions came from time-savings in data documentation
with the removal of illegible notations, and accurate information needed in cross-departmental
communication (Ammenwerth, Ehlers, Hirsch, & Gratl, 2007). For example, implementation of
a hospital computerized physician order entry (CPOE) system (Tierney, Miller, Overhage &
McDonald, 1993) resulted in reduced charges (-12.7%) and costs (-3.1%); with projected annual
savings of $44 billion per year if CPOE systems were implemented nationally (Johnston et al.,
2003). Other savings have been documented within an existing 21 hospital system regional
health information organization (RHIO, see Table 1) with estimated savings of $560 million, a
20% cost reduction for increased disease prevention (Center for Health Transformation, 2005).
The Center for Information Technology Leadership ([CITL], 2003) conducted a study
using electronic health records and estimated savings of between $78 and $112 billion annually
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by avoiding duplicative procedures and increasing employee productivity through the efficient
transfer of medical information and processing claims. Additionally they reported direct savings
of about $86.6 billion annually could be realized through the full implementation of a
standardized healthcare information exchange with secondary savings benefiting other healthcare
stakeholders (CITL, 2003).
Reducing Errors
Electronic records are intuitively superior to paper-based records because they decrease
errors associated with the notoriously poor handwriting of medical clinicians (Bates et al., 2001;
Hippisley-Cox et al., 2003, June 28; Overhage, Tierney, Zhou, & McDonald, 1997), may
improve documentation since laypersons will have access to their medical records (Hassol et al.,
2004; Siteman et al., 2006), and contain fewer data omissions (Galliher et al., 2008). In one study
of HIT implementation, Bates and colleagues saw an 80% decrease in documentation errors over
the study period when using an electronic order-entry system (Bates, et al., 1999).
More specifically, implementation of HIT has reduced errors in dispensing medications
and improved patient safety (Bates, 2000). For example, researchers recommended older patients
should use a medication memory aid to overcome forgetting doses or taking incorrect
medications (Lanzolla & Mayhorn, 2004). Such an assistive technology would improve the
accuracy of medication management and accommodates for cognitive declines in aging users. In
another example, patient safety was improved and lives saved when a RHIO, with interoperable
data exchange, was able to query all patients within its network that were prescribed a recalled
drug to issue them a recall warning (Center for Health Transformation, 2005).
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Increased Access
Health information technology fundamentally changes the clinician-patient relationship
due to the patient having access to medical records that have been historically stored in “recordrooms.” Access to information comes in two forms: active availability and for secondary uses. In
both ways, HIT compiles scattered health documents among multiple providers (Wolter, 2007)
and allows sensitive information to be communicated between health providers and health
organizations to enhance the continuity of care in real time and for retrospective uses (Kripalani
et al., 2007; Lucas, Mullin, Luna, & McInroy, 1977; Slack & Van Cura, 1968).
Ball & Gold (2006) describe active health information access for patients as occurring
“across time and into every setting, from their homes and offices, to their physicians’ office and
to the hospital.” For HIT types with reminder functions, the influence of the health provider goes
beyond the initial consultation and may transcend time and setting (Gearon et al., 2007, June). In
a study of an early-version PHR, researchers reported that increased access to clinicians and test
results were met by high consumer satisfaction (Tang et al., 2006). In similar study, 57.4% of
health practitioners reported communication improved with HIT (Siteman et al., 2006).
The primary use for health information is in the clinical setting, however combining the
data of multiple persons within the general public for other uses is important for quality
reporting, disease surveillance, detecting adverse health events, creating public health registries,
and research for continuous quality improvement (Bates, Evans et al., 2003; Pollak & Lorch,
2007; RTI, 2007, June). HIT may expedite the collection of data for these secondary uses. One
study by Ehteredge (2007), on secondary use of data through a rapid-learning health system,
reported the technology could help to gather more information faster, quickly synthesize what
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needs to be learned, disseminate such information to physicians for immediate application within
their practice, and can be uniquely tailored for each patient.
Improving Healthcare
The main advantage of implementing health IT should be improving patient healthcare
through enhanced decision making and positive health outcomes. Incorporating evidence-based
care has been the main function of many newly developed health technologies which seek to
improve the quality of care delivered by clinicians (RTI, 2007, June). In a study on the impact of
HIT on health teams, Stead and colleagues (Stead, Kelly, & Kolodner, 2005) report that access to
continuous (versus episodic) health information can improve the clinical decisions that are made.
In a study on warnings delivered to physicians via a decision support system, researchers
measured both a significant reduction in patient cardiac events, as well as physician compliance
to electronic warning recommendations remaining stable even as workload increased (Vashitz et
al., 2004).
Or & Karsh (2006), reported that evidence-based information can also aid patients in
managing symptoms of their disease and scheduling treatments as needed. Patient selfmanagement through HIT is also reported to improve their health literacy, and improve
communication via data tracking, questions, and problem reporting (Bates, Ebell et al., 2003;
Tang et al., 2006). In a survey of primary care physician attitudes toward EHRs, the majority
(51.4%) of respondents answered they would have increased knowledge of their patients’ health
conditions by using an electronic record system (Siteman et al., 2006).
In a systematic review of HIT, Chaudhry and colleagues (2006) found the largest benefit
to be decreased utilization of care (number of events and services used); a result echoed by other
researchers reporting findings of more appropriate use of healthcare services (Bates, 2005; Bates,
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Ebell et al., 2003; Bates, Kuperman et al., 1999; Liu, Wyatt, & Altman, 2006). Other benefits
have been reported, including a reduction in mortality measured after EHR implementation
(versus before) and a lower incidence when compared to a national data reporting system (Pollak
& Lorch, 2007). Numerous research reports have found positive behavior change outcomes
through various eHealth interventions (Kypri et al., 2004; Strecher, Shiffman, & West, 2005;
Tate, Jackvony, & Wing, 2003; Wantland, Portillo, Holzemer, Slaughter, & McGhee, 2004;
Williamson et al., 2005).
Health consumers are the primary beneficiaries of the introduction of HIT and the
resulting impact it promises to have on the national healthcare system. A study by McInturff in
2005 (as cited in Ball & Gold, 2006), found that the majority (72%) of Americans surveyed were
eager for described PHR functions. As the ONC Director stated, “this effort is not just about
technology. It is about a change in the way the nation views health and care” (Kolodner, 2008,
June 3). As health technology becomes interactive, the health industry should see reductions in
costs, errors, and inappropriate care (Ball & Gold, 2006; Tang et al., 2006).
Barriers
While the research literature clearly documents an increasing number of benefits of HIT,
is also has identified a number of barriers to the widespread adoption of these systems: (1)
physician acceptance, (2) security, (3) authentication concerns, and (4) improper primary focus
on technology.
Physician Reluctance to Adopt
In a benchmark HIT study, between 17% and 24% of ambulatory care physicians
reported in a survey that they had access to electronic health record systems of some kind
(Blumenthal et al., 2006). Extending that survey in 2008, researchers reported that only 4% of
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ambulatory care physicians had fully-functional electronic record systems, 13% had a basic
system that lacked various functionalities to be classified as “fully-functional,” and only 26% of
the other respondents thought their practice would purchase a electronic system in the next two
years (Blumenthal et al., 2008, June). When it comes to purchasing a new medical device or
health technology that will change a clinicians practice, the pros and cons must be weighed. For
many healthcare professionals the challenge of implementation represents one of the strongest
barriers to acceptance (Chhanabhai & Holt, 2007). In a study of an EHR implementation by
Overhage and colleagues (2001), they found a steep system-learning-curve for clinicians and
staff, but once overcome, increased speed of ordering and reduced charting times were evident.
Even the prestigious Los Angeles Cedars-Sinai Medical Center received enough physician
complaints and resistance to the computerized physician order system that its use was suspended
after just three months, despite reported improvement in patient safety and some positive
departmental feedback (Metzger & Fortin, 2003, June).
An additional concern of physicians is the up-front expense in purchasing equipment,
software, training, and hiring technical assistance citing a slow return on HIT investments. One
study estimated that the US would need to spend nearly $156 billion dollars in the first five years
of establishing the NHIN plus additional operating costs for the system to be feasible (Anderson,
Frogner, Johns, & Reinhardt, 2006). Adoption of EHRs could begin to save the healthcare
system money from efficiency and safety savings within 15 years, estimated to be $142 billion in
ambulatory care, and $371 billion in US hospitals (Anderson et al., 2006).
Hesitation and common concerns from physicians include usability, buying already outof-date technology, and questions about who controls and owns data (Blumenthal et al., 2006). In
a 2008 HIT Progress Report (Blumenthal et al., 2008, June), researchers found that a significant
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number of clinicians had a plan to purchase HIT or had made the purchase but not yet installed
it. Rapid adoption is not likely to occur without increased physician education, training, buy-in,
and inclusion in development decisions (Bower, 2005). Of those physicians with HIT systems in
place, higher satisfaction was reported by those who chose to implement fully functional versus
basic systems (DesRoches et al., 2008).
Consumer Security Concerns
With the seemingly continuous news reports of compromised personal data due to
privacy breaches and lost or stolen laptops, it is not surprising that a consumer has reservations
about sharing their health information (Gregory, Flynn, & Slovic, 1995). Sanquist and colleagues
(2006) described, from a social perspective, the impact of these security issues calling it a “risk
to our well-being” either from improper disclosure or misidentification which can cause
embarrassment, injury or possible death. It is possible that such fears about unprotected health
information would result in patients withholding information from a comprehensive medical
record (Bernstein et al., 2008, February), avoiding necessary public health tests due to quality
reporting of data, and opting-out of data sharing for research purposes (Blumenthal et al., 2008,
June).
Although concerns of security are substantiated, the healthcare industry can look to the
banking industry for a successful model of consumer security and trust (Gearon et al., 2007,
June). Additionally, because security is a major barrier to adoption, many organizations are
working to establish standards, regulatory procedures, and policies. In a NHIN Summary Report
published by DHHS (2005, June), nearly every respondent cited the importance of “patient
privacy and reiterated that the American public must feel confident that their health information
is secure, protected, portable, and under their control” (p.21). Although three quarters of

16

Americans are concerned with privacy and confidentiality, the California HealthCare Foundation
2005 Survey found nearly sixty percent would be willing to share the personal information if the
result was better medical care (Bishop, Holmes, & Kelley, 2005, November). A result matched
by a separate survey, finding nearly half (48%) of American adults believed the benefits to their
health outweighed the possibility of risks to privacy if their health data were exchange
electronically (Chhanabhai & Holt, 2007).
Authentication Problems
Procedurally speaking, a current barrier to HIT development is finding an agreeable
solution for authentication. The need is two-fold: (1) the importance of knowing a person has
authorization to access specific health data, and (2) that the data shown belongs to the
appropriate patient before offering care. Unauthorized disclosures of health status could cause
personal harm, especially in the case of mental illnesses (Blumenthal et al., 2008, June). A secure
mechanism of control procedures will help protect privacy as well as establish governance and
trust for exchanging health data (RTI, 2007, June; Stead et al., 2005).
Technology-Centered Focus
A common problem with implementing a new technology occurs when there is central
focus on the technology which ignores the human or organizational issues that will be changed
(Korunka et al., 1993; Schoofs Hundt, Carayon, Smith, & Kuruchittham, 2002). Distributing
technology before an accepted plan and standards are in place may mean substandard early
versions of a technology become the norm. In the health industry we see this occurring, with
each organization adopting their own electronic medical record (EMR, Table 1) which is
incompatible with new interoperability standards and resulting in “an automated Tower of
Babel” (Bates, Ebell et al., 2003). Additionally, standalone versions of PHRs require patient-
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input of historical medical data, a requirement lessened by versions tethered to an EHR or
connected to a data exchange.
Adoption of Health Information Technology
Despite evidence in the literature that HIT can improve quality, safety and efficiency of
patient and clinical care (Ahern, 2007; Blumenthal et al., 2006, 2008; Chaudhry et al., 2006;
DesRoches et al., 2008), investments in Health IT lag far behind most other industries
(Anderson, et al., 2006; Bush, 2006, Jan 31; eHealth Initiative Foundation, 2006, January).
Adoption of health technologies is slowly progressing, as researchers found that only 4% of
ambulatory care physicians had fully-functional electronic record systems, 13% had a basic
system that lacked various functionalities to be classified as fully-functional, and only 26% of
the other respondents thought their practice would purchase a electronic system in the next two
years (Blumenthal et al., 2008, June). In another survey of organizations (public and private)
who were working on creating an HIE, only 9 of 134 respondents (6.7%) had an operating
exchange in place (Overhage et al., 2005). Bower (2005) speculates that the structure of the
health industry, in provider-centric units, hinders integration and adoption of health technologies.
This will change as more providers in an area implement HIT, increasing its value, and as
healthcare transforms to a more patient-centered model.
Even smaller is the percentage (1%) of health consumers who are estimated to be using
PHRs, which is expected given the infancy of the technology (Cohn, 2005, Sept 9; Heubusch,
2007). Researchers in eHealth caution against a methodology or technology that does not strive
to understand the wants and needs of a diverse population, and stresses making sure that underserved are not forgotten as they often are disadvantaged by reduced access to technology
(Atienza et al., 2007; Horrigan, 2005; Hsu et al., 2005).
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A family physician, Adler (2007), described how to successfully implement an EHR
system while avoiding pitfalls through use of a system advocate, careful planning, and
technology support. Other successes include a family practice association in Kentucky which
went from paper to computerized medical records (EMRs, see Table 1) and documented savings
of $160,000 in the first two years through reduced charting time, elimination of lost charts, and
low staff turnover (Miller, 2003). In an article about a family practice in Atlanta, Dr. Morrow
(2007) describes how EHRs have changed the multi-provider, multi-site practice, “Before I
began using an EHR, I thought I was a good doctor providing great patient care. But I was
wrong. You just can’t provide great, coordinated patient care using paper records.” The HIT
transformation in this practice made records accessible at any practice location and eliminated $
253,978 per year in expenses for chart pulls, new patient charting, missing data searches,
transcription, shipping & handling fees, and miscellaneous medical supplies.
In the corporate world, several major Fortune 100 and 500 companies (examples: Intel,
Walmart, Verizon) have begun championing PHRs and EHRs for their employees (Ackerman,
2007, November 3). One of those, IBM, provides a tethered PHR to its US employees of which
about 80% have subscribed. IBM has incorporated the PHR into its work-wellness system and
offers $150 incentives for employees who complete a health risk assessment and track their
health progress (Grundy, 2007). In the future, IBM hopes to connect employees to their episodic
claims data which would give them information to track and evaluate their healthcare spending.
One of the most successful examples, and a common use case for HIT initiatives, is the
US Department of Defense’s (DOD) multi-modal electronic health system for active military and
veterans. For the active military the AHLTA system boasts a “1 patient, 1 record” network that
leverages information when necessary and automates the medical record workflow for
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approximately nine million beneficiaries (Harmon, 2007, January). Health data is stored in a
clinical repository and transfers to a theater medical data store when a person deploys to
battlefield, battalion, combat support, or while in transit.
In a similar role, the Veterans Health Administration uses the Veteran’s Information
Systems and Technology Architecture (VistA) as an electronic health record network; touted as
one of the nation’s best models by the Institute of Medicine (Department of Veterans Affairs,
2003, April 2). VistA’s purpose is to provide a centrally-developed application for health
practitioners to have access to a patient’s integrated, electronic record for review or updating in
the clinical setting (Fletcher & Smith, 2007, January). Some of the many functions of the health
record include: an order checking system, notification positing for patient specific information,
report templates, clinical reminder system, and a medical history. Investigators have recently
begun researching the VA’s electronic health systems to understand advantages between paper
resources and HIT systems for optimal clinic workflow (Russ, Saleem, Justice, Hagg,
Woodbridge, & Doebbeling, 2009), and exploring the compatibility of physician’s mental
models of electronic prescribing with actual electronic record functions for possible system
redesigns (Russ, Saleem, McManus, Zillich, & Doebbeling, 2009).
In addition to the VistA EHR system, the VA created an interconnected, online PHR
called MyHealtheVet. For those veterans with registered accounts, their PHR is available at any
time, from anywhere and contains up to 20 years of lab results, and the last six years of x-rays,
scans, physician notes, and medication records. Also available to the user are areas for: benefits
and services, prescription refills, family history, and health assessment tools for self-monitoring
(health journal, food journal, activity journal, pulse oximetry, and health eLogs).
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Due to the DoD’s successful HIE model linking EHRs and PHRs, many are looking to
the government to lead the way to HIT reform of the health industry. Bates and colleagues
(Bates, Ebell et al., 2003) have also called for the US federal government to play an integral part
in the financing and diffusion of electronic records on the basis that they are the largest
purchasers of American healthcare; accounting for nearly 45% of the $1.3 trillion spent on health
related care in 2000. Currently the 2009 “Stimulus Bill” (HR 1/Public Law 111.5) has made $19
billion available to the health industry to advance HIT’s meaningful use, including $2 billion
available as bonuses for those providers caring for Medicare and Medicaid clients using HIT.
Theoretical Considerations from Human Factors
It is a common practice for technology developers to create over-engineered, complicated
products that accomplish a functional goal. In the past consumer-product engineers were more
concerned with appearance than with evaluating user needs and ease-of-use. This strategy has
been reformed by the introduction of human factors (HF) techniques in the product development
process which now dictates “if a product does not meet consumers’ expectations for ease of use,
it will not be successful” in the marketplace (Mitchell, 1995). Unfortunately, product design
cycles are often too fast to allow for thorough and controlled studies (usability testing, task
analysis, simulators, field testing, etc.), limiting research to more informal (focus groups, field
surveys, prototyping, rapid-fire reviews, etc.) evaluation approaches (Stanton, Salmon, Walker,
Baber & Jenkins, 2005).
It is the role of the HF practitioners to be involved early in the design process and steer
the design engineers toward incorporating research results compiled from consumer testing.
Applying this framework to HIT, also means incorporating the knowledge of highly trained
medical professionals into the system’s design. Combining both users’ perspectives to inform
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design may result in a system that supplies a physician with evidence-based information within
his/her environment helping to directly improve patient care (Hesse & Shneiderman, 2007;
James, 1993, 2005; Norman, 2002). The field of HF may influence the success of health IT in a
number of ways: (1) task analysis, (2) usability evaluations, and (3) user-centered design.
Task Analysis
Central to the mission of HIT is the transformation of data into an electronic format.
Making data available to a clinician alone will not be enough to effect positive changes (Yasnoff
et al., 2004), but taking an approach to deal with the collection and dissemination of appropriate
data has a better chance. Suggs (2006) reports on research evaluating which pieces of
information are critical, who needs to see it, and when they need it. Using a task analysis
approach, health technologies will not simply automate flawed, inefficient processes
(Blumenthal, 2006, March), but may make improvements in clinic workflow saving time and
cost. HF investigators have also recently conducted a needs analysis to identify what kinds of
health information patients would seek or want to manage and how HIT may help organize their
personal health data (Price, Pak , Muller, Strong, & Breedlove, 2009).
Usability
Usability testing is often incorporated into the iterative design cycle to evaluate how a
typical user interacts with the product of interest. Usability evaluations can measure: ease-of-use,
time on tasks, accuracy, efficiency, preference, satisfaction, etc. Design and product evaluations
are enhanced when usability testing is used in addition to guidelines (Hart, Chaparro, &
Halcomb, 2008) and observational field studies (Fisher & Loring, 2002). Human Factors has
already made a significant impact on patient safety through the usability testing of medical
devices for treatment and care (Kushniruk, 2002). Human Factors may make similar strides in
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health IT, through “improved quality of care, clinical process efficiency, timeliness and access,
reduced cost of care, and enhanced satisfaction of patients and clinicians” (Alvarado et al.,
2004). Many researchers have called for the usability testing of HIT technologies on a wide
range of possible users (Schneiderman & Plaisant, 2004), tested against a strict set of common
standards (Hesse & Shneiderman, 2007) and before they are released for implementation
(Nielsen, 1993). One such evaluation of new PHR interfaces, compared two existing online HIT
applications and found that design flaws related to user experience had a negative impact on
reported willingness to adopt (Peters, Green, & Schumacher, 2009).
User Centered Design
There have been numerous technologically superior products that have failed in the
consumer market because the products were designed without considering how a user would
interact with it or determining if the products were even needed to meet consumer goals. Before
a technology is introduced it is important to identify and evaluate the impact it will have on
individuals and/or social systems (Banta & Sanes, 1978). This approach is called user-centered
design (UCD), and is defined by the International Organization for Standardization as:
“a formal approach to ensuring that new tools incorporate the needs, wants, skills,
and preferences of the user throughout the tool’s development. [UCD] is a design
and evaluation process that pays particular attention to the intended users, what
they will do with the product, where they will use it, and what features they
consider essential.” (Human-Centered Design Processes, 1999)
Because healthcare is changing in the direction of patient-centered care, many researchers
have called for bringing the health consumer or patient into the HIT conversation immediately
(Blumenthal et al., 2006; Burrington-Brown et al., 2007; Kazanjian & Green, 2002; Morales
Rodriguez, Casper, & Brennan, 2007). While several others have already done so by verifying
the importance of user feedback and perspectives on technology, and the effects on end-user
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health and well-being (Jones & Smith, 2004; Korunka et al., 1993; Takeshita et al., 2002). Hesse
and Shneiderman (2007) believe it is crucial for health consumers or patient caregivers to be
“engineered into the system as a first line of defense against potential errors, not the last,”
because the health system cannot change without their cooperation. Using UCD techniques may
ensure that the needs of users are met and eventually lead to wider acceptance and adoption of
the product. For HIT this may translate into success by using an evidence-based approach that
aligns the dimensions of stakeholder wants with the population needs to promote effective HIT
products (Kazanjian & Green, 2002).
Technology Diffusion and Adoption
The diffusion of innovations (DOI) model, discusses difficulties with spread of
technological products throughout society and adoption rates, despite the technology’s apparent
advantages (Rogers, 1962). The general premise of the theory is that the greatest influence of
acceptance is defined by the first user or group; the “innovators”. Influence then travels down
levels from “early adopters” to the “early majority” then to the “late majority” and so on.
Influence can be passed within a level and also downward, but adoption is unlikely to occur at a
level until the proceeding level has adopted the technology. Therefore the most effective strategy
for marketers is to first target early adopters and then reinforce acceptance through imitation to
successive “social” levels. In his synthesis of adoption and diffusion research (Rogers, 1962), the
process by which innovations spread follow these five generalizations: (1) innovations possess
certain characteristics which are perceived by potential adopters and determines rate of adoption;
(2) some personal characteristics of adopters make them more innovative than others; (3)
adoption decisions occur at different stages and some adopters are predisposed toward different
types of decision influences; (4) some individuals can accelerate adoption; (5) adoption follows a
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S-shape curve starting slowly with a few adopters and reaches a tipping point in which it takes
off with a rapidly growing community of users before it levels-off as the number of potential
new users decreases.
Although diffusion of medical innovations has consistently followed Rogers’ DOI model
(Bower, 2005, p. 25), health technologies may have low diffusion rates because the population
has yet to (reach “awareness”) understand the importance or value to their own health care (Bell
et al., 2008, April 28), while clinicians are seemingly barred by the lack of adequate funding and
resources. Improving existing health technologies through user-centered design strategies and
usability testing will be critical to the diffusion of current and future HIT (DesRoches et al.,
2008).
Another framework that can be applied to defining HIT success is the technology
acceptance model (TAM) which attempts to explain and predict why users sometimes accept and
sometimes reject technology systems (Davis, Bagozzi, & Warshaw, 1989; Davis, 1989). This
theory was developed as an extension of Ajzen and Fisbein’s theory of reasoned action ([TRA],
Ajzen & Fishbein, 1980). Both TRA and TAM make the assumption that when a person forms
an intention to act, they will be free to act without limitation. Many of the original attitude
measures of TRA are replaced by TAM’s to specifically measure technology acceptance: (1)
ease of use, and (2) usefulness.
Multiple research studies have tested the robustness of the TAM questionnaire; validity
and reliability of instrument and measurement scales (Adams, Nelson, & Todd, 1992; Davis &
Venkatesh, 1996; Szajna, 1996), internal consistency and replication reliability (Adams et al.,
1992; Hendrickson, Massey, & Cronan, 1993), and generalizability of results across a wide range
of innovation types (Tornatzky & Klein, 1982). Researchers have replicated the original
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technology acceptance study to validate the relationships among ease of use and usefulness by
providing evidence in different system uses: motivation to use cellular phones (Kwon &
Chidambaram, 2000), media influence on cell phones adopters (Vishwanath & Goldhaber,
2003), intentions to use interactive television (Choi, Choi, Kim, & Yu, 2003), decisions to “use”
versus “intend to use” computers (Igbaria & Iivari, 1995), task dependent usage of wireless
handheld devices (Fang, Chan, Brezezinski, & Xu, 2005), and older patient’s attitudes toward
using healthcare technologies (Or & Karsh, 2006; Or, Severtson, Karsh, Brennan, Casper, Sebern
& Burke, 2006).
As discussed by Chhanabhai and Holt (2007) the original TAM and subsequent
adaptations have rarely been tested in the health sector. Ball and Gold (2006) suggest that “ease
of use” may not be a primary indicator because in healthcare the focus is not on technology;
consumers are more worried about receiving the best care and clinicians are most concerned with
delivering the best care. On the other hand, “usefulness” of health technology is not yet globally
apparent as HIT has only recently been introduced on a public scale, and research respondents
typically can only answer hypothetically about the usefulness of a conceptual technology. In
most models, social anxiety has not been a significant factor affecting intentions to use
technology. However, due to the concerns about security and privacy surrounding personal
health records, social anxiety may be playing more of an important role in the adoption of HIT.
Thus, when a consumer is introduced to the EHR/PHR concepts there may be an initial inherent
reaction that needs to be measured to indicate if the users will actually be a new user of a HIT
system in the future.
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TAM models have become a useful tool for organizations to understand who the
technology adopters are, and why and how they came to that decision. If negative reactions can
be identified early and mitigated, technology acceptance may increase. Such information could
lead the health industry to re-evaluate preliminary designs, choose effective marketing strategies,
and plan for trainings or interventions that will lead to successful HIT implementation (Or &
Karsh, 2006). Measures of HIT adoption may become more accurate as patients learn more about
the positive transformation HIT can have on their healthcare, and they are exposed to early PHR
versions.
Research Purpose and Questions
A multi-modal approach is being taken in both the public and private sectors to support
successful HIT implementation including: (1) national government pursuing universal standards
and certifications; (2) state governments passing new legislation and policies; (3) health industry
beginning to implement or update electronic records systems; (4) healthcare practitioners
changing practice, data collection, and reporting; (5) health consumers taking an active role in
maintaining health records, tracking data, and partnering in health-related decision making.
Although incremental progress is being made in standards, security, and networking toward HIT
diffusion, success is not yet inevitable (Gearon et al., 2007, June).
To insure success, it is suggested that , healthcare consumers (healthy or sick) adopt a much
more active role than they have traditionally had delivered to them and become full partners in
their own care (Bigelow, Fonkych, Fung, & Wang, 2005). For HIT/PHR adoption to be
successful, healthcare will need to shift thinking to patient-centered-care and have human factors
assurances of usability, satisfaction and ease of use.
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Tang and colleagues (2006) suggested that future research should seek to understand
what types of patients will use PHRs, which functions they use and/or desire most, and what
behavior changes occur in managing their health. Since PHRs are in their infancy, the restrictive
functionality of generation-one PHRs, and the sensitivity of the data they contain, formal
usability analysis cannot be done at this time. Therefore, the current research sought to
understand how HIT is or might be accepted and adopted within the potential user base.
Knowing this information could help inform technology developers in appropriate PHR designs,
aid healthcare policy makers in creating strategies for education and adoption, and facilitate the
transformation of the clinician-patient relationship.
In this study, findings from qualitative as well as quantitative approaches are integrated to
identify trends in health consumer’s attitudes toward PHR technology (acceptance) and factors
that may contribute to future PHR use (adoption). The study findings describe the perceptions
and reactions to using PHRs as well as identify a model of influencing factors that characterize
likely users and their acceptance framework. The findings of this research could be valuable to
PHR product and development teams who may need to make design decisions based on different
user types and their perceived needs. Additionally, results may be useful to health policy-makers
to identify the levels of technology education, funding, and adoption strategies that are needed to
make HIT/PHR a successful tool for health reform.
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The purpose of this research was to identify the consumer characteristics that are most
likely related to acceptance, adoption and use of PHR innovations. Particularly, the current
research focuses on the following:
Study 1: Focus Groups
1. Exploring the attitudes and beliefs consumers have about HIT/PHRs.
2. Exploring the characteristics of consumers likely to adopt HIT/PHRs in the future.
Study 2: Online Survey
3. Determining the validity of a technology acceptance survey for HIT/PHRs.
4. Examining which factors may influence the consumers’ “intention to use” or future
adoption of PHRs.
5. Examining which factors may differentiate PHR adopters from non-users of PHRs.
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CHAPTER 2
STUDY 1 – FOCUS GROUPS

Methods
Study 1 employed a qualitative focus group design. Focus groups are of particular
importance when the researcher is interested in exploring a topic in which little is known
(Stewart & Shamdasani, 1990). Group interviews allow respondents to discuss a topic using their
own language, categorizations, and assumptions aside from the researcher’s imposed point-ofview found in other types of research. Additionally, the focus group results facilitated the
creation of a survey instrument based on the participant’s verbal responses about how they think
and talk about the topic (Stewart & Shamdasani, 1990).
Focus groups are a widely accepted qualitative research method for determining the
attitudes and motivations of people within systems. Focus groups are an information gathering
technique in which four-to-ten people are brought together for a group interview. The primary
objective of a focus group is to gather opinions that represent the population from which
participants are drawn. The rationale for focus groups is that the group interview offers the
opportunity for participants to openly share opinions in the security of a group setting. This
allows participants to relax and take a considered view of the information being sought.
Confidentiality of participants was maintained, allowing participants full confidence to disclose
personal opinions. This technique affords the opportunity to probe for and pursue new ideas of
interest introduced by the participants, which differs from traditional quantitative methods such
as surveys.
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Focus groups are ideal for evaluating subjective motivations, and insight into behavior
and trends. The groups usually last approximately one to one-and-one-half hours, during which
time the participants are asked a series of open-ended questions pre-determined by the research
team. The design of the focus group script incorporates findings from similar published literature
and content areas suggested in other related Health Information Technology research.
The purpose of Study 1 was to qualitatively assess attitudes, beliefs, and knowledge
about personal health records (PHRs). The exploratory evaluation was designed to better
understand and assess the perceptions of the participants on: the impact of the “Introduction to
PHRs” educational session, potential barriers to future PHR use, and ways PHRs may improve
caring for one’s health. More specifically, the focus group interview questions asked the
following: (1) “What was new information or content to you from the introductory session?”, (2)
“How do you currently interact and communicate with your healthcare providers?”, (3) “What
are the possible strengths and weakness of using a PHR?,”(4) “What impact can you predict
PHRs will have on your healthcare?”.
Participants
Seven focus group interviews were conducted from a recruited sample of persons
representing various demographic segments of Sedgwick County (Table 3). Interviews were
conducted from February through March 2009. Each focus group had a “site-coordinator” who
acted as the point-of-contact and was selected based on their employment or affiliation with the
site/organization and their access to a potential participant list. Some focus groups participants
were recruited based on convenience, or self-selection (i.e., Wichita State University students
enrolled in a health communication/marketing course). The remaining sessions were filled by
random selection, with each potential participant having an equal and non-zero chance of being
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invited to attend the focus groups. The “site-coordinator” made the initial contact with the
chosen participants about the focus groups. The purpose of the study was explained, and if the
person was interested in attending one of the sessions their contact information was forwarded to
the principal investigator (PI). At least twelve participants were scheduled per focus group site to
account for no-shows (Stewart & Shamdasani, 1990). To encourage attendance, participants
were offered a small snack and beverage during the session.

TABLE 3
COMPARISON OF DEMOGRAPHICS BY FOCUS GROUP SITES’ POPULATION

State of Kansas*
Sedgwick County*
Cessna Aircraft**
(C. Poulson, HR Dir.)

Race
White Black
(%)
(%)
89.1
9.4
83.5
6.0

Sex
Female
(%)
50.4
50.5

Age Group
18 -64 ≥ 65 yrs
(%)
(%)
53.2
12.9
54.9
11.3

Education
≥ BA/BS
(%)
25.4
25.8

Representation
Main
Characteristic
Population

75

15

42

94

6

77.5

Sub-Population
Highly Technical
Labor Force

70

7

55.3

99

<1

18.8

Young, Students

85

5

54

92

8

87

Health-related
Labor force

86

8

13

62

48

NA

Potential access to
existing PHR

90

6

70

8

92

NA

Older, Retired

94

6

52

47

15

42

Representative
Sample

17.9

3

37

92.3

7.7

2

Un-/under-insured,
low SES & edu.

WSU Students***
(B. Chaparro, Asst. Prof. &
A. Chesser, Teaching Assoc.)

KU Sch. of Med. –W†
(A. Chesser, Teaching Assoc.)

VA Medical Center‡
(K. Steele, Education Coord.)

Senior Center Group
(G. Cooper, Coord.)

Woodridge Church ∞
(B. Gleason, Pastor)

Project Access £
(A. Nelson, CFO)

* Source: http://quickfacts.census.gov/qfd/states/20000.html
** Source: Human Resources Department
*** Source: http://admissions.wichita.edu/faq.htm#4,
www.kansasregents.org/download/news/Databook%202007.pdf
† Source: Human Resources Department
‡ Source: VISN 15 Estimates FY 2007
∞ Source: Membership Committee Directory
£ Source: Project Access Operations Analysis Report 1999 to 2008
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Procedure
Guidelines for focus group implementation, procedures and data management were taken
from Berg (2004). Each session was digitally audio recorded and staffed by two trained
moderators for note-taking (the same two researchers for all groups). The first ten minutes were
dedicated to distributing, reading, and answering questions about informed consent (see
Appendix A). All prospective participants signed a consent form before the interview began.
Those who did not wish to give consent, were thanked for their time and dismissed. Next,
demographic data elements were collected via a paper-and-pencil survey (Appendix B)
including: age, race/ethnicity, gender, marital status, income, and affiliate organization. Nine
additional questions were presented after the demographic section, to obtain baseline attitudes
and beliefs to allow for triangulation of data from the topics discussed during the focus group
interviews. Triangulation of quantitative and qualitative data can be used to corroborate the
verbal comments and ensure convergent validation. Once the demographic surveys were
completed, they were placed in an envelope to remain anonymous.
To begin the interview session, ground rules were set by the moderator who asked for:
courtesy and respect, using first names only, waiting to be called on to speak, and maintaining
confidentiality. Then a short educational session using slides and online videos was given to
introduce the topic, define a personal health record, and show PHR examples (see Appendix C).
Next, the moderator began the group interview using a pre-established script of questions (see
Appendix D), promoted discussion, probed for detailed responses, looked for group consensus
opinions, and identified any outliers to the consensus that would have differing viewpoints.
Queries for discussion were grouped into five main themes: (1) introduction to PHRs, (2) health
status and quality of life, (3) access and interaction with health care, (4) impact of health
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information technology, and (4) final reflections. Interviews lasted between one and one-half
hours each. Each interview session followed the same protocol, education, and script.
Immediately after the session ended, the moderators convened to review the findings of
the session and assure that all key points were captured in writing. A summary was be compiled
for each focus group. The moderators convened following the conclusion of all seven focus
groups to listen to the audiotape of each session, read transcripts, identify conclusions, and group
the findings into categories for analysis.
The digital recordings were transcribed to text for data-making. Data-making is the
transformation of verbal responses into bits of information, called units. Typically units consist
of keywords or short phrases (Stewart & Shamdasani, 1990). Unitizing the data was conducted
on a series of levels: by physical group (focus group session), by content (discussion question
asked), by respondent, and by context (stated positively or negatively) when appropriate. Full
quotes, which concisely summarize thoughts, were also “cut” from the transcript and used to
describe themes in the participants’ voice.
After the all transcripts are unitized, they are compared for themes within discussion
questions and across groups. Similarity of consensus norms across sites will be taken to imply
validity of findings. A final analysis assessing convergence and divergence of themes across the
groups was assembled. Similarities and differences between special populations are described
based on differences between focus group consensus findings and discussion results when
stratified by groups.
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Results
Seven focus groups were convened, including the pilot test group. One session held by an
organization with under-/un-insured clientele, was cancelled by the organization due to low
participant turnout (two persons attended of twenty recruited). On average, there were eight
persons attending each of the focus group sessions (Sd = 3, range: 3 – 10 people) for a total of 48
participants across the seven sessions. The sessions lasted an average of 75 minutes (Sd = 9.3,
range: 63 – 90 minutes) including the informed consent process, PHR educational slides, and
guided discussion.
The focus group locations were chosen in an effort to find the most representative sample
of the Wichita area with all sessions combined. Over all sessions, participants most often had
these characteristics: female (67%), 50-64 years old (29%), employed full-time (44%),
Caucasian (85%), married (50%), annual household income less than $40,000 (43.5%), and some
college education (31%). The demographic characteristics by session category are found in Table
4. The majority of participants answered that they had not used a PHR before (62.5%) or were
not sure (23%). Ten percent indicated they had used some form of a PHR before; indicated by at
least one participant from each group except for the health professional’s session. When
participants were asked to describe their health status on a scale from 1 to 10 (1= worst health to
10= best health), the average response was an 8 (Sd= 1.59) across all sessions (see Figure 2). The
self-reported health status indicator ranged from 3 to 10 for all participants, with the lowest
health status scores reported in the university students and Veterans groups (see Table 5).
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TABLE 4
FOCUS GROUP DEMOGRAPHIC QUESTIONNAIRE ANSWERS

Characteristics
Sex
Male
Female
Age Category
18-29 years
30-49 years
50-64 years
65-75 years
76 years or older
Work Status
Full-time
Part-time
Unemployed
Retired
Race/Ethnicity
Black
Asian
White
Hispanic
Marital Status
Single/ Separated
Divorced
Widowed
Married
Annual HH Income
$19,999 or less
$20 - $39,999
$40 - $59,999
$60 - $79,999
$80,000 or more
Education
High school or less
Some college
Graduated college
Graduate school
Ever used a PHR
Yes
No
Not sure

Overall
(N= 48)

Health
Professionals
(n= 3)

Business/
Technology
(n= 6)

University
Students
(n=12*)

Veterans
(n=10)

Older
Adults
(n= 9)

Church
Group
(n= 8)

27%
67%

100%

17%
83%

8%
92%

90%
10%

11%
89%

25%
50%

23%
19%
29%
17%
12.5%

33%
67%
-

50%
50%
-

67%
25%
8%
-

20%
30%
30%
20%

56%
44%

37.5%
62.5%
-

44%
15%
4%
29%

100%
-

100%
-

50%
25%
-

20%
20%
60%

89%

50%
50%
-

6%
2%
85%
6%

100%
-

83%
17%

17%
8%
58%
17%

100%
-

100%
-

12.5
87.5
-

19%
4%
21%
50%

67%

17%
67%

25%
8%
8%
50%

20%
10%
70%

44%
56%
-

37.5
62.5

12.5%
31%
10%
17%
25%

100%

33%
67%

8%
17%
25%
25%
17%

10%
50%
20%
20%
-

44%
56%
-

37.5%
12.5%
27.5%

15%
31%
27%
21%

33%
67%

50%
50%

58%
17%
17%

20%
30%
20%
10%

56%
44%
-

12.5%
62.5%
25%

10%
62.5%
23%

100%
-

17%
33%
17%

8%
50%
25%

10%
70%
20%

11%
56%
33%

12.5%
62.5%
25%

Note: The focus group of un/under-insured persons was cancelled due to low enrollment (n=2).
Percentages do not always add up to 100% due to missing data from unanswered items.
* Includes two focus groups of university students (one was the test pilot group).
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Figure 2. Average Self-Reported Health Status By Focus Group Category

TABLE 5
SELF-REPORT HEALTH STATUS (1= WORST TO 10=BEST)
OF FOCUS GROUP PARTICIPANTS

Health Status
Average (Sd)
Range

Overall
(N= 48)
8 (1.59)
3-10

Health
Professionals
(n= 3)
10 (0.58)
9-10

Business/
Technology
(n= 6)
9 (1.03)
7-10

University
Students
(n=12*)
8 (1.97)
3-10

Veterans
(n=10)
7 (1.15)
5-9

Older
Adults
(n= 9)
7.5 (1.51)
5-10

Note: The focus group of un/under-insured persons was cancelled due to low enrollment (n=2).
* Includes two focus groups of university students (one was the test pilot group).
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Church
Group
(n= 8)
9 (0.7)
8-10

Along with the demographic questions, baseline attitudinal questions were also asked
before the focus group guided discussion began. Each participant was asked to rate their level of
agreement with each statement on an agreement scale from (1) strongly agree to (5) strongly
disagree. Participants agreed or strongly agreed with the majority of the questionnaire statements
(see Table 6), such as: understand the visit instructions (90%), want to have input on medical
records (83%), comfort with computers (81%), can contribute to own record (80%), and support
managing their health through a PHR (80%).

TABLE 6
MOST COMMON (MODE) PRE-FOCUS GROUP ATTITUDINAL ANSWERS
(STRONGLY AGREE = 1 TO STRONGLY DISAGREE = 5)

Overall
(N= 48)

Health
Profls.
(n= 3)

Business
/ Tech.
(n= 6)

Univ.
Students
(n=12*)

Vets
(n=10)

Strongly
Agree

Strongly
Agree

Strongly
Agree

Strongly
Agree

Strongly
Agree

Disagree

Agree

Agree

Agree

Agree

Agree

Agree

Agree

**

Neutral

Neutral

Agree

Agree

Agree

Strongly
Agree

Strongly
Agree

Strongly
Agree

Strongly
Agree

Agree

Agree

Agree

Agree

Strongly
Agree

Agree

Strongly
Agree

Agree

Agree

Agree

wants input on medical record

Strongly
Agree

Strongly
Agree

Agree

Strongly
Agree

Agree

Strongly
Agree

Agree

capable of contributing to own
health record

Agree

**

Strongly
Agree

Strongly
Agree

Agree

Agree

Agree

PHRs can be a safe and portable

Agree

Strongly
Agree

Neutral

Agree

Neutral

Agree

Agree

support PHRs for managing
health

Agree

Strongly
Agree

Agree

Agree

Agree

Agree

Agree

Content for Agreement
Comfort using a computer alone
know how to obtain information
about own health records
primarily physician's
responsibility to track health
records
understand information received
for taking care of self after a visit
comfortable with personal health
information being used in a
secure, online format

Note: The focus group of un/under-insured persons was cancelled due to low enrollment (n=2).
* Includes two focus groups of university students (one was the test pilot group).
** Could not be computed, as no answer was given more than any other answer.
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Older
Adults
(n= 9)

Church
Group
(n= 8)
Strongly
Agree
Strongly
Disagree

Focus Group Session Summaries
University Students
Two focus group sessions (see transcripts, Appendix E) were held with a total of 12
Wichita State University students (four graduates and eight undergraduates). The majority of the
participants were female (92%), 18 – 29 years old (67%), Caucasian (58%), married (50%), and
employed (75%) with household incomes between $40,000 and $80,000 annually (100%). The
participants had an average health rating of 8 (Sd = 1.97, range 3-10). Two of the participants
(17%) had heard of personal health records but only one student (8%) had used them before.
When initially introduced to the PHR concept, students had mixed reactions. The
majority of positive comments were related to how the participants would use the technology
(when moving, reducing duplicate tests, saving time), while the negative comments focused on
how PHRs might not benefit others (affordability and accessibility to all patients, and the
usability for older persons). Motivating factors for using a PHR were discussed as highest for
unhealthy persons, patients seeing multiple doctors, persons acting as caregivers, and those who
move frequently (both in location, or changing providers). Students were interested in
maintaining a health and family history, tracking values, and keeping an electronic vaccination
record. Discussions included comments that health providers would be interested in PHRs for
transferring reports and records, having searchable records (versus paper charts), but most
importantly as a reimbursement mechanism for e-mail communication with patients. Students
thought owning a PHR would make them more knowledgeable patients, would unify their health
information, and be important in emergency situations. Participants voiced concerns about data
errors (purposeful or accidental), data ownership, security, and HIPAA-related legality issues.
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Business/Technology Group
The focus group session was made up of six participants from a local aviation corporation
(see transcript, Appendix F). The majority of participants were female (83%), between 30 and 64
years (30-49 years, 50%; and 50-64 years old, 50%), Caucasian (83%), married (67%), had
graduated college or had attended graduate school (100%), and employed (100%) with
household incomes of $60,000 or more annually (100%). The participants had an average selfreported health rating of 9 (Sd = 1.03, range 7-10). Three of the participants (50%) had heard of
personal health records but only one person (17%) had used them before.
The business group thought the PHR concept was generally a good idea, but had
questions about the technology’s security, the misuse of information, the amount of information
a patient would understand, and concerns about who could access the information - especially
insurance companies. A few of these participants had experience electronically managing health
information through health savings account spreadsheets and online risk assessments offered by
their company. Although the participant’s themselves were healthy, they saw potential PHR
benefits for those who were chronically ill or those caring for less healthy persons (children and
adult parents). This group discussed reasons for using a PHR including: continuity of care, easily
transferring records, saving money, convenience, emergency situations, and record retention in
natural disasters. They thought that health care providers would be most interested in having
patients record their health and family histories, keep comprehensive medication lists, and report
allergies. Overall participants believed PHRs could improve communication between doctors
and doctors-to-patients, and improve efficiency of health processes (time, errors, duplications,
referrals).
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Health Professionals
The smallest focus group (see transcript, Appendix G) was made up of three participants
from various health professional fields (internal medicine physician, emergency medical
technician, and dietician). Two other participants (a surgeon and an operating room nurse) were
unable to attend due to an emergency surgery being scheduled. The majority of the participants
were female (100%), 50-64 years old (67%), Caucasian (100%), married (67%), and employed
(100%) with household incomes of $80,000 or more annually (100%). The participants had an
average health rating of 10 (Sd = 0.58, range 9-10). Two of the participants (66%) had heard of
personal health records but none had used them before.
Although the majority of participants had heard of PHRs, they were unclear as to how the
technology differed from electronic health records. Participants thought PHRs could be a good
tool for communicating with patients between visits as well as improving communication
between physicians caring for the same patient. They thought PHRs would be beneficial to
electronically navigate through patient information, but that the amount of information would
likely overwhelm or even scare the “average” patient. The health professionals commented that
PHRs should keep medication lists, most recent lab result values, appointment summaries, and
could aid in appointment scheduling and treatment planning. A lengthy portion of the discussion
centered on the importance of keeping an up-to-date and comprehensive medication list which
includes prescriptions, vitamins, and over-the-counter medications. Participants were concerned
with the accuracy of information that patients could provide, the ability of a patient to manipulate
the data from other sources, and the legality of the record. However, the health professionals did
think a PHR could be most useful for reducing duplicate tests, decreasing medication-related
errors, and saving lives in emergency situations.
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Older Adults
The focus group session was made up of nine participants from a card-playing club (see
transcript, Appendix H). The majority of the participants were female (89%), 65 years or older
(65-75 years old, 56%; and 76 years or older, 44%), Caucasian (100%), widowed (44%) or
divorced (56%), had at least high school education (56%), and retired (89%) with household
incomes less than $40,000 annually (100%). The participants had an average health rating of 7.5
(Sd = 1.51, range 5-10). None of the participants (0%) had heard of or used PHRs.
After being introduced to the PHR model, the majority of participants could identify
beneficial uses for the technology. Participants were most interested in the capability to review
their information immediately after an appointment. Participants liked this idea because they do
not always remember their conversations and medical information they were given, or would
want a family member’s input on what they were told. Almost all session members were
collectors of claims receipts and filed them in shoeboxes and cabinets for many years. They
commented that electronic records (versus paper files) would reduce paper documents and need
for storage, would be more convenient for finding relevant information, and could be kept up-todate. The older adults were very pleased with the idea of creating an electronic health history
which would relieve them of having to remember dates of important health events, and repeating
the process with every new physician. The concerns of the group included the security and
privacy of PHRs, who has access to their information, and the back-up system of the technology.
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Veterans
The focus group session was made up of ten participants recruited from the local
veterans’ administration medical center (see transcript, Appendix I). The majority of the
participants were male (90%), between 50 and 75 years old (50-64 years, 30%; and 65-75 years
old, 30%), Caucasian (100%), had at least some college experience (60%), and retired (60%)
with household incomes of $20,000 to $40,000 annually (50%). The participants had an average
self-reported health rating of 7 (Sd = 1.15, range 5-10). Six of the participants (60%) had heard
of personal health records and half (50%) had used the VA’s version of a personal health record,
MyHealtheVet.
The veterans group all had positive comments to the PHR introduction, as half of the
group has been using the VA’s version of a PHR already, and all have been exposed to the
benefits of an integrated electronic health record system in the VA. Those who used the
MyHealtheVet PHR were able report and track blood pressure and glucose readings, had ordered
prescriptions refills to be delivered to their homes, and were able to read through the
appointment notes and instructions that their clinician had given them after their visit. The
veterans discussed the upcoming PHR system upgrades, and were looking forward to being able
to schedule appointments online and asking questions of their physician team by secure e-mail.
From their perspective, PHRs bring increased health knowledge and proactive health
behaviors, allow for review of information after a visit, and could help to get test results faster.
This group was interested in tracking their values, receiving lab/test results and medication
reminders, keeping a family history, and refilling prescriptions through a PHR. They thought that
using a PHR helped to make appointments more efficient, keep doctors on the same page, and
could allow for doctor-patient communication without a face-to-face visit (i.e., e-mail and
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telemedicine). They were mostly concerned with security, who might have access to their
information, and the complexity of learning the technology.
Church Group
The focus group session was made up of eight participants from a local church
congregation (see transcript, Appendix J). The majority of the participants were female (50%),
50 – 64 years or old (62.5%), Caucasian (87.5%), married (62.5%), all had some college
experience with 62.5% graduating college, and employed (100%) with household incomes
greater than $60,000 annually (40%). The participants had an average health rating of 9 (Sd =
0.7, range 8-10). Only one participant had heard of and used a personal health record before.
The PHR introduction slides and videos were the first time the majority of these
participants had heard of a PHR and they did not have any strong first impressions negative or
positive. Currently a few of the persons kept paper files for their claims receipts. They thought
tracking their health information electronically had some benefit for comparing measures over
time, keeping medications lists, and logging exercise. Session participants were hesitant that
PHRs would be something they would use because they were younger and felt healthy, but saw
potential for future use. Participants commented they would want a PHR that would be
accessible by authorized family members, could use e-mail communication, and trigger alerts to
their doctor if elevated values appeared. By the end of the discussion, participants commented
that PHRs could potentially bring better healthcare, improve communication, act as a safety-net,
and make patients more knowledgeable and proactive about their health. However, a majority
voiced concerns about the burden of maintaining information and security of PHR technology as
compared to online banking (no agreement on which was riskier).
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Overall Themes
Similarity of consensus norms across sites was grouped to form the overall themes for
this series of focus groups. Five major themes were identified by researchers: (1) initial
reactions, (2) health record formats, (3) communication trends, (4) perceived impact, and (5)
perceived barriers. Initial reactions include both positive and negative comments made by
participants immediately after the PHR educational session. Focus groups discussion also
revealed that many participants were collecting health information in a paper-format but would
prefer an electronic system. Participants also frequently spoke about how PHRs could change the
communication between healthcare providers treating the same patient, and with the patientphysician dyad. Finally, the participants also voiced the perceived impact PHRs could have on
improving healthcare, as well as the potential barriers to implementation which PHRs might
face. Table 7 outlines the unitized data that was captured for each of the main themes which are
detailed below.
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TABLE 7
MAIN THEMES FOR PHR FOCUS GROUP DISCUSSION
Themes
Initial Reactions
Positive

Negative

Health Record Formats
No Record
Paper based

Want electronically

Communication Trends

Perceived Impact

Perceived Barriers

•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•

Unitized Data
Want visit notes and test results
Medication list and reminder
Want e-mail communication
Natural disasters won’t effect
Connect multiple doctors
Keep across moves
Reduce duplications and waiting times
Emergency situations
Security
Affordability of system
HIPPA/Accessibility and Privacy
Technology complexity
Patient comprehension and errors
Doctor keeps info in chart
All in my head
Insurance claims and receipts
Health savings account
Keep lab results and values
Annual health assessments
Medication lists
Personal and family health histories with access
Visit information/instructions
Medications and prescriptions
Lab and test results
Improve communication
Communicate between visits
Continuity of care/Connect multiple doctors
Transferring med records
More knowledgeable patients
Alerts and reminders
Electronic channels for communicating
Doctors on same page
Communication
Health knowledge and proactive
Safety net in emergencies
Better healthcare
Health history
Comprehensive medication lists
Access records after a visit
Save from duplicate tests
Security and access authentication
Errors with medical information and misuse
Doctor buy-in
Cost
Usability of technology
HIPAA - legality issues

46

Theme 1: Initial Reactions and Impressions
Each focus group session began with an educational session to describe and define the
personal health record concept. Participants were given the definition of a PHR and healthrelated information, as presented in Table 1. A presentation of slides showed images of the
current health system’s use of paper files in individual “silos” and gave an alternative pictorial
representation of a PHR system with interconnected, electronic information sources. Each
discussion began by asking the participants to give their initial reaction to the PHR information
presented. Across groups the immediate feedback came in both positive and negative comments.
There were two main positive comments about PHRs that reoccurred across the groups:
(1) seem to be indestructible records for the patient that could not be lost and (2) may increase
efficiency of physician-patient encounters through improved communication and reducing
duplicative testing. The benefit of an electronic record over a paper record was reported by
participants as withstanding natural disasters “like the tornado or fire,” transferrable in a move,
and ability to review past records stored in the system. One participant from the business group
described the benefit of an electronic record as,
“when you move from one doctor to another there is a possibility of some
information being lost or maybe there is some details you forget about because
it’s been five or ten years and you already have it out of your mind and that may
be important down the road.”
Other participants spoke about the nature of PHRs positively affecting their health encounters
through reducing the need for repeating tests due to incomplete information in a paper record,
best articulated by the comment:
“there has been a lot of duplicity of testing and surgeries, all types of things that
have gone on, because there isn’t an integration of medical information and there
is a lot of repeat testing and treatments that are done by physicians because there
is not one home base for all that information.”
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Some participants believed a PHR could improve the communication they had with their
physician both through electronic means (e-mail or messaging) and during an office visit,
because patients would also have similar information about their health they could refer to or ask
questions about. One health professional participant also thought the improved communication
would be facilitated by PHR between scheduled visits, as expressed by the comment:
“I find it really amazing that we can be that in touch, because I feel really out of touch
with medical personnel between visits, whether for me or for my family members, that
there is not an ongoing connection.”
Not all discussion about PHRs began as encouraging. Some participants had reservations
about the capability of most patients to understand and use the medical information accurately.
Some of the participants questioned the possibility and effects of human errors such as, “how
reliable am I to put in medical terminology?” as well as the “overwhelming” amount of
information that might “confuse” a patient. One participant was discussing the many years of
past data that an older family member would have to enter into their new PHR when they
commented “I can’t imagine that she would ever. I mean somebody would have to put that
information in for her.”
The most common initial concern was the security of a personal health record that had
connectivity through the Internet (versus stand-alone software). Some comments were about the
loss of confidentially, such as “I think it is just too much information about you that is out there.
I don’t want all that out there for all the public to know. I think it is a personal private matter for
me and my doctors to know,” while other comments were more about the loss of privacy based
on who had access to the records, one participant’s concern was with “the person or company
that is carrying my insurance, how much access they have to this, and what do they do when they
know all the data…How is that going to impact me to get affordable insurance?”
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Other discussions were about the security and fidelity of an electronic system when
compared to the online banking system. One veteran PHR user expressed his feelings as,
“Seriously, if they can apply the same security that the banks have to our medical
files, there shouldn’t be any problems. Even then there is no guarantee. That is
the unfortunate thing about our technology, there is someone out there working
on, as we speak, who is trying to figure out a way to crash it or hack into it.”
Although no consensus agreement was reached on the security of the proposed PHR system, one
participant from the church group summed up the discussion when she said, “but bottom line, I’d
never feel 100% secure.”
Theme 2: Health Record Formats
Participants were asked about their current system of keeping electronic records. Most
participants responded that they kept “nothing” or have it all catalogued in their heads. After
pondering the thought for a moment, one student declared, “Why would I need to have copies of
my medical… what would I do with that information? Why do I need it? The doctor’s got it, he
knows everything! That’s what I got him for!” The most common reason for the absence of a
record was that patients “trust a doctor to keep all the data” and didn’t know of any other option
than to rely on “whatever is put in the chart at the doctor’s office.”
Other than the veterans who have access to a PHR, if a person kept any records on their
health or healthcare it was most often kept in a paper format. Participants most frequently spoke
about collecting years of claims receipts in “file cabinets” and “shoeboxes,” even though
articulating the usefulness of these records was sparse. Of those who kept some type of paper
record, they were just as likely to collect records as a caregiver for a child or adult parent as they
were for themselves. Participants related stories of compiling their “own pile of records from
release of information [department],” keeping their children’s “immunization-card logs,” and
recording prescriptions and medications. One participant relayed the importance of keeping
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medications records, “I have [a medication list] in my purse in my wallet…In case I am
unconscious and can’t answer and I am in the hospital, you know where to find it.”
Next, the participants were asked to imagine having a secure, easy-to-use, and affordable
electronic system for tracking and maintaining their health record. Then they were asked to
explain why they would be interested in such technology. Participants described ways in which
an electronic record format would be more consistent and convenient than a paper alternative.
One participant commented on the utility of the technology saying, “it would be less papers to
go through and try to find boxes for.” Some participants described how it would make health
information more accessible for tracking trends over time, and having “a good baseline to have
for later.” By putting the information at their fingertips, a patient could review information,
diagnoses, or instructions from their visits: “if you could pull it up on your own computer, you
could have that information for what they did or didn’t say.”
Other participants discussed the suitability of linking their multiple health providers to a
single record, citing the idea, “because your doctor has more knowledge about you, so you’d get
better medical care” and a “more accurate diagnosis, probably.” One of the healthcare
professional participants agreed with the possibility of increasing consistency saying, “so they
aren’t getting the same labs repeated or they can get the notes from all of the different doctors. I
think it would incredibly valuable.” Another participant told a story about “literally making
copies” of each provider’s reports and how useful it would be to have “one source” for all the
information. As another participant explained it, the real value is connecting your providers
together, “because what one doctor is doing could affect what another doctor is doing.”
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If the participants could have access to an electronic PHR now, they discussed being
most interested in having health histories and lab results available to them. One participant
described feelings of frustration and embarrassment when completing a health history for a new
physician, she said “I know that I have filled this out before, but I don’t know what I put last
time, and my own conditions I forget from year to year what things were called in the past.”
Participants also discussed how some of their doctors had already started to record things in an
electronic chart, were making notes on their “tablet computers,” and were writing electronic
prescriptions to the pharmacy. However they thought their providers would also like to be
receiving electronic updates to medication lists, allergies, and test results from other physicians
treating the same patient. One patient, using two sets of physicians for his medical care,
described the improvements due to electronic records as: “I come up here to the VA to get a test
run and then next time I go to my personal physician and he wants to see those, it used to be like
pulling teeth to get copies, [now] they just pull it out of the machine.”
Theme 3: Communication Trends
One of the major themes running throughout the various group discussions, were the
probable changes in communication due to PHR innovations. Many participants explained how
the current system of communication with a doctor occurred during a face-to-face visit,
occasionally supplemented by a telephone call to a nurse. One participant described navigating
the current system:
“sometimes you’d just like to just call and ask the question, but you have to call
and schedule that face-to-face. Because that is the way most models are set up. If
I could just e-mail or call and say, ‘what do you think?’ I’d prefer that.”
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The idea of an electronic personal record system led about a quarter of the participants to
express an interest in a future system that would allow technology-based communication with
healthcare providers through e-mail and instant messaging. One student described the electronic
PHR communication channel as more similar to the rest of his lifestyle,
“writing an e-mail is just easier than calling somebody and waiting on the line.
All of my life has been turned electronic, that is e-mailing, texting, messaging and
that is pretty much it. And if I have to pick up a phone I just don’t do it. And I
certainly don’t get in the car to drive if I don’t have to.”
Such a possibility may eliminate the wait-time with repetitive phone calls to doctor’s offices and
allow for a cursory review to be done before scheduling an appointment. One participant
described the frustration with the typical scenario: “I play phone tag with the doctor or nurse
probably for two days and all they really had to do was e-mail me back … and it would be so
much easier to get [test results] back.”
Another new opportunity PHRs may afford is the almost instant transfer of records to any
doctor, regardless of their physical location, for specialists’ appointments or second opinions.
Participants in the veterans group have already experienced this type of benefit through
telemedicine appointments (a.k.a. video conference). They report the benefits of reduced driving
time and less work absences, with one veteran saying “it was unique but worked out.”
When participants were asked how they find out information about their health conditions
or treatments, nearly two-thirds reported getting information from a medical source: (1)
physician, (2) medical book/journal, or (3) have a relationship with a medical professional. Many
participants talked about asking a family member or co-worker for advice, especially if that
person had a healthcare background. One of the business group participants described that their
“health plan has [online] resources that employees can use whether it’s through WebMD or
John Hopkins” as a starting point for his research.
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About half of the participants across groups, also reported searching the Internet as an
information source. One participant was so frustrated with the lack of communication she was
receiving about her son’s condition, she explained to the group:
“I did about six weeks of research on the Internet. Every night, I read about other
parent’s experiences and the signs that my son had. And that is how we found out
[about his condition]…I knew more about it than my doctor when we had the
discussion.”
Participants described finding reliable health information on the Internet as variable. They
recommended going to WebMD first, starting with “associations or .orgs” as trusted sites, or just
“look for the word ‘secure’.” Many participants described looking for consistent information
“after visiting five or six websites” as the key to knowing the information was good. Commonly
the confirmation of health information from sources other than healthcare providers was
accomplished by asking questions at a subsequent face-to-face visit. One participant described a
scenario of using Internet-found information:
“once you start seeing…the same symptoms keep coming back over and over
again, then you can basically make a more educated assumption that this is
exactly what it is. If you have all this different information pointing the same
direction, this is what you have. Or at the very least you have more talking points
to discuss with your doctor.”
Another series of discussions revolved around the way PHRs could improve
communication between a patient and their doctor(s). Some participants commented about how
our culture finds some health topics to be taboo causing people to feel uncomfortable telling
their doctors everything, or elevating the stature of doctors saying “who am I to question my
doctor?” Some participant thought a PHR could replace some of the redundant conversations
and questions, for the better, if they didn’t have to repeatedly offer the information. Other
participants relayed that they may communicate false information because they can’t remember
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the past dates and details: “after you get to be seventy years old, you don’t remember the day
that you had your tonsils out!”
Theme 4: Perceived Impact of PHRs
Participants described some of the best things about PHRs as improving patient
knowledge and communication (also described above), reducing medical errors, and saving lives.
Participants described how patients would be more knowledgeable about personal health because
a PHR “gives you a good baseline to go off of for the rest of your life” and it could change a
patient’s lifestyle because “it may actually get people to stop and think about their health a little
bit more.”
Participants believed PHRs could give doctors all the information they needed, especially
in emergency situations. One participant thought of PHRs as a “safety-net,” an idea repeated
across focus group discussions with comments like, “it could go with you wherever, and it could
be used anywhere and your information could be transferred.” Many discussed the possibility of
a PHR being a “lifesaver” in the case of an emergency or being unconscious. Participants
imagined a PHR in an emergency situation would be beneficial because, “when you are brought
into the ER it’s easily accessible and we can quickly find out what your history is and how we
can treat you opposed to you are unconscious and I can’t ask you any questions and get
information.” They also relayed stories of family members being in emergency situations with
no information, like when:
“my mom was flown to Wichita with a staph infection… and she was on dialysis
and we lost several hours because we didn’t know what medications she was on
because she just had heart surgery. And we didn’t know what she had been
treated for, how would we know that? She tells me the stories and I get them all
mixed up. And by the time she got here she was unconscious for many days.”
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Besides the benefit in emergency situations, others thought that having an electronic PHR
medications list could help doctor’s check for interactions as “even the kind of vitamins you are
taking is important” and it could alert them to what other doctors are prescribing before they
become “over-medicated.” One health professional participant explained her thoughts on the
importance of having a patient’s comprehensive list and felt it “will be such a lifesaver for so
many people who just don’t grasp how important a medication list is.” Others thought an
electronic medication list would be a personal benefit for “being able to get a refill on my
prescriptions without driving 100 miles” and a society-level benefit by “having all the pharmacy
records and ER records all networked together to see who is getting drugs … would be a
tremendous asset to managing that segment of the population that is abusing prescription
drugs.”
Another perceived impact from participants was improved care for their health. They
described PHRs as potentially improving the communication between multiple doctors seeing
the same patient, one student’s example was:
“like going to dentist, optometrist, or general practitioner there are certain
conditions that they are really interrelated. Like I have high blood pressure and
that can affect your eyes, or if you’re diabetic you can also develop certain
disorders. So that is also a consideration, because your optometrist may not know
that you are a diabetic or have high blood pressure, that you can’t lift stuff, and
that is certainly a concern.”
Some participants, across sessions, also described ways that PHRs might improve speed
and accuracy of care because you could ask a question by e-mail “instead of making the visit and
going in and finding out you didn’t need to come. Because everyone is busy.” And, if you had to
make an appointment, the series of redundant questions would be eliminated due to an accurate,
up-to-date PHR, and example reiterated by one participant, “Rather than going through all the
questions… it would take ten or fifteen minutes of here is what we are going to do and have a
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better plan of attack.”Additionally, participants perceived paper record formats to cause
“rampant healthcare costs for repeating unnecessary testing” and medical errors because paper
charts aren’t organized or easily searchable, with one participant explaining, “doctors
unfortunately don’t have the time to scan and find the test but if it were on the computer they
could do a search real quick and get the information.
Theme 5: Perceived Barriers for PHRs
Across focus group sessions, participants described some of the potentially “worst”
things about PHRs as patient-level issues with medical knowledge and technology skills, and
system-level issues like not being able to protect the health information or who has access to it.
For instance, participants were not sure that patients could reliably input all medically relevant
information citing examples such as, “the data is only as good as whoever puts it in and if I am
putting in acetylsalicylic acid and I get that turned around with something else then I am in
trouble,” and “doctors need to put information in there without you being able to change it.”
Similarly, some participants were concerned about learning a new technology. One older
participant expressed his feelings as, “I don’t want 15 machines for 15 different things. I also
don’t want one machine that is so complicated I can’t do anything with it,” which was echoed by
a student participant who said,
“so many of us have devices that have capabilities that we may use a very small
percentage of. I can see this as one more device with wonderful potential and
wonderful capabilities that will be limited by me and my lack of interest, lack of
desire, lack of time.”
The greatest barrier, overwhelming perceived by participants in all focus groups, was
with security of the PHR system. Some participants were worried about the external threats to
the system by “hack[ers]” and the security of information online saying, “if someone wants it
bad enough they could get it.” Some participants were more worried about internal threats based
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on wide-spread access within the health domain, a concern voiced by one veteran as “I guess
there is that trust of who has access to my medical record. I don’t want every hospital to have
that access. They need to work it where you given the permission [for access].”
Based on the perceived barriers, participants were then asked to explain why they thought
PHRs would not be used. Across focus groups, participants discussed that the greatest resistance
would probably come from healthcare providers because of legal reasons. Participants cited
reasons like “HIPAA” regulations to who can have access to information, and the “law suit”
possibility of communicating advice with patients by electronic mail. Generally, the perceived
barriers described above would not keep the participants of the focus groups from using a PHR.
Instead, the decision to decline use was based on age, being healthy, or a combination of those:
“I am younger. Still, I don’t think it would benefit me until I had more things going on.”
Participants discussed that PHR users would most likely be those who had many health issues or
at least chronic conditions, explaining, “unless you have a medical reason to be doing this, most
people wouldn’t be putting [health information] in.”
Next Steps
As a formative research method, focus groups are commonly the preliminary stage
leading to a more representative survey of the population through quantitative methods (Stewart
& Shamdasani, 1990). Themes from Study 1 results guided planning for Study 2 utilizing a selfreport survey instrument. Study 2 validates the qualitative data of the focus groups and allows for
statistical estimation and generalization (both limitations of focus group data).
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CHAPTER 3
STUDY 2 – ONLINE SURVEY

Methods
Instrument
The results from Study 1 (focus groups) helped form the creation of a new quantitative
data collection instrument (see Appendix K). The instrument contains four sections: (1)
instructions, consent and definitions (with PHR conceptual picture and examples), (2)
demographics with health status and quality of life, (3) 35 items for agreement-level answers,
and (4) participants’ intention to use PHRs. The objective of the agreement items is to ask
questions that probe deeper into the comments and concerns voiced during the qualitative
sessions. The agreement questions were arranged randomly and were not presented in contentorder, as presented in Table 8. Additionally, related questionnaires that have been published in
the literature were used as references to guide question structure and grammar.
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TABLE 8
QUALITATIVE THEMES AND CORRESPONDING SURVEY ITEMS
Unitized Data by Themes
Health Record Formats
No Record
• Doctor keeps info
in chart
Paper based

•
•
•
•
•

Want electronically
• Health histories
• Lab/ test results
• Medications and
prescriptions
• Access for family

•

Communication Trends
• Improve
communication

•
•

•
•

Connect multiple
doctors
Continuity of care

•
•

•
•
•

•

More
knowledgeable
patients

•
•
•

Proposed Survey Items
(answered on 5-point agreement scale)
I believe it is primarily the physician’s responsibility to track and
manage my health records.
I think it would take too much of my time and effort to use a
personal health record effectively.
I would like to have input on my medical/health record.
I know how to obtain information about my own health records.
I would be worried that I could lose a lot of information using
computers by hitting a wrong key.
I believe it would be helpful to have an electronic copy of my
medical record and lab results, even if I cannot interpret all the
information.
I believe it would be beneficial to have an electronic version of
my lifetime health history.
I would want access to a personal health record to manage the
health and wellness of someone I am caring for (children, elderly
parents, family members, etc.).
I rely on the internet to help me understand my health.
I think my health care providers (Physicians, Nurses, Specialists,
etc.) want me to be an educated patient, so I can understand my
health conditions better.
I believe that information in a personal health record should be
integrated with a doctor’s health record to allow secure
communication between me and my health care team
I would support the integration of personal health records for
managing my health.
I believe my personal health record should be integrated with a
doctor’s health record to allow data to be shared with my health
care team.
I believe using a personal health record could help me make
healthy decisions/choices.
I understand the written/printed information that my doctor/nurse
gives me for taking care of myself after a visit.
I can see how a personal health record would be useful for
managing and tracking my health and wellness over time.
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TABLE 8 (continued)
Perceived Impact
• Acceptance
• Adoption

•

I am comfortable with my personal health information being used
in a secure, online format by me and my health care providers to
manage my health conditions.
• I believe that personal health records can be a safe, portable way
for patients to carry their records.
• I think it would be difficult to learn to use a personal health
record.
• If I had access to a personal health record right now, I would be
using it.
• I predict I would be using a personal health record to manage my
health and wellness, if I had a personal health record today.
• I would like to use a personal health record, but I think I would
get bored with it quickly.
• I need to see how other people will use a personal health record
before I start using one.
• I do not have any interest in using a personal health record.
• I believe that I am capable of contributing to my own health
record.
Perceived Barriers
• I believe a personal health record could be built with a strong
• Security
enough security system to prevent hackers, identity theft, or
malicious software from harming the system.
• Who has access
• I feel very comfortable using a computer on my own.
• Usability of
• I feel confident in my abilities to use most technological devices
technology
(computer, mobile phones, Internet, etc.) even if there is no one
around to show me how to use it.
• I am intimidated by most technology devices.
• Once I receive a short training on using a new technology, I am
pretty self-sufficient at making it work.
• I believe I would be able to get a personal health record to do
what I wanted it to do.
• Doctor buy-in
• I would want the information I add to my personal health record
to be separate from my doctor’s health record.
• User health status
• I believe I am healthier than other people like me.
• I have health conditions that interfere with doing my normal daily
activities.
• I participate in physical activity and exercise (running,
calisthenics, golf, gardening, or walking for exercise).
• I believe using a personal health record could improve my ability
to manage my health.
Note: Acceptance and adoption questions were modeled after items on the Patient Technology
Acceptance Model (Or & Karsh, 2006).
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Participants
Participants were recruited by e-mail solicitation. E-mail invitations to take the survey
were circulated, using snowball sampling techniques, from each of the organizations
participating in Study 1 and additionally through the Wichita Business Coalition on Health Care
membership. The sampling strategy was designed to include a range of ages from young (18
years of age or older) to older adults (over age 65), as well as all variations of race/ethnicity,
socio-economic status, and technology experience. Additionally, both “healthy” persons and
patients with illnesses and health issues were sought through a wide sampling of participant
organizations. No incentives to participate were offered.
Procedure
Recruitment e-mails directed potential participants to a website URL for the survey link
(http://webs.wichita.edu/?u=psychology&p=/personalhealthrecords). First, each participant read
a “cover-letter” screen which included the key aspects of consent; authorizing the research via
the WSU Institutional Review Board. Voluntary consent was assumed with a completed online
survey. Participants then read the PHR description and examples and responded to the survey
questions.
Conducting eHealth research using the internet was the subject of a 2007 supplemental
edition of the American Journal of Preventive Medicine. Within the combined articles, the pros
and cons of online surveys were discussed. Probably most appealing is the ability to accumulate
results from a large number of participants quickly without having the time and costs associated
with interviews (Ahern, 2007). Other advantages include availability of branching strategies to
allow alternative sets of questions to be presented based on previous responses (Kuhnert &
McCauley, 1996), and interactivity of web features allowing pop-up definition boxes,
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navigational aids, and progress completion bars for a more user friendly experience (MosleyMatchett, 1998). Among the negatives were authentication of individuals (some survey software
may capture ISPs and limit the effect of duplicative responses) and concerns with sampling bias
with respect to access to Internet technology.
In comparing paper-based to online surveys, Bradburn (1983) found no evidence of a
superior method of survey that produced better results than another for all types of questions.
Similarly, Yost and Homer (1998) reported that response rates were nearly identical for both
methods of survey delivery. As one author stated, “researchers” must choose between study
designs and in doing so may “often compromise on one dimension in order to optimize on
others” (Couper, 2007).
Pilot Test of PHR Questionnaire
A pilot survey version was issued in order to test the proposed questionnaire with a
population similar to those intended for Study 2. Participants (N=5) were asked to complete the
questionnaire and to summarize their subject matter comprehension and overall understanding of
PHRs as introduced through the survey. Demographic data were also collected for the pilot. The
age of participants ranged from 36 to 51 years of age (M= 45 years). Gender representation was
25% males and 75% females. All respondents (100%) were Caucasian, held a college degree,
and responded that they act as a caregiver (child, aging parent, neighbor, etc.). The majority
indicated they were "married" (75%) and "employed" (75%). The majority of pilot respondents
also reported using the Internet most often for e-mail communication (100%), reading news
(75%), and finding health-related information (50%).

62

Overall, respondents were positive in their comments of understanding PHR concepts
including, “The pictures and graphic examples at the start of the survey really helped me
understand PHRs. I think I understand what this topic is about well enough.” Respondents also
included their definition of PHRs as described after completing the survey. For example, one
respondent stated, “PHRs are a way for people to get more information about their health and
put it in a format they can use to follow their health status.” Another person described the
technology as, “a PHR documents information regarding one's health and medical history in a
format that is readily accessible by appropriate medical personnel.” No respondent, after taking
the survey, indicated the need for additional information to better understand PHR concepts for
the purpose of completing the questionnaire.
Results
Study 2 sought to understand, through an online survey, how health information technology,
specifically personal health records, will be accepted and adopted by the general public. Results
from the online surveys were transferred into SPSS 17.0. The data were initially screened for
missing data, outliers, and normality using methods and rules as described by Tabachnick and
Fidell (2001). Specifically, this included inspecting descriptive statistics for accuracy of input
including review of out-of-range values, plausible means and standard deviations, and univariate
outliers. Also included were techniques for evaluating the amount and distribution of missing
data. Screening incorporated identifying and addressing non-normal variables and outliers by
checking skewness (kurtosis), and probability plots. Transforming variables was not necessary
for this data set.
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Online Survey Participant Demographics
The e-mail invitation asking for “your opinions about personal health records” was
released on July 9, 2009. The e-mail contained a hyperlink directing the participant to the online
survey and asked the recipient to forward the e-mail on to others. The online survey remained
open for one month, and closed on August 12, 2009. A total of 416 participants registered
responses to the online survey, greater than the 400 needed according to sample size estimates
(Cohen, 1988; Green, 1991). Four hundred and one (401) of the surveys were 95% completed or
better (35 or 36 of 36 content questions completed) and were retained for analysis.
To describe the sample of survey responders, demographic characteristics were collected
and are reported below (See Table 9). The survey was intended to be distributed in a sample
similar to Study 1, within Sedgwick County, however only 61% responded from zip codes within
the targeted County (16% responded from other zip codes in Kansas, 23% from other States, and
< 1% were International addresses). Participant characteristics from the targeted sample were
compared to the actual sample in Table 9 and were found to be relatively similar. However,
when comparing the Sedgwick online sample to Sedgwick County statistics from the US Census
fact sheets, the sample is not representative. The Sedgwick online and Total online samples tend
to be more representative of wealthier, educated, white females who are Internet users.
Gender representation for the respondents was 28% males and 72% females. The age of
participants ranged from 18 to 82, with the mean of 46 years of age (Sd= 15.4) and the majority
(39%) were 30 or 49 years of age. Married participants made up 70% of the survey respondents.
The majority (91%) indicated they were employed for wages, retired, or self-employed (69%,
13%, and 9% respectively) with 65% earning a household income of $50,000 or more.
Percentages do not always add up to 100% due to missing data from unanswered items.
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TABLE 9
SURVEY PARTICIPANT DEMOGRAPHICS
Total
Online Sample
(N= 401)
72%
28%
(46)
3%
44%
40%
7%
7%

Sedgwick
Online Sample
(n= 203)
77%
23%
(46)
4%
44%
42%
6%
5%

Sedgwick
County Stats
(N=482,863)
50.4%
49.6%
(35)
~ 13%
30%
21%
6%
5%

Characteristics
Sex: Female
Male
Age Category (Median)
18-24 years
25-44 years
45-64 years
65-74 years
75 years or older
Work Status
Student
6%
4%
*
Employed for wages
69%
71%
82%
9%
10%
6%
Self-employed
3%
2%
4%
Unemployed/Unable to work
13%
13%
*
Retired
Ethnicity: Hispanic or Latino
2%
3%
11%
Race
Asian
2%
2%
4%
Black
3%
3%
10%
White
92%
92%
83%
3%
3%
3%
Other minority
Marital Status
Single/Unmarried/Separated
18%
17%
29%
Divorced
9%
10%
13%
Widowed
3%
4%
6%
Married
70%
69%
53%
Annual Household Income
$19,999 or less
2%
2%
~18%
$20 - $34,999
9%
12%
~18%
$35 - $49,999
16%
21%
15%
$50 - $74,999
20%
20%
19%
$75,000 or more
45%
45%
29%
Education
High school (GED) or less
5%
7%
42%
Some college
28%
23%
25%
College graduate
34%
71%
70%
* Data in a comparative format is unavailable for Sedgwick County, Kansas from Census
Bureau.
Note: Percentages do not always add up to 100% due to missing data. Studies 1 and 2 used
different data collection tools and demographic categories do not always match.
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There were four survey items asked to categorize a person’s self-perceived health status.
The first question asked to rate “general health” on a 5-point scale of Excellent to Poor. The
majority (89%) of survey respondents rated themselves as having “Good” to “Excellent” general
health (Good 30%, Very Good 43%, Excellent 16%). The next three questions asked the
respondent to estimate how many days of the last thirty days that their health was not good. The
majority (56%) indicated they had no physical health issues (0 days) and those with some health
problems (physical illness and injury) reported an average of 2.3 days (Sd= 5.2, range= 1-30
days) with issues. The majority (52%) also indicated they had no mental health issues (0 days)
and those with some health problems (stress, depression, emotions) reported an average of 3.3
days (Sd= 5.9, range= 1-30 days) with issues. Additionally, the majority (71%) also indicated
they had no days of poor health (0 days) that kept them from doing usual activities or work and
those with some health issues reported an average of 1.5 days (Sd= 3.9, range= 1-30 days) of
missed work or activities due to mental and/or physical health issues. The number of poor health
days categorized by self-rated general health status is depicted in Table 10.

TABLE 10
GENERAL HEALTH STATUS BY DAYS OF “NOT GOOD” HEALTH IN LAST 30 DAYS

Would you say
that in general
your health is…
Excellent
Very Good

Total Sample
(N=392/401)
63 (16%)

How many days during the past 30 days
was your health not good…
Physical health
Mental health
Kept from work
or activities
Mean days (Sd)
Mean days (Sd)
Mean days (Sd)
0.4 (1.44)
1.1 (2.16)
0.3 (1.39)

168 (43%)

1.4 (3.66)

3 (6.08)

1 (2.94)

Good

119 (30%)

2.1 (3.86)

3.9 (5.39)

1.3 (2.99)

Fair

36 (9%)
6 (2%)

6.8 (7.21)
20 (8.37)

4 (6.08)
19.8 (8.86)

4.4 (6.49)
14.8 (9.75)

Poor
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Internet technology experience was determined by asking respondents to self-report how
much experience they have doing each of ten online activities (Table 11), from “Not at all” to “A
great deal.” Respondents reported having some exposure to an average of 7.6 of the ten activities
(Sd = 2.22). The majority of respondents tended to spend less time or none at all for the online
activities of social networking, booking travel, downloading or playing games online, or
downloading and listening to music. The majority of respondents tended to spend pretty much to
a great deal of time with the online activities of sending/receiving e-mail, and finding/reading
news. Banking online is a bimodal distribution with about as many people responding with no
time at all (20.9%) to a great deal (28.6 %). The other online activities showed varied dispersion
with the majority of respondents rating “a little” to a “moderate amount” of time spent on:
finding/reading health-related information, shopping, and making purchases online.

TABLE 11
PERCENT (%) OF RESPONDENTS SPENDING TIME ON ONLINE ACTIVITIES

Some
2.8
6.1

Moderate
Amount
6.1
11.1

Pretty
Much
7.6
6.3

Quite
A Lot
19.8
8.9

A
Great
Deal
61.1
18.7

8.9

14.0

17.8

12.0

20.6

23.7

3.6

16.5

24.2

19.6

12.2

14.8

9.2

Shop online

9.4

20.5

23.8

18.2

13.2

9.4

5.6

Purchase online

10.4

24.1

21.8

18.5

11.6

8.4

5.3

Bank online

20.9

6.6

9.4

8.2

8.4

17.9

28.6

Book travel
Download/play games
online
Download/listen to
music

23.4

17.5

11.9

11.4

11.2

11.9

12.7

50.5

18.0

8.4

7.1

4.8

5.6

5.6

28.9

19.0

12.2

12.7

6.1

9.4

11.7

Not At
All
1.3
37.5

A
Little
1.3
11.4

Find/read news

3.1

Find/read health info

Online Activities
Send/receive e-mail
Social networking
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Item Responses
Nine survey items (#10, #14, #15, #16, #18, #19, #32, #33, #34) were reverse
worded/coded for ease of analysis and interpretation. The lower the item response the more
disagreeable a respondent was with the statement, using a scale of 5 “Strongly Agree” to 1
“Strongly Disagree.” Descriptive statistics of the questionnaire responses by survey item
(Appendix L) suggest that of the 35 items, all had a majority of respondents (range = 44.9% 95.7%) replying toward strong agreement for each item. The respondents were most likely to
have strongest feelings toward agreeing with: comfort with using own computer (M = 4.45, Sd =
0.69); would want to have input into own medical/health record (M = 4.41, Sd = 0.64); selfsufficient with technology after short training (M = 4.31, Sd = 0.74); would want to manage a
PHR for someone they care for (M = 4.28, Sd = 0.77); and do not have health conditions that
interfere with normal daily activities (M = 4.11, Sd = 1.01). The survey items with some
moderate amount of doubt or disagreement (Disagree and Strongly Disagree) from respondents
were in topics of: wanting compatibility of PHR with doctor’s health record (29.6%); belief in
security of a PHR from online threats (27.5%); belief it is only physician’s responsibility to track
records (25.8%); intend to use a PHR regardless of what other people do; and knowing how to
obtain their own health records (22.6%).
For the reliability assessment, internal consistency was measured for the entire instrument
using Cronbach’s alpha. The Cronbach’s alpha was 0.886 and was based on 380 cases
(differences in the number of cases resulted from missing data). Overall reliability of the PHR
Survey was moderately high, based on a cutoff of 0.7 (Sprinthall, 2003). The item analysis
revealed that the difference in alphas based on item deletion did not significantly change with the
removal of any individual survey item. Corrected alphas (if item removed) ranged from 0.877 to
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0.896, which did not vary from the original alpha of 0.886 so all items were retained for further
analysis.
The final survey item asked responders “Which of the following best describes your intention
to use a personal health record?” This was a forced choice item, with six sequential response
choices (Table 12) modeled after the “intention to use” item asked by Fonkych & Taylor (2005)
of Hospitals and their adoption of EMRs. The most frequent answer was in “deciding to use”
(197/401, 49.1%). The distribution of responses to this item clumped around the first two choices
of “no interest” and “deciding to use” with 92.3% (370/401) of the total responses. Only a small
number of survey responders (21/401, 5.2%) declared they already had some form of a PHR
already in use. Table 13 presents the unadjusted prevalence of the responder characteristics by
adopter group.

TABLE 12
DISTRIBUTION OF RESPONSES FOR INTENTION TO USE A PHR (N= 401)
Which of the following best describes your
intention to use a personal health record:

Frequency

Percent
(%)

Cumulative
Percent (%)

I have no interest

173

43.1

43.1

I am deciding to invest and searching for a
personal health record option that best fits my
health status and lifestyle

197

49.1

92.3

I have signed a contract or in purchasing phase

0

0

92.3

I am installing the system, so that it is ready to use

1

0.2

92.5

I am learning how to use the PHR and its
functions, integrating the system into the process
of managing my healthcare

9

2.2

94.8

I have a personal health record in use currently

21

5.2

100.0
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TABLE 13
UNADJUSTED PREVALENCE OF CHARACTERISTICS
FROM 401 SURVEY RESPONDERS

Study Variable
Sex
Male
Female
Race
Minority
White
Married
Yes
No
Educated
Non-college Graduate
College Graduate
Caregiver
Yes
No
Employed
Yes
No
Income
Less than $19,999
$20 - $34,999
$35 - $49,999
$50 - $74,999
Greater than $75,000

Non-User
(n=170)

Contemplator
(n=194)

PHR Adopter
(n=29)

36.7
45.8

53.2
47.9

10.1
6.3

29.0
44.6

61.3
48.2

9.7
7.2

43.1
43.7

49.6
48.7

7.3
7.6

43.2
43.4

50.5
48.8

6.3
7.8

45.2
41.8

48.9
50.0

5.9
8.2

43.6
40.7

48.9
52.3

7.5
7.5

55.6
51.4
46.0
37.2
41.5

33.3
40.0
49.2
57.7
48.5

11.1
8.6
4.8
5.1
9.9

Underlying Factors of Adoption and Acceptance of PHRs
Study 2 also sought to examine the factors that are most important to acceptance and
adoption of personal health records by survey respondents. Using SPSS (2009, version 17.0), the
factors were extracted using iterative principal axis factor to achieve a simple structure
(Thurstone, 1947). In order to evaluate the factor structure of the personal health record items, an
exploratory factor analysis was performed with orthogonal varimax rotations, followed by
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oblique promax rotations with Kaiser Normalization. The variables of the analysis were the 35
PHR attitude and intention questions, all of which were Likert-type scales. Thirty-five variables
were used with 401 subject cases, yielding a subject to variable ratio appropriate for factor
analysis. Based on the results of the Scree test (see Figure 3) and the Kaiser-Guttman rule (roots
or eigenvalues > 1), six factors were extracted which accounted for 45.4% of the cumulative
variance. Choosing a loading cutoff value is up to researcher preference, however as a general
rule-of-thumb states that “only variables with loadings of .32 and above are used for
interpretations” (Tabachnick & Fidell, 2001, pg. 625). For this study, variables with loading
weights greater than or equal to 0.40 (when rounded) were included in factor content and account
for 16% of the variance overlap between variable and factor (see Appendix M, N,O for
additional data tables).

Note: Factors #1 and #2 had Eigenvalues greater than 2.0 (9.536 and 3.138, respectively).

Figure 3. Scree Plot
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Six factors with extracted variables appear well-defined, and only two of the 35 variables
did not load on any factor. Table 14 shows a summary of the factor loadings by question on the
factor pattern matrix which converged after nine iterations. The six dimensions found in the
survey data were: (1) perceived usefulness, (2) technology self-efficacy, (3) perceived behavioral
control, (4) perceived ease of use, (5) health literacy, and (6) health status.
Nine items loaded on the first factor, “Perceived Usefulness” of PHRs, and included:
comfort with using a online format to manage health, a system can be built with strong security,
a safe way for patients to carry their records, allows health data to be shared, allows secure
communication to physicians, electronic version of lifetime health history, helps make health
related decisions, can make functions work, and helps to manage and track health over time.
These items are related to perceptions that a PHR can be a secure system that has functions that
might assist a person with managing their health. Not only do some of the items describe
potential uses of a PHR (health history, decision making, etc.), but the PHR system is one that
responders might consider using because it can be designed to be secure and safe enough.
The second factor, “Technology Self-efficacy”, had five items that loaded. The items on
this factor include: confident in ability to use most devices, not intimidated by technology,
comfort using computer, self-sufficient with technology after short training, and not worried
about losing information on computers. These items all revolve around a person’s confidence in
their ability and aptitude to use various technologies which could perceivably influence their
intention to use a new PHR technology or device.
The “Perceived Behavioral Control” factor was created by eight variables, including:
want to have input on health record, uses internet to understand health, want access to health
records for other people caring for, would improve ability to manage health, capable of
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contributing to own record, would use a PHR if available, would be helpful to have electronic
copies of medical information, and would use a PHR right now. These items all describe the way
a PHR would give a person the ability to become actively involved in managing their health. The
items depict consumers who “want” more responsibility where their health is concerned and
perceive themselves as “capable” users of health information, potentially in a PHR system.
The fourth factor, “Perceived Ease of Use” of a PHR, had five items with applicable
loadings. All of the items were reversed on this factor to reflect more positive statements
associated with “ease of use” instead of describing “difficulty”. The items were: would not take
much time and effort, have interest in using PHR, would not get bored with PHR, would be easy
to learn and use, and would be used regardless of what others do. These items all speak to the
perception that PHRs may be easy to use and take little effort to create and maintain over time.
Three variables loaded on each of the final two factors, “Health Literacy” and “Health
Status”, which both describe personal characteristics of the potential PHR user. The items on the
“Health Literacy” factor include: know how to obtain my health information, understand written
health information given to me, and want to be and educated patient. These variables describe a
person who is actively engaged in understanding their own health conditions. The sixth factor,
“Health Status,” was comprised of the following items: I am healthier than others like me, I
participate in physical activity and exercise, and I do not have conditions that interfere with my
daily activities. These three items portray a person who believes they are healthy.
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TABLE 14
FACTOR PATTERN LOADINGS ON PROPOSED FACTORS

Q#
27
11
23
2
30
24
12
35
1
21
19
26
7
16
5
29
8
4
22
9
28
20
10
15
18
14
32
31
13
6
3
17
33

Factor
Loading

Survey Item
FACTOR 1 – Perceived Usefulness
I am comfortable with my personal health information being used in a secure, online format by
1.023
me and my health care providers to manage my health conditions.
I believe a personal health record could be built with a strong enough security system to prevent
.908
hackers, identity theft, or malicious software from harming the system.
.857
I believe personal health records can be a safe, portable way for patients to carry their records.
.727
I believe my PHR should be integrated with my doctor’s EHR to allow my data to be shared.
I believe that information in a personal health record should be integrated with a doctor’s health
.655
record to allow secure communication between me and my health care team.
.576
I believe it would be beneficial to have an electronic version of my lifetime health history.
.497
I believe using a personal health record could help me make health decision/choices.
.466
I believe I would be able to get a personal health record to do what I wanted it to do.
.371
I understand how a PHR would be useful for managing/tracking my health/wellness over time.
FACTOR 2 – Technology Self-Efficacy
I feel confident in my abilities to use most technological devices (computer, mobile phones,
.768
Internet, etc.) even if there is no one around to show me how to use it.
.745
*I am not intimidated by most technology devices.
.687
I feel very comfortable using a computer on my own.
.592
Once I receive a short training on using a new technology, I am self-sufficient at making it work.
.498
*I do not worry that I could lose a lot of information using computers by hitting a wrong key.
FACTOR 3 – Perceived Behavioral Control
.793
I would like to have input on my medical/health record.
.508
I rely on the internet to help me understand my health.
I would want access to a personal health record to manage the health and wellness of someone I
.506
am caring for (children, elderly parents, family members, etc.).
.456
I believe using a personal health record could improve my ability to manage my health.
.455
I believe that I am capable of contributing to my own health record.
.428
I predict I would be using a PHR to manage my health and wellness, if I had a PHR today.
I believe it would be helpful to have an electronic copy of my medical record and lab results,
.394
even if I cannot interpret all the information.
.361
If I had access to a personal health record right now, I would use it.
FACTOR 4 –Perceived Ease of Use
.751
*I think it would not take too much time and effort to use a personal health record effectively.
.713
*I have some interest in using a personal health record.
.643
*I would like to use a personal health record, and I think it would hold my interest.
.522
*I think it would be easy to learn to use a personal health record.
.395
*I will use a personal health record, regardless of what other people are doing.
FACTOR 5 – Health Literacy
.652
I know how to obtain information about my own health records.
.517
I understand the printed information that my doctor gives for taking care of myself after a visit.
I think my health care providers (Physicians, Nurses, Specialists, etc.) want me to be an educated
.382
patient, so I can understand my health conditions better.
FACTOR 6 – Health Status
.601
I believe I am healthier than other people like me.
.523
I participate in physical activity and exercise (running, calisthenics, golf, gardening, or walking).
.463
*I do not have health conditions that interfere with doing my normal daily activities.
* Survey Items shown as positive statement after being reverse-coded for analysis.
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TABLE 15
FACTOR CORRELATION MATRIX

Factor
1: PU
2: TSE
3: PBC
4: PEU
5: HL
6: HS

1:
Perceived
Usefulness
(PU)
1.0

2:
Technology
Self-Efficacy
(TSE)
.169
1.0

3:
Perceived
Behavioral
Control (PBC)
.686
.143
1.0

4:
Perceived
Ease of Use
(PEU)
.636
.253
.575
1.0

5:
Health
Literacy
(HL)
.101
.071
.134
-.065
1.0

6:
Health
Status
(HS)
-.091
.135
-.154
-.056
.117
1.0

The correlation matrix of factors (see Table 15) revealed that three factors (describing
PHR system characteristics) had moderate correlations with each other. Perceived Behavioral
Control and Perceived Ease of Use both correlated positive with the Perceived Usefulness factor
(r= .686 and .636, respectively). These variables may be correlated because the perception of
how easy a product is to use and the ability for a product to do what is supposed to are tied to
how useful a product may appear. The correlation between Perceived Ease of Use and Perceived
Behavioral Control (r= .575) may describe the relationship of usability in that a person may feel
they have the ability to operate a product that is easier to use and produces less errors. The
factors describing personal characteristics (Technology Self-efficacy, Health Literacy, and
Health Status) tended to be independent from the other system characteristics, as well as
independent from each other.
Discriminant Function Analysis: Differences Between User Groups
In order to investigate whether there was a significant difference between two adoption
categories: contemplators (learning about PHRs, and/or deciding to invest in a PHR), or nonusers (not interested in PHRs), a Discriminant Function Analysis (DFA) was performed using the
six factor scales of the PHR online survey as predictors of group membership. Predictors were:
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Perceived Usefulness, Technology Self-Efficacy, Perceived Behavioral Control, Perceived Ease
of Use, Health Literacy, and Health Status. Of the 401 original cases, the responses of the 31
“PHR users” were dropped from the analysis as they formed a sample too small for adequate
analysis. Remaining values were replaced with item mean values for the analysis. A DFA was
performed on the remaining 351 cases (87.5%), 167 (48%) of whom were “non-users” and 184
(52%) were “contemplators.” Box’s M was computed to determine whether the difference in
group size would be problematic, the test was significant, F(21,439244.4)= 5.574, p< 0.001,
however due to the robustness of the test the analysis was completed. One canonical function
was used, and produced an eigenvalue of 0.355. A Wilk’s lambda of 0.738 was produced (very
good and higher than typical for behavior data), indicating that there was some discrimination
between the two groups, χ2 (6) = 105.2, p< 0.001.
Examination of the functions at group centroids (see Table 16), and evaluation of
correlations between non-users and contemplators with the six factor scores indicates scores on
Perceived Ease of Use, Perceived Behavioral Control, and Perceived Usefulness were the best
predictors of “contemplators,” while “non-users” were more likely to have lower scores for
questions loading on Health Literacy (tended to disagree more often). Technology Self-Efficacy
and Health Status did not appear to discriminate between groups. The proportion of respondents
which were correctly predicted by the model was 70% and better than by chance alone (50%),
shown in Table 17. The rate of falsely misclassifying the correct group was 20-40% of the time.
Examination of the factor correlation functions suggest that contemplators were more
likely to endorse items related to Health Literacy which suggested they understand the
importance of obtaining their own health records, understand the care instructions after a health
event, and want to be educated about their health versus non-users. Contemplators were also
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more agreeable to the PHR components of the usefulness, ease-of-use, and behavioral control
that would go into using PHR technologies, while non-users may be more skeptical as they
disagreed more with those items. Non-users may be more likely to see barriers to becoming users
based on their opinions about PHRs not being a safe, secure, online format for housing their
private personal information. Additionally, they may be less sure that they would be capable of
managing their health and wellness using a PHR, and are not sure it is easy enough to learn
without expending too much time and effort. These results may mean that for a person to move
from a non-user to a contemplator (and eventually to a PHR user), they may need to be educated
about the importance of understanding their health (increased Health Literacy), be given
additional education on the security of the system (increased Perceived Usefulness), and receive
training on PHRs (increased Perceived Ease of Use).

TABLE 16
DFA STRUCTURE MATRIX OF NON-USERS AND CONTEMPLATORS BY FACTOR
Group
Non-Users
Contemplators

Discriminating Variables
Perceived Ease Of Use
Perceived Behavioral
Control
Perceived Usefulness
Health Literacy
Technology Self Efficacy
Health Status
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Function
-.624
.566
Correlation
with
Function
.900
.795

Function
Coefficient
.154
-.164

.780
-.256
.084
.005

.291
.685
-.179
.022

TABLE 17
CLASSIFICATION RESULTS FOR PHR ADOPTION GROUP
BY DISCRIMINANT FUNCTION ANALYSIS.
Predicted
Observed
Non-user Contemplator % Correct
Non-user
105
62
62.9
Contemplator
42
142
77.2
Overall % Correct
70.4

An additional DFA was performed to investigate whether there was a significant difference
between whether a survey responder was in either group (non-user or contemplator) based on
their demographic variables as predictors of group membership. Predictors were age, sex, race,
marital status, caregiver status, education, employment, number of sick days (health status) and
number of internet activities (tech experience). A DFA was performed on the remaining 323
cases, 148 (46%) of whom were “non-users” and 175 (54%) were “contemplators.” Box’s M test
was significant, F(55,314501.4)= 1.441, p< 0.05, however due to the robustness of the test the
analysis was completed. One canonical function was used, and produced an eigenvalue of 0.066.
A Wilk’s lambda of 0.938 was produced, indicating that there was some discrimination between
the two groups, χ2 (10) = 20.34, p< 0.05. However, due to the size of the Wilk’s lambda ( > .90),
lambda’s close to 1.0 mean all group means are nearly the same,these results are not meaningful
to differentiate between groups Although this analysis did not find empirical support for
identifying survey respondent’s PHR-adoption group membership by demographics, this does
not mean that such characteristics are not influential or important, but are unable to be answered
from this sample.
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CHAPTER 4
DISSCUSION & CONCLUSIONS

Study 1 - Focus Group Discussion
Across the discussion groups, similar comments emerged creating five thematic areas:
initial reactions, record formats, communication trends, PHR benefits, and perceived barriers to
PHR implementation. Each of these areas revealed a general consensus from participants toward
accepting PHR innovations. As most focus group participants had not used or heard of a PHR
prior to the group discussion, no group seemed more likely to want to adopt a PHR system over
the other categories of participants. The only divergence in the results, which was known a
priori, was the group of Veterans who already have access to a PHR. However, they were still
fairly new to the system and were engaged in exploring the potential benefits, having only had
access within the past couple of years.
Overall, participants had both positive and negative things to say about the PHR concept,
as it was described to them. Initially they understood PHRs to be an indestructible way for
records to be kept and they supposed it could increase efficiency of physician-patient encounters.
Throughout the sessions, participants described benefits such as improving patient knowledge
and communication, reducing medical errors, and potentially saving lives in emergency
situations. On the other hand, participants were hesitant about giving patients responsibility of
using health data and they were the most worried about the security of their data within a
electronic PHR system. Participants believed that PHRs may need to overcome safety issues
associated with protection of health information from patient manipulations, who can have
access to the data, and external threats to security.
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Throughout the sessions, it appeared that the benefits outweighed the participants
concerns as most were not deterred from using PHRs based on the perceived barriers that were
named. Participants largely agreed, that although there were potential barriers now, that most of
them could be over-come through: technological advancements, a standardized system for the
PHR platform, and doctor’s education and acceptance.
Even though the majority of participants did not keep any records of their own, they were
able to identify functions of an electronic record that they would like to use (health histories,
medications lists, prescription refills, etc.). Participants were open to using online mediums for
communicating with clinicians and appeared interested in using the Internet to find information
to better understand their health conditions. PHRs have the potential to allow patients to be more
informed about their health, through inputting and maintaining their own personal health
information, and might empower them resulting in more informed patients who are better
equipped to make health-related decision and to discuss treatments options. Although the
participants of these focus group sessions were engaged by the concept of PHRs, possibly
indicating “acceptance,” their enthusiasm may not translate into “adoption” of a PHR system, if
one were available.
Study 2 - Online Survey Discussion
The online survey, included a greater percentage of self-classified PHR users (5.2% vs
1%) than have previously reported in the literature (Cohn, 2005, Sept 9; Heubusch, 2007).
Because PHR technology is so new and so few people have had the opportunity to use a PHR, it
is not surprising that the PHR user group was too small for any meaningful analysis (n= 21).
Results from the analysis of the survey should also be interpreted with caution, as the responders
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were not representative of the general target population but were more representative of a
healthy, wealthier, educated, white, female Internet using population.
In examining the results of the factor analysis, it is important to note that the six factors
identified in this study (Perceived Usefulness, Technology Self-Efficacy, Perceived Behavioral
Control, Perceived Ease of Use, Health Literacy, and Health Status) parallel the factors identified
in the technology adoption literature. The dimensions that are important to acceptance and
adoption of PHRs, can also be found in the TAM and PTAM models (Figure 4, A&B) which
attempt to explain and predict why users sometimes accept or reject technology (Davis, 1989; Or
& Karsh, 2006). TAM models have become a useful tool for organizations to understand who the
technology adopters are, and why and how they came to that decision. The similarities between
the findings of Studies 1 and 2 to other TAM studies, offer support for the idea that although
there are many behaviors that may contribute to acceptance and adoption of technologies, these
same basic constructs of factors are also present for PHR technologies.
A proposed model (Figure 4, C) from the current study results, depicts the similarities of
the PHR survey variables to those in the TAM and PTAM models. For the proposed model,
squares represent the six identified factors and directional arrows were guided by factor and
variable correlations. While Study 2 data were used to construct this model, an additional set of
survey data would be necessary to confirm the model’s structure through Structure Equation
Modeling.
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Figure 4. Models of Technology Acceptance
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After identifying the factors, the next step was to determine whether non-users and
contemplators seemed to differ on these underlying dimensions. Examination of the factor
correlation functions suggest that contemplators and non-users differed on a couple of the factors
(Perceived Usefulness, Perceived Behavioral Control, Perceived Ease of Use, and Health
Literacy), but the two groups could not be discriminated using the scores from the Technology
Self-efficacy or Health Status factor scales. The survey responders who reported being
“interested in or deciding to use” a PHR in the future (“contemplators”) had higher scale scores
for the variables which were related to the system characteristics of perceived usability versus
those who reported not being interested in PHRs (“non-users”). It is likely that the
contemplators, having probably just been introduced to the concept of PHRs by the survey,
perceived a health information system that would be beneficial to them if it were one designed to
be easy to use, had useful functions, and was manageable for the user. On the other hand, nonusers may have been more likely to foresee barriers to the security and safety of their private
personal information, which outweighed any usefulness of a PHR to them.
Additionally, non-users disagreed more often with items on the Health Literacy
dimension, indicating they had less confidence in their abilities to use and understand health
information. As such, they are more likely to be non-users because they would also not believe
that having health information in an online or electronic system would be more beneficial, nor
would they use it. Contemplators, who agreed more often on Health Literacy items, were those
people who were more likely to be educated patients who understand the importance of having
and using health information to manage their health and wellness. They may also see some
benefits of having health information in a PHR format over those who reported as non-users.
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In examining the results of the second discriminate analysis, we also see that none of the
demographics variables from the online PHR survey differentiated between non-users and
contemplators. This may indicate that these two groups were more alike than different,
suggesting that the online survey sample was too homogeneous. Additionally, two dimensions of
personal characteristics from the first discriminant analysis (Technology Self-Efficacy and
Health Status), did not explain any of the divergence between the groups. Both groups reported
similar confidence and abilities to use technology, especially computers and the Internet since
they took the survey online, and feel they are as healthy as their peers.
Currently there are 13 “tools” available for the evaluation of personal health records,
which can be accessed electronically from the Agency for Healthcare Research and Quality
(Roper, 2006). Six of the 13 tools are for gathering PHR related information from clinicians,
hospitals, and health administrators. Of the remaining tools, six are instruments to gather
patients’ input about computer experience (n=1) or to assess satisfaction, attitudes, and
functionality of specific PHR products being evaluated (n=5). The online, PHR survey used in
Study 2 may be one of the first surveys designed to assess attitudes of a general, online
population about global PHR concepts.
Whereas other studies, funded by AHRQ, have used surveys to assess usability of single
PHRs, this study may inform the HIT conversation about how acceptance and adoption of
personal health records decisions may be made in the future by the general population. PHR
product developers may have two specific areas they need to focus on in order for PHRs to
become more widely adopted. First, the case for usefulness of having personal health
information within an electronic system needs to be made more strongly. The non-users from the
online survey were less confident they could use and understand their health information now,
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and did not agree that making the same information available electronically was going to benefit
them or be easy for them to use to manage their health. Educational information or campaigns
explaining the uses of PHRs (i.e., medication alerts, refilling prescriptions, email
communication), as well as how the health information in them can be useful to a person (i.e.,
tracking their blood sugar levels to manage diabetes, compiling a family health history) may
motivate more people to become PHR adopters.
Secondly, PHR product developers should focus on incorporating human factors usability
testing into the design/development phases. The survey responders in Study 2, who were
contemplating using a PHR, were persons who were more health literate, already understood the
utility of having their health information, and were more interested in the system characteristics
of the PHR product. Turning “contemplators” into “adopters” may simply follow from the
introduction of well-designed PHR products that incorporate the user’s needs and easy to use.
The results of the survey suggest that PHRs that can be easily manipulated by a person and have
functions that do what the user needs are the most likely to be adopted in the future.
Limitations of the Research
There are several limitations to the current study that could have affected the outcomes.
First, the entire sample in Study 2 came from an online survey methodology using e-mail
solicitation, which restricts the generalizability of results to those who are conceivably already
familiar with and have access to computer and internet technology. Thus the influence of
computer experience on Technology Self-efficacy was probably inflated. Although this
limitation is noted, it may also be argued that because new PHR technologies require some level
of computer and technology abilities, sampling from this kind of population for the purpose of
identifying early accepters and adopters would be appropriate.
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Some anticipated analyses were restricted because of the low response rate of persons
who self-identify as current PHR users. The vast majority of Americans probably have little or
no direct experience with these HIT and PHR technologies and thus their responses may be
representative of the two groups who are either not interested or are contemplating using PHRs
in the future. One unanticipated difficulty was surveying the veterans group who participated in
the focus group portion of this research (Study 1, n= 10). The solicitation of veterans to
participate in surveys requires a national board approval which was not obtained. Thus access to
a population of users who would have been more likely to self-identify as a PHR-user (users of a
nationwide MyHealtheVet PHR program) was severely restricted.
This study sought to investigate the early adopters of PHRs in order to identify how the
technology could be successfully developed and implemented. However, it turns out that PHR
technologies may violate Roger’s (1962) classical diffusion definition because it is not an
innovation that is perceived as having an independent-use based on requiring more than an
individual’s choice to adopt (Fichman, 1992). Only the stand-alone PHR model follows the
classical definition, while the tethered and inter-connected models (see Figure 1) require
multiple-users and external networks to make the choice to adopt as well as the individual (Katz
and Shapiro 1986; Markus 1987). Additionally, a working PHR model may require that
physicians and/or health organizations act as sponsors to subsidize PHRs for adopters. In future
research, it would be important to incorporate variables to measure user interdependencies and
organizational decision making effects. However, factors identified in Study 2 were congruent
with factors defined in the literature supporting TAM and PTAM models (Figure 6) and thus
may indicate that TAM can be extended to technologies that are not yet widely used but are
theoretically well-defined and conceptualized.
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Another limitation was the introduction of HIT and PHR concepts which are fairly new to
the lexicon and general exposure to them may be low. Thus, the survey item may require the
participant to respond hypothetically. To mitigate the effect of low-exposure, survey respondents
were first briefed on PHR definitions, descriptions, concept maps, and pictorial examples before
being directed to answer the survey items. As such, this survey may represent a baseline study
for future research. As is common with surveys, reliance on self-report data may lead to
inaccurate results due to lack of adequate recall of events, misunderstanding of health conditions,
and/or health literacy of respondents. Another possible confound was social desirability. Survey
responders were highly agreeable with all of the content survey items which warrant some
caution in interpreting the results. Responders may have answered the survey items in a way that
they believed would sociably preferable, or chose answers that were most appealing, whether it
was a true reflection of their beliefs and attitudes or not.
Finally, generalizability may be limited as respondents were not confined to a single
geographic area and likely represents a wider national sample. Solicitation for survey responders
sought to target the Wichita area to address representativeness. However, the email invitations to
the survey did not restrict forwarding the e-mail to persons outside of the Wichita area, nor was
the survey designed to restrict responses using an Internet Provider address or postal zip code
inclusion/exclusion algorithm.
Future Research
The VHA has had success with their PHR in an older adult population that has been
shown to be either “unaware of or resistant to new technologies that could enhance their health
and support their independent aging” (Alwan & Nobel, 2008, pg. 3). Thus, their product should
be regarded as the current “gold standard” and their policies and practices should be studied and
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replicated for PHRs in the general public. A solid PHR sponsor, like the VA, could help achieve
a critical mass by supporting early adopters through a coordinated effort. Currently Microsoft
and Google have created free, open-to-the-public online PHR platforms, but adoption rates to
date remain low.
Future research suggestions include replicating the study to enhance generalizability by
increasing the sample size, limiting it to Wichita MSA zip codes, and introducing the survey into
more diverse population groups. Additionally steps should be taken to increase the sample of
current PHR users from the active military (Department of Defense), veterans (Veterans Health
Administration), and organizations with current PHR initiatives (i.e., Kaiser Permante, Cerner,
Walmart, IBM). Increasing the number of PHR users would allow for additional analyses which
were originally planned for Study 2.
Another suggestion would be to identify an existing PHR product and train participants to
use the technology. Then the same survey could be used to investigate the PHR participants’
attitudes on the same factors of usefulness, ease-of-use, technology self-efficacy, health literacy,
and behavioral control. This next step would be more in line with the use of the Patient
Technology Acceptance Model which seeks to assess the usability of an existing technology
within its user group (Or & Karsh, 2006; Or et al., 2006).
Conclusions
Researchers in eHealth have cautioned against a methodology or technology that does not
strive to understand the wants and needs of a diverse population, and stresses making sure that
the underserved are not forgotten as they often are disadvantaged by reduced access to
technology (Atienza et al., 2007; Horrigan, 2005; Hsu et al., 2005). HF practitioners should be
involved early in the design process and steer the design engineers toward incorporating research
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results compiled from consumer usability testing (patient and medical professionals). Knowing
the difference between someone who is uninterested in pursuing the use of a PHR and one who
is contemplating use may allow for appropriate actions and decisions to be made in product
development such as additional functions or components to increase perceived ease-of-use and
behavioral control.
Typically, when a new innovation is conceived the product is designed to make an
ordinary or daily behavior more efficient through the application of a new technology or
advancement. For example, cellular phones were originally designed to make communication
between people more flexible because the user was not confined to an area in which a landline
phone was available. Now cell phones are used in multiple settings away from the office or home
and have added functions such as phone books and calendars. Similarly, EHRs used in physician
offices and EMRs used by hospitals are now making available electronic versions of what used
to be recorded in volumes of paper documents. These health record innovations have allowed
clinical workflow changes to aid in better record keeping. And may be used by healthcare
workers to take better care of their patients because more health data is available to them and it’s
in a format that facilitates searching, decision-making, and error checking.
Personal health records do not follow this same innovation pattern because they are not
automating or making an electronic version of behaviors that most people already have.
Currently very few people keep track of any of their health information, and rely on their
doctors, hospitals, and insurers to manage it for them. Some people may record health measures
for a limited time, such as blood pressures scribbled on a notepad, but probably only to report to
their physician in order for the medical doctor to make a decision about future testing or
medications. Patients rarely keep copies of their health care information for their own use. In this
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case, PHR developers are trying to anticipate future uses when patients have become more
involved in health-related decision making and management, and when health information is
more readily available in an electronic format. When this time comes, PHRs may move from an
acceptable concept to a product a majority of consumers will want to own and use.
Behavior changes by patients and policy changes in the uses of health information could
be made to increase the acceptance and adoption of PHRs. Achieving this goal is in line with the
new objectives currently proposed for Health People 2020: “HC-HIT/ HP2020-7: Increase the
proportion of persons who use electronic personal health management tools” and “HC-HIT/
HP2020-8: Increase the proportion of patients whose doctor recommends personalized health
information resources to help them manage their health.” Widespread adoption and use of PHRs
may not occur unless (1) the technology provides perceptible value to users (usefulness) and are
easy to learn and use, and (2) more general education is given on the uses of health information
to increase health literacy (what health information is currently being used and transmitted, and
the benefits that PHRs would make to communicating this information). PHRs seem to be
regarded as a good idea (acceptance), but without changes in some external factors adoption of
PHRs for the masses may not become reality.
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APPENDIX A
INFORMED CONSENT FOR FOCUS GROUPS (STUDY 1)
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APPENDIX B
FOCUS GROUP DEMOGRAPHIC QUESTIONNAIRE

Before the focus group begins, please take a few moments to answer the following questions. Circle
the one letter or answer that best answers each of the following questions.
1. What is your age category?
A. 18 – 29 years
B. 30 – 49 years
C. 50 – 64 years
D. 65 – 75 years
E. 76 years or older

2. Which best describes your current work
status?
A. Employed full-time
B. Employed part-time
C. Unemployed
D. Retired
E. Other: ________________________

3. Which best describes your race/ethnicity?
A. African American / Black
B. Asian
C. Caucasian/ White
D. Hispanic
E. Other: ___________________________

4. Which best describes your marital status?
A. Single
B. Separated
C. Divorced
D. Widowed
E. Married

5. Which best describes your annual household
income?
A. $19,999 or less
B. $20 - $39,999
C. $40 - $59,999
D. $60 - $79,999
E. $80,000 or more

6. What is your highest level of education
attainment?
A. Less than high school
B. High school
C. Some college
D. Graduated college
E. Graduate School

Male
Female
7. Which best describes your sex?
8. On a scale of 1 (worst) to 10 (best), how would you rate your current health status?
1
2
3
4
5
6
7
8
9
10
9. Answer the following question based on the
Yes
No
Not Sure
definition of a personal health record, given below.
Have you ever used a personal health record?
Personal Health Record:
An electronic record of health-related information on a single individual that can be drawn from multiple sources
(such as self, physician, hospital, pharmacy, etc.) while being managed, shared, and controlled only by the
individual.
Health-related information:
Information that encompasses health, wellness, administrative data, and information derived from public health. It
includes past and present observations (i.e., during visits, medical procedures) and facts documented in the
provision of health care that may be related to preventing illness (i.e., medications, discharge instructions) and
promoting wellness (i.e., blood pressure readings, exercises).

(Continue to page 2)
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For each of the following (10-18), circle the letter that best corresponds to your
level of agreement with the statement (Strongly Agree to Strongly Disagree).
Strongly
Agree

Agree

Neutral

Disagree

Strongly
Disagree

10.

I feel very comfortable using a
computer on my own.

SA

A

N

D

SD

11.

I know how to obtain information
about my own health records.

SA

A

N

D

SD

SA

A

N

D

SD

SA

A

N

D

SD

SA

A

N

D

SD

SA

A

N

D

SD

SA

A

N

D

SD

SA

A

N

D

SD

SA

A

N

D

SD

12.

13.

14.

15.
16.
17.

18.

I believe it is primarily the physician’s
responsibility to track health records
for patients.
I understand the written/printed
information that my doctor/nurse gives
me for taking care of myself after a
visit.
I am comfortable with my personal
health information being used in a
secure, online format by me and my
health care providers to manage my
health conditions.
I would like to have input on my
medical/health record.
I believe that I am capable of
contributing to my own health record.
I believe that personal health records
can be a safe, portable way for patients
to carry their records.
I would support the integration of
personal health records for managing
my health.

Thank you for completing this form and
attending today’s focus group!
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PHR EDUCATIONAL PRESENTATION SLIDES

Three of following (9 slides) selected to show for each focus group:
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APPENDIX D
FOCUS GROUP DISCUSSION GUIDE

I. INTRODUCTION
Good morning/afternoon and welcome to our session. Thank you for taking the time to join our
discussion. My name is Traci Hart and I am with Wichita State University. Assisting me is Dr.
Amy Chesser, taking notes at the back table.
You have been invited to share your thoughts and opinions about personal health records.
Specifically, we would like to know what you think about information related to your health
condition, paper medical records, electronic medical records, and health information.
Additionally, we would like to introduce some educational information about health information
technology (called HIT) and more specifically personal health records (called PHRs).
This group session will last approximately 1- 1 ½ hours. We will be audio recording our
discussion but your name will not be used in any reports related to this session.
Now, let me share some ground rules. Please remember that there are no wrong answers, only
different points of view. We want to make sure that everyone feels comfortable expressing his or
her own opinion. So, all we ask is that you are respectful of everyone by listening to one another
and waiting until the person speaking has finished before you begin. Because everything said is
important, we also ask that you try not to have a side conversation with your neighbor during the
discussion. What you are saying may be something that everyone could comment on and could
provide us with useful information as well. In addition, it can be very hard to make out what is
being said on the tapes if more than one person is talking at once. Let’s begin.
1. In the previous educational session about PHRS, what was new information or
content for you?
- What are your initial reactions or feelings?
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II. HEALTH STATUS AND QOL
1. Describe your current health status? (Healthy, Average, Complicated
conditions)
2. How does your health status affect your life?
- Quality of life?
- Satisfaction with life?
- Ability to do common daily activities?
(button shirt, read newspaper, drive)
- Relationships with those who offer social and emotional support to
you?

III. ACCESS AND INTERACTION WITH HEALTH CARE
1. How do you describe the model of health care you receive? (Single provider?
Many providers in a health team? Many specialists working independently?)
2. What is your schedule of caring for your health?
- Only when sick?
- Maintenance plan?
- Continuous conversation?
- It changes?
3. How do you communicate with your healthcare providers? (Face-to-face,
email, phone, etc.)
a. How often?
b. What is the quality? Of face-to-face interactions?
4. How do you find out information about your health conditions or treatments?
(i.e. friends, family, the Internet, television, books, etc.
5. Do you discuss this information with your doctor? If so, tell me how that
conversation occurs.
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IV. IMPACT OF HIT
1. Do you collect and maintain your health information in a central place?
(computer, notebook, file system, etc.)
a. If so, what kinds of things do you record or keep? Bills? Medication
list? Appointments? Discharge instructions from doctor?

2. If you could have a secure, easy-to-use and affordable way to access your
healthcare records, would you want to?
a. For what reasons?
b. What information would you be interested in seeing?
3. If you had a secure, easy-to-use and affordable way to exchange health-related
information with your health care providers or team, what information would
you share with them?
a. What kind of information would they want from you?
b. In what instances could you see this exchange happening?
4. How do you think electronically exchanging health information with your
doctor or healthcare team could change:
a. How you receive care?
b. How you communicate?

VI. FINAL REFLECTIONS
1. What are the best things you think PHRs will bring?
2. What things worry you the most about PHRs?
3. Is there anything else you’d like to share?
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UNIVERSITY STUDENTS FOCUS GROUP TRANSCRIPT – PILOT GROUP

I. INTRODUCTION
1. In the previous educational session about PHRS, what was new information or content
for you?
- What are your initial reactions or feelings?
I worked in medical records for three years, so I am familiar with all the HIPAA regulations and
all the paper files and electronic files and it was new to me to see that it could be dispersed that
way, because it was my understanding of HIPPAA is that only the patient can get the records, so
I was just wondering how that is going to work. It’s neat. I have also have been working with
doctors and trying to get them to come in a get them to do their dictations, and I don’t know if
you have talked to any of them yet, but I don’t know if it is plausible that your doctor would call
you back in a hour because if you think that everyone in the world can do this then there going to
have 8,000 pictures of peoples bummed-up knees to get back too. It’s really a neat idea, but those
are just some of the questions I had about it.
My concern is about a security concerns like if someone misplaces or looses the device then how
is their reports protected, is the device secured, is their security on the device like a password?
I was thinking about something I heard on NPR, couple days ago, something about medical
records and they were talking about how it was a neat idea and that it would bring everybody to
an easier way of keeping track of all these records, but the problem is a lot of doctors or the
institutions they work for may not be able to pay for the software. So its almost like an
accessibility issue. Its one of the things they brought up. But I think it sounds neat, because with
moving, I haven’t ever kept a constant doctor so being able to integrate that information would
be.
That is a good question. Like, is there going to be a common platform for all these software to
run and connect with each other without problems.
On the flip side of what she said, when you move you change doctors, having all of this
information in one place the problem is with insurance companies. They would be more likely to
refuse because of medical claims, for pre-existing conditions or what have you.
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I was thinking I really like the idea to help jog your memory. Because I have health issues that
require me to constantly monitor my health. One of things that I always have a hard time with is
remembering exact times and dates and occurrences of things, because I suffer with, my immune
systems has reactions or gets depressed, so for me I always have to make sure that I am checking
how the infections, I make sure that I engage in positive behaviors, like making sure I sleep
enough, eat enough, keep the stress down, and one of the things that I noticed on the videos that
we were watching were the icons that seemed to have different information, and seemed to be
customizable to the person, so I like the idea of having this kind of health record system that is
customizable so that I can monitor the things that the doctor wants me monitor but maybe I am
interested to in keeping track of other things that I feel are important, give me peace of mind, or
help me engage in more positive health behaviors.

II. HEALTH STATUS AND QOL
3. Describe your current health status? (Healthy, Average, Complicated conditions)
7 on the scale. Okay, but been better in the past.
Healthy, aside from my knees.
Healthy.
Poor condition.
Average.
Healthy.
4. How does your health status affect your life?
- Quality of life?
- Satisfaction with life?
- Ability to do common daily activities?
(button shirt, read newspaper, drive)
- Relationships with those who offer social and emotional support to you?
Energy level, this year I’ve had a lot more health issues then I’ve had, I never used to go to the
doctor because I didn’t need to but this year I’ve been and it seems like I am there all the time
which disrupts my life and my lifestyle and the energy I have to do things.
I used to like to jog and I’ve torn the cartilage in both of my knees so that I can’t do that anymore
which means I can’t run the energy out of my dogs.
I’d say, Yes for sure. Yes it increase stress around the house.
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Another thing is scheduling to get into the doctor is a big pain, because they are only from.
Because I live in Hutchinson, so if I don’t leave here early enough to get there, they have to
reschedule me and it’s a pain.
I think also puts a lot of stain on how you cope with unexpected events. So for me, getting sick, I
always worry who is going to give it to me now, whose going to give me a bacterial infection
because I am very prone to get it, I always worry about that. In return, I get more irritable and
also become more stressed about things that really don’t really warrant that amount of stress.
I think it is the cost too. It’s expensive to get blood tests and x-rays and everything you need.
And sometimes there might be certain things that you have and you know what it is because
you’ve had it so many times, but you still have to go into the doctor and pay the co-pay and do
the testing so you can pick up the antibiotics, so I don’t know, but it seems like from the video
when she was showing her bruises, you can ask if this is bad-enough and you can type in and say
these are the symptoms, and they know you have a prior history or this recurring thing often
enough, so they can just wire-in a prescription for you right away. That would save on time and
cost.
You know on stuff like that were it is recurring, if you have to go through the trouble of doing it
all the time. You are probably less like to go through the trouble because you know the direction
its going to go, and how your going to end up feeling sick and that you are eventually going to
get better (sometimes), is it worth going to the doctor? And sometimes it is, and sometimes its
not.
Although if it requires and antibiotic, you’ll probably have to go every time.

III. ACCESS AND INTERACTION WITH HEALTH CARE
1. How do you describe the model of health care you receive? (Single provider? Many
providers in a health team? Many specialists working independently?)
Mine is horrible because I am an international student, and they have an insurance plan that I
have to have through the university, but it doesn’t hardly cover anything. So I just pray that I
don’t get sick.
My general practitioner’s office they have 3 doctor and 7 Pas and they kind of just round-robin
who you are seen by. They are not the best at following up…(not the best at following up?)…
No, because they don’t usually know what the other person is doing.
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I am a very demanding patient. I don’t like being told what I need to do, I want to know why. I
also suffer from a skin disease that effects my immune system, so I have to see a specialist, and I
don’t like the traditional treatments and so I like to be informed about things especially when the
treatments have a 50/50 chance of working for you or not and when they have serious
consequences like liver cancer. So I have switched different doctors until I find one that is
willing to work with me and doesn’t get put-off by my asking questions about specific things,
and if they don’t like that because it’s a chronic condition, if there is no group rapport, I will just
find someone else.
I just wonder what the doctor’s perception would be about doing things over the phone, like
looking at the picture of the bum knee, would they be out the fee of the doctor’s visit because
they gave the diagnosis over the phone? Or are you calling in saying I have strep-throat again,
I’ve had it 3 times and I can’t get ride of it. How likely are they to adhere to this system where
they might be out?
Maybe it would be something like you were paying for a subscription to a service.
Do you think people would be more likely to, if they were paying for a subscription, even if they
weren’t sick, to use it?
Yea. That’s a problem. Because I am paying, even if I am not sick, I have this minor thing going
on.
Guaranteed I have two sinus infections a year, period. I know I am going to have them. I will pay
$100 for co-pays and prescriptions, so it’s a set thing that I budget for every year. So it’s a set
cost for me, so we work it through flexible spending.
2. What is your schedule of caring for your health?
- Only when sick?
- Maintenance plan?
- Continuous conversation?
- It changes?
Maintenance, mainly.
I only go to a doctor for something very serious, because I may or may not have access to drugs
from a doctor in the family. Who will remain nameless.
I only go when I am really, really sick. Otherwise I just drink green tea.
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I do part maintenance, and if I have any issues, usually I don’t have problems its when my stress
levels get really high and I get an infection and the skin rashes, but my dermatologist wants to
see me to get some light treatments. It really depends. I do have to monitor it, with infections I
have to make sure its not something more serious.
3. How do you communicate with your healthcare providers? (Face-to-face, email, phone,
etc.)
Currently first.
Call and make an appointment.
Yea.
Me too.
Do many health care providers do email?
There are some.
It would be nice.
Mine does let you talk to a nurse, which is an option, and I do call to schedule appointments.
a. How often?
b. What is the quality? Of face-to-face interactions?
Very good.
I am not impressed with the University’s doctors, at all.
Well, I think the doctors here come only at certain times, like really early in the morning, there is
a lot of waiting time, wait forever to get a scheduled time.
My opinion of the doctors here is that the doctors here assume that most of their patients are
international student and they slap them take two Advil’s and send them out the door. That’s
been my experience every time I’ve been. I don’t bother anymore, even though its free, I don’t
go, it’s not worth my trouble.
Yea, they give the same medications every time.
I don’t have the same experience with the health services here. When my dermatologist, I call
them, but when I have a recurrence I call them. But I am also an asthmatic too, so when
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I have something like that I make sure to tell the people in health services. So they don’t usually
see me, because if I have emergency breathing treatments, so they’ve pretty much told me if I
need a breathing treatment I can just show up over there and they will take care of me. So maybe
because my health condition is slightly different, I have a different experience with them.
Yea, I wouldn’t expect them to give someone an Advil if they were in respiratory distress.
Add on question. What would you like to do? Assuming doctor’s are getting paid, and they have
the who pay schedule figured out, is there a way you would rather communicate then face-toface? Or does it depend? What is the quality of those communications?
I would rather do it by email, so I can mark that I have already had my appointment date and
time, because they give out this card and I always loose it and I wonder where I have kept it.
Writing an email is just easier than calling somebody and waiting on the line.
Yea, pretty much all of my life is been turned electronic, that is emailing, texting messaging and
that is pretty much it. And if I don’t have to pick up a phone, I don’t have, I just don’t do it. And
I certainly don’t get in the car to drive if I don’t have to.
It would be handy to have all of the stuff at your finger tips and online, and I bet much of the
population is using something like WebMD now anyway, where there doctor is the Internet,
where they are getting medical information. I think this would be a much better step.
Yea, If it is personalized and geared toward just for you, all the information, you don’t have to
google things, it should all be right there for you.
Yea. I would prefer that, but it all depends on how fast they respond. If you call them, they are
usually good about calling back within a certain time frame, so as long as the feedback or the
answer is delivered in a timely fashion, I wouldn’t have a problem with that. I would prefer it
actually. But, if it is going to be delayed or you don’t get the same kind of feedback that you
would with a phone call then I think depends on your health condition.
Also, if my personalized information is, like I have back-problems once in awhile, so I went and
saw a doctor and treated me and he created a page for me and put all the information bout back
pain and frequently asked questions together for me, and like temporary solutions, then I
wouldn’t have to wait to get another appointment, or maybe I wouldn’t even need an
appointment if I followed certain steps or exercises. That might actually minimize the visits I
actually need to make to my doctor.
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4. How do you find out information about your health conditions or treatments? (i.e.
friends, family, the Internet, television, books, etc.
We all go to XXXXX.
I actually joined the national pscerriosis foundation, because I didn’t actually know what I had,
but I found a lot of information on the Internet and from official-looking sites, and the
foundation has a forum that is free that you can join, search for stuff, ask things, and that really
helped me.
I really rely on diagnosis from my physician. But if I want to know or gain more information,
then I would look for reliable sources online because our visits are so short, it seems like 15
minutes and then he’s out the door to the next patient, and maybe you forget your questions
answered, then I would.
I like pictures too. (The websites?) When you are looking for information, and they have
something to look at, I think it is better quality because they have pictures to back-up whatever
your symptoms are.
It just figuring out what is reliable sources and what aren’t. Is probably one of the biggest issues.
Are you talking about pictures because the language is to technical? Or what are you trying to
say about the need for pictures?
Sometime it is that. But sometimes when you read a description about how something is
supposed to look, you have a different idea but if you see some pictures of different cases of the
same thing, it helps you to understand that better.
5. Do you discuss this information with your doctor? If so, tell me how that conversation
occurs.

IV. IMPACT OF HIT
1. Do you collect and maintain your health information in a central place? (computer,
notebook, file system, etc.)
a. If so, what kinds of things do you record or keep? Bills? Medication list?
Appointments? Discharge instructions from doctor?
They are all in a medical records vault. (Do you have access?)
All said NO.
My mother has all of our medical records in a cabinet, but I don’t.
Does she have mine too?
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2. If you could have a secure, easy-to-use and affordable way to access your healthcare
records, would you want to?
a. For what reasons?
b. What information would you be interested in seeing?
I forget my family history, I was so embarrassed because they have you sit there and fill out this
5-pgae history, and I couldn’t remember, I was thinking about so many other things. I know that
I have filled this out before, but I don’t know what I put last time, and my own conditions I
forget from year to year what things were called in the past.
Putting down the wrong conditions on a history can haunt you for a long time. I’ve done that one
time (It only takes one time, right?). And every time I go to the dentist, they bring it up, because
if you’ve ever had a heart murmur they have to be very careful with anesthesia, but I have a
don’t have a murmur per say, I have an irregular heart beat, so that is what I meant to put. But I
get asked every single time, and that was like 5 or 6 years ago. I said “no it’s not that its this.”
You shouldn’t have to fill out the same information every time, it’s redundant information you
are feeling out. You should say, here is my online background information, you can pull it from
there, would be so much easier and save time.
Yea, from the day you are born there should be some record you should access that has every
single thing that goes on, because you can’t always remember.
There is, you just have to pay for it.
You are talking about a longitudinal record? Yea.
With me, we get the TB vaccinations in Nepal, so when I have to do a test here it shows positive
on my skin test because I have the antibodies in me, so the problem is that every university I go
to wants me to do that test all over again because they can’t access that record and stuff, so it is
very tedious for them to explain that this is the case and that I have had the test and have the
antibodies in me and that is why it comes positive, rather if they had access to the records they
could read. It would be so much easier, and that would be the case for a lot of other people as
well.
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3. If you had a secure, easy-to-use and affordable way to exchange health-related
information with your health care providers or team, what information would you
share with them?
a. What kind of information would they want from you?
b. In what instances could you see this exchange happening?
I’d like to have everything, even not necessarily the medical, but dental visits and the
optometrist, because like I said before people move around a lot, and those records are gone.
Sometimes it can be costly because you don’t know what has been done in the past. And if it
could be done in a way, and this might be a problem, but to have other family members be able
to add to family histories, so you know about cancer or other things could put you at risk later in
life, would be good.
Also, like going to dentist, optometrist, or general practitioner there are certain conditions that
they are really interrelated. Like I have high blood pressure and that can affect your eyes, or if
you’re diabetic you can also develop certain disorders. So that is also a consideration, because
your optometrist may not know that you are a diabetic or have high blood pressure, that you
can’t lift stuff, and that is certainly a concern.
And if you have any hospital visits and MRIs that you’ve had, from my experience in medical
records, at least 80% of release of information for people coming in needing transcripts of their
MRI read, or something from a hospital visit, or ER chart for insurances purposes, it would be
handy. Because the release of information stacks are this high and it takes awhile to go find the
information, and make copies, and the make sure it is signed by the right person and the right
person is picking it up, that is paid for or that the insurance company is paying for it if they
requested it. It is really cumbersome and it takes a really long time to get it. And if people had
access to it would be really beneficial to them, the doctors, and even in the hospital you never
stop doing stuff in Medical Records because you get a call down saying we have Mrs. So-So and
we need her medical chart, does she have an advanced directive, and you have to go dig it out of
the trenches and haul it upstairs. Even the hospital I worked at didn’t have the system quite yet
where the nurses on the top floor couldn’t interact with peoples medical records, and that had a
lot to do with HIPAA regulations too, because they couldn’t have access. So I don’t know, I
might be advocating for getting rid of peoples jobs in medical records, and I don’t think they’d
appreciate that.
But there are still a lot of jobs to be had in developing theses things.
Well yea, and things is doctors still have to enter into charts, but if you want the charts
electronic, you have to scan the chart in. You still have to have the billers to code things, and
transcribers.
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Yes, but you have to start somewhere. Like when I moved here, I refused to do the TB test again
because it’s a nuisance, it hurts and scratches, so what they wanted me to do was transfer my xray records from my previous university, like my chest x-rays from Hurts(?), and it just takes
forever, and I can’t register, they put a health block on the record and I can’t do anything. So the
information should be available electronically and the information shouldn’t just be in one rack
somewhere. If electronically, one click and its here.
4. How do you think electronically exchanging health information with your doctor or
healthcare team could change:
I think they would always ask you for your blood pressure, and a weight-in. So that would be
good information for them to access and compare. And actually I would like that just so I can see
a flag reminder when I access the system to see this is how I did this week and this is how I did
this next week. It would help me engage in more positive behaviors, like “oops” I gained this
much weight, or didn’t get enough sleep, or my blood pressure has been increasing or something.
But they usually monitor those things. Also, medications, like they always ask you “are you on
new medications?” or have you “stopped any of these other medications”, I just think it would be
easier.
Like if you are going in for a yearly check-up all you essentially need is the your past histories,
but if you are going to a specialists, for example, say they saw something on your MRI scan of
your head, it is your responsibility to come get the print-out of your MRI to take to the physician,
so something like that would be beneficial to have some sort of universal access, because you
would get patients coming in saying they are on their way to the city and can I have this. It
doesn’t work that way, you can’t come in and give us ten minutes notice, and it makes people
really angry. SO something like this would be really beneficial in that regard.
a. How you receive care?
b. How you communicate?
I think it would streamline the process and give you more control over what you have to say.
Because they make assumptions, you are not the only patient that they are seeing and it is easier
to confuse things or thinking of similar symptoms. When I was first diagnosed with pscerosis,
they had an outbreak of some fungus, and they kept telling me that I had a fungi, and I said this
is not a fungi, I’ve seen it on the internet. But I wasted a month, because they had been seeing a
lot of this, and I said if you would google it you would see it doesn’t look like this. (Now I
understand the demanding part.) Yea, well you have to be, because unfortunately the one who
pays the consequences is you, and if you have something that is serious enough, the way they
think is that we’re gonna rule out this treatment and things keep escalating. But do you really
want to spend 3 months going on a trial-by-error thing? I don’t.
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So, I’ve become very demanding, especially with the dermatologist because dude I have this all
over and you want to see my wrist? It doesn’t work like that. So I went to a different one who
was a member of the national pserocsis foundation, and they made a point of saying “we
understand what this disease is about” and I also told them under no circumstances would I do
the bio and immune suppressing stuff, and they respected that. Of course the keep trying to
change that, but the light treatments are working, and if they don’t like that, I’ll go find someone
else who will let me.
Could it be made more efficient if physicians could exchange records. I have a friend who has
lymphodema, and there seems to be no cure for it, and her legs are swollen and she has to get
massages and wear compression hoses for it, all because she had cancer a while back. They can’t
seem to find anyone who can do anything for it, and if it were electronic, they might send it to
people who might specialize and be able to do something for it, and one of them might be able to
say “oh I know, I might be able to help her.” Instead of her having to phone people, or rely on
the doctor to call other specialist or email them about it and they would be able to look at her
records that way.
It would be beneficial too, if you are seeing a new physician, because people don’t always
remember what they had, or specifically what type, or what kind of medications they used to
treat this they may not remember the name of it, so that would be really beneficial to know this is
what worked before or what I had before.
A couple of years ago, through the University I had BCBS and they dropped my primary care
physician and assigned me to another some random doctor, don’t really know why, so my entire
medical history is at my old doctors and getting that transferred to my new doctor is daunting,
and probably not cheap, so I was not pleased.
It can be painful because they ask a lot of questions like “why are you leaving us?” or try to
make you feel bad so that you don’t transfer or go somewhere else (Yea, it’s like you and BCBS
had a falling out) and it’s a lot of effort.
It’s really hard to transfer your records, we had lots of situations where the doctors were retiring
in the town I was in and closing up shop and so their records were going to a warehouse
somewhere. So we had patients coming to us, asking how they could get a hold of my records, or
older patients where it is pertinent to have a past medical history, and we’d say somewhere at the
Emrick’s warehouse.
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VI. FINAL REFLECTIONS
1. What are the best things you think PHRs will bring?
Efficiency
Better healthcare
Everything being unified in one place
I think probably help you to make better decision on a regular basis, a lot of times you maybe
bias, cause I get sick a lot, if you ask me how many times I’ve been sick it is daunting for me to
try and make those calculations in my head and if I had something like that, I could get some
summarized, cute little chart telling me how much is left and blah blah… so that would be good.
It will also give a sense of control over your health records.
A really good way to keep people informed about their health conditions, and has the potential
for collaboration from different health care providers, which is important, especially in the
hospital settings.
I think the interaction between that girl and the physician, is very atypical, he seemed more like a
friend than a physician. (Yea, most physician’s don’t have that good of bedside manner.) Even if
they do, that a kid in high school would email their doctor (or that he would even call back and
say everything looks alright).
Mine would.
Maybe it depends on the kind of doctor. Maybe it’s small town.
It’s the response, if you have a system in place that you can efficiently do that, you look at the
picture and then you just press a button and it says it looks okay or you need to come in, rather
than having to type it every time. Making it more efficient is going to make it more usable, and
people are going to use it more.
Yea, this is a pretty high-tech group, so that would be another question I would have. For the
average person to use it would need to be extremely simple for them to even start to use it.
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2. What things worry you the most about PHRs?
Ease of use
Security
Who owns the data? Because if you have places like Microsoft and Google, who are setting up
their own storage for medical records, which is fine and lovely, who actually owns the data being
put into them? So is it the doctor’s offices who are putting into them, is it google, the patient,
who is it?
Yea, security is a big issue, because HIPAA says you and only you, unless someone has power
of attorney, not even her husband can access her information unless he has power of attorney, so
that is an issue. Psych patients are never allowed access to their records, even if they request it,
for obvious reasons. I think there is a lot of legal issues that will have to be overcome before this
is done.
Like Google who has this notorious habit of keeping everything, even if you think you delete
something off of gmail, it’s still there in their system. So the problem is, if you want something
deleted from you health records, is it actually deleted, how is it removed?
Or even changed, like you were talking about early, it might even be worse for an electronic
system, because once something gets in there. It’s there, it might be worse then paper.
And security of the data itself. Is it stored in just one place, multiple places?
I think that it also has to be customizable that it meets the needs the of different people, because I
understand it is personal health system or record and you are accessing it for monitoring or have
ownership of it, I’d like to customize it to more detail for certain chronic conditions and others
with better health may not want as many things in it. If you can customize the information that is
monitored from the doctor or patient, that may be interesting or very useful at least.
I think it has a lot of benefits for older people, that have their Monday through Friday with their
18 pills, like the video was showing this is the kind of medication and you take it here. Like my
Grandmother who is getting older and forgetting things, my mom has to go over every day and
make sure she takes the right pills because she’s forgotten what the right ones look like. So
something like that would be beneficial, on the flip side, but what is the possibility that they can
get on the internet or work a mouse and use something like that.
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Maybe there needs to be a separate interface primarily for this purpose.
Couldn’t you have something that works with voice.
Let’s say that I have information on a PHR that is up-and-running, would you be interested in
using it? I don’t, but would you be interested?
Depends on these concerns, I’d want to know what the security is like.
The other major concern is the cost. Cost of owning the device, cost of owning the system that
connects to the device.
The amount of time it would take, because now I am 28, and going back, how do I generate all
the data from the last 28 years and get the stuff from my doctor, and who is going to put the stuff
in, are they going to scan it? I don’t know how they would do that, it would be very time
consuming. And say it was someone in their 70s, they have all the stuff from various places and
how do you organize that?
Or are you asking if there was a system that could go into place now, and it really wasn’t on you
to create your history, but going forward, you have a system like this?(It’s an open question) Ok.
I am curious. When I hear you say personal health record, I am thinking more about monitoring
and sharing, but I see it more for my benefit then the doctors, although its beneficial for the docs
and me. I don’t see why if you have poor health conditions, I would say you would be very
interested in using it, I would be. I can see that and reflect on it, almost keeping a little journal
like they want you to.
I can see that a person with more health concerns is going to have a high impact from a system
like that than someone who goes to a doctor, like me, once a year or something like this.
3. Is there anything else you’d like to share?
<None>
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UNIVERSITY STUDENTS FOCUS GROUP TRANSCRIPT – UNDERGRADUATES

I. INTRODUCTION
1. In the previous educational session about PHRS, what was new information or content
for you? - What are your initial reactions or feelings?
It’s new to me… new information to me. Personally I don’t think it would be a horrible idea. I
kinda wondered when you explained the laptops and whatnot how exactly that would work with
elderly patients in groups. It draws to mind my aunt who every time the electricity goes out and
the darn alarm clock isn’t working. I can’t set my alarm clock and nothing works in my house.
You know? So, when we start talking about technology and upgrading it, and then this is going
to be used for everybody else, it’s the older population that I tend to wonder how would they be
able to do that? You know, if we integrated that, would I have to go to my grandparents house,
you know? Okay, you have to do this again. I don’t think it would be horrible for our generation.
We’re all computers. We use them, that’s our thing.
I have a question. So this is mainly the responsibility of the patient, and not everyone that, like,
the pharmacy, and the doctors, and things like that?
Right. They could send you email or they could electronically send you the information you
want to save in your record.
Yeah. So it’s something that has to be initiated by the patient and they have to take the
responsibility of it, so I could see that as being an issue because… first, of all, I don’t have like
an I-phone, I just have like a basic, I could see that as being a problem – being the initiator in
starting that kind of a plan. But it’s a good idea.
I don’t see how, if it would, if you control it… Part of what we’re learning in some of our classes
is there’s the duplication. Because you don’t have your x-ray from here, or something was done
over there, so all the duplication. If it’s not mandated and you wouldn’t elect to get all these
results, then I don’t see that it’s much of a savings. I mean it’s almost two different –
Well it’s almost like two different things. I remember twenty years ago, a lady in Chicago, she
had like a credit card. And on the magnetic strip of her credit card was supposed to be her entire
health history, you know, from the point that it came forward. And that was supposed to be the
wave of the future – all your medical information would be there. You would go to the doctor
and he would see all your test results. Okay, so then that kinda seems – but that’s not what
you’re talking about here?
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It just seems cloudy and nebulous. And it seems like you could manipulate it. Oh, no, I don’t
want to share with you that I had my valium refilled over here and there. And it seems like be
really-- Oh, I’m not on valium.
No but I see exactly what you’re saying. I have heard of integrated health records. Taiwan uses
it extensively and I’ve heard of it in that system. I think that’s great. I actually think that I like
the personal control. I was in a car accident and I didn’t allow them to have – they wanted my
entire history. It was a fender bender, but they wanted my entire medical history and they kept
bugging me about it, you know? And I kept declining. And think somebody who’s kinda not on
the ball would easily say, here, and then they get my entire medical history plus the subsequent
five years. I think that’s just excessive. So the personal control for that would be good, but like
you just said, personal control in other aspects would be really bad. So that… that’s just such a
double-edged sword that… it’s tough.
I could see that a younger person using it, you know. I mean, you can always be taught to use
something like that. But I’m thinking about, you know, my grandmother would never – I mean
she carried around a plastic bag that had all her pills in it. So, you know, I can’t imagine that she
would ever. I mean somebody would have to put that information in for her. And it like you said
you know if the battery didn’t work on something she was like… livid because something wasn’t
working. And I could see that, so you know, I think it’s a great idea. I think, you know, I
remember my little immunization cards for my boys and now they are 25 and 27 and you have
those little pink immunization cards and that information does get lost in the shuffle. I still have,
but they don’t have it. But I have it.

II. HEALTH STATUS AND QOL
1. Describe your current health status? (Healthy, Average, Complicated conditions)
I think personally myself I think I’m a pretty healthy person. If you look at me compared to
most 29 year olds, I’m on a chronic condition. I get injections every three months in my hips
and I have chronic leg pain, chronic hip pain, and you know, just stuff that. And it makes it hard
for me stand at work all day, but I do it anyway because I have to. And it makes it hard for me to
sit in class for six hours when I come down here for two classes, but I do it anyway. Sitting in
the car just kills me and sitting in a movie theatre. I stand up and feel like everything is locked
up. I can’t even sit in a movie theatre chair. But I do it anyway, you know, just because it’s life
and you can’t figure it out. You’re not going to tell me what’s wrong, you’re not going to fix it,
you’re gonna do anything about it, but you’re gonna shoot me up every three months with
steroids. So whatever, hey, we’re great. Personally I myself consider myself well but for an
average 29 year old I’m a chronic condition person.
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I’d say I’m pretty healthy.
Okay.
I seem okay but I’m just a little heavy.
I would say I’m pretty healthy.
I would say I’m average. I could probably be in better shape than I am, but I would say average.
Very healthy.
I feel like I’m healthy for my age, but yesterday when I walked up five flights of stairs I was
pretty worn out. Everyone else was too.
I am…I would rate myself the same as my peer. I have a chronic condition, but it’s pretty much
in remission and I consider myself very healthy. Not only compared to my age group but just to
people in general. My doctor probably doesn’t think so but I think I’m very healthy.

2. How does your health status affect your life?
-Quality of life? Satisfaction with life? Ability to do common daily activities?
Relationships with those who offer social /emotional support to you?
It makes you more limited. Sometimes there are activities, because if you’re not as healthy, you
won’t be able to walk on your own or just able to write or something, if you have like arthritis.
That’s just a big limiting factor for you to do like everyday activities, like cooking. Cause my
grandma has arthritis and I see how it’s hard for her to do the dishes, do laundry, and cook. I
mean that’s just you know. So now she just like kinda just going about whatever… just like
microwave her food, or come over to our house and eat.
I don’t really understand your question. You want us to imagine what it would be like to be not
healthy?
Right, so if you felt like you were more on the healthy end. Very healthy. SO if you were to have
something change your health status how would that change your daily like, the relationships
that you have. How does your health impact the rest of your life?
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It impacts every facet. I mean if you’re not well, you can’t work, you can’t take care of the
children, you can’t be a good spouse, you know a good partner for my husband. If I’m sick I’m
cranky as hell.
I think it would be almost devastating to your life if you were to come to have a chronic illness
or something. And your health was taken away from you. It’d be devastating. I’d probably be
depressed all the time.
I do think there’s a difference between being female and being ill and being male and being ill.
Definitely! You’d think the world was ending.
And not because maybe they don’t feel good, but because they haven’t gone through some of the
things that women go through, like childbirth and those type of things. And even if you’re sick
you’re usually getting up and doing the normal things. Maybe you’re not scrubbing the house
down, you know, but you’re getting up and maybe loading the dishwasher. Whereas if your
spouse is sick he’s not doing that stuff.
Yeah, at all.
But does he do that stuff anyway?
They do!
Although there was two summers ago when I was very very sick. And I had to have a friend go
to the grocery store for me, and I had to hire someone to take care of my lawn. My kids had to
go to the mailbox and get the mail. I had to hire a nanny and had to hire someone to come and
help me take care of the house. Cause I couldn’t do anything and it was very difficult. And so, I
mean, there does come a point when no matter how tough you are –
Sure, but if it’s just a normal… I’ve got the flu for a couple of days. Or have a cold.
But in that case, you’re probably like the perfect example for that question. It was probably
devastating.
It really was because my husband was gone and I think it would have been easier if he was
home. It was just me and so I had to be very resourceful to figure out what I could do because I
couldn’t do anything. I could barely drive myself to the doctor and so it was very hard. And the
flu makes life not very complicated comparatively.
Yeah, right.
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And I know that, like your situation, my reality check was quite a few years ago when I was
being discharged out and my pelvis is crooked, my lower back is rotated, whatever whatever. If I
would have stayed in, the question to me was do you want to sit on the sidelines and watch your
kid play, or do you want to play with him? I mean I had to sit there and really think, what do I
want to do? Is this job important enough to me that I’m going to stay in it and just do it? It
wasn’t a bad lifestyle, it was a good lifestyle. And I got out and you know I was told that by the
time I was fifty I would probably be confined to a wheelchair. Probably would not be walking
anymore if I wouldn’t have gotten out and did therapy and doing injections and whatever. That’s
probably gonna be my life and that’s a reality check for you to be in a situation where you
actually have to think twenty-five years from now I’m probably not gonna get up and walk with
him. And there are days when I don’t get out and play with him depending on how bad I hurt but
I do know that right now everything I do – it’s work, it’s school, it’s him – everything I do is for
that just in case I’m not walking in however many years, or I can’t get up and do it. So I do it
now irregardless. I mean even on some of my worse days when it hurts the worse I get up and
go to work. Because it keeps me going.

III. ACCESS AND INTERACTION WITH HEALTH CARE
1. How do you describe the model of health care you receive? (Single provider? Many
providers in a health team? Many specialists working independently?)
That’s what I would say. It frustrates me. Multiple independent providers? Yeah, multiple
independent providers. They’re all in the same clinic, all my docs are in the same clinic. And I
see them and it’s like why don’t you go here now? And then, you know, “well you have the
exact same information, let me repeat myself again.” It’s like, “well, we’ll do this and then you
can go here now.” And so then I walk across the parking lot to the next guy who gives the exact
same information, let me repeat myself again. “Well, you can do that and then we’ll do this, and
we’re gonna send you over to that person now. “ And it’s, “well…” I don’t know. To me that is
very, very frustrating but it is what it is. And you know we’re getting into the electronic medical
records so you can see my stuff and still… it’s a lot of tossing around. That’s frustrating. Very
very frustrating to me.
I have a primary care. Primary care doctor that would coordinate specialty care if I needed it.
I don’t go to the doctor very often. But I think it’s… I guess I don’t really know because I don’t
go very often. It doesn’t really bother me. I’ll go to my primary care physician but then I have a
different ob.
I don’t go to my primary care doctor but I have like the optometrist, if you refer to like the
specialist.

135

APPENDIX E (continued)

I also don’t go to the doctor that often and being an international student the only place I usually
go is the student health center. That’s the only place I use.
I go to the Wichita clinic so I ever need a specialist or my primary care doctor will send me to
someone within in the clinic. So do they work as a team? Is it more integrated, than the
description she was giving, multiple specialists who don’t talk to each other? Yeah, they
talk. And then they have all the information right there in the computer, and they can see such
and such did this.
I have a primary care doctor and he still has a paper system. Nothing is electronic. And it’s very
piece-meal. I have specialists all over. And unless I tell them the specialists don’t even know
what specialists I’m seeing. And it’s very haphazard. And I really have to keep track of all of
that, already. Even my primary care doctor is only somewhat in the loop of what’s going on.
2. What is your schedule of caring for your health?
- Only when sick? Maintenance plan? Continuous conversation?
Something interesting – I just switched doctors last year and I got a notice in the mail the other
day and I have an appointment next month. And I called the office and said I didn’t make an
appointment with you. Why do I need to come in? I’m fine, I’m not sick, I didn’t request an
appointment. And the girl was like “well we noticed on our books that you were new last year”
and I just went in for like a routine exam because I had never been before and she had required
that and so I went and got that taken care of in case I ever needed to go back. And I never ended
up going back. But they say that they do yearly physicals where they do lab work and they do
like whatever else is in a physical. But I had never gone to a doctor before that did yearly
checkups like that, like a full physical. So at first I was kinda annoyed cause I didn’t think it was
necessary. But then I started thinking of it as preventive care, so I think that that’s really good.
And I had never heard of that before. Yeah and I kind of appreciate that.
I think that I go to my ob/gyn annually and now they do so much more things than your regular
pap smear or whatever. I do that and then my primary doctor if I’m sick. And then the kids,
they’re on the schedule to get their shots, so they go as scheduled.
I go every year to my regular doctor for a physical, you know the cholesterol and everything,
even though I’m still pretty young and I have for years and years. I go every year. And then I
also have kinda a continuous maintenance plan with my regular doctor and a few specialists, so I
kinda have both. But my doctor is not as good as that doctor – my doctor doesn’t even remind
me to do my yearly check-ups. That’s all on me. I wish he would be more preventative-minded,
but he’s not.
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3. How do you communicate with your healthcare providers? (Face-to-face, email, phone,
etc.) a. How often? b. What is the quality?
Both. Its face-to-face, over the phone, going over there to the doctor, and whatnot, even with the
nurses.
Face-to-face and over the phone as needed. Email would be really nice because they’re not
available when I call. And then they call me back and I’m not necessarily available. A quick
little question it would be nice to email and get a quick response.
Yeah, but the thing about that is though that’s like what the doctor was talking about last night.
How do you bill for that? So, they’re not gonna… It’s just like one time I called my doctor’s
office because I sometimes… I like to self-diagnose because I don’t incur a lot of health issues.
One time I was like this is what I got, this is what I need, and I’m not coming in, I’m not paying
you twenty dollars to have you tell me what I already know is going on. They were really
hesitant because they didn’t want to lose that co-pay. But I put a little pressure on them and they
did it. So mostly over the phone, if ever. As needed.
Over the phone and face-to-face.

4. How do you find out information about your health conditions or treatments? (i.e.
friends, family, the Internet, television, books, etc.
Everything.
Family and friends talk to me. They call me. Yeah, I use everything. My doctor is actually my
last resort. Because my primary care doctor… I don’t know—
You need a new doctor!
I know!
I just recently got this huge medical book. It’s paperback, but it’s really great. Except it can
kinda be scary because there was this little thing gonna on, and I was like “oh my gosh, it could
be this, it could be this.” And then my son got on the internet and he was like, saying all this, he
calls my husband and says well if you have this you’re only going to be around for another year.
Oh my gosh! So I think that can be good or bad.
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I google a lot. I use webmd. I call the doctor and it’s like hey what’s going on.
How do you judge what is good information -- “My son called me and told me I was going
to die”? What makes it good information? What makes it quality and that’s a trusted
source?
When I feel better. When I actually do it a I feel better.
Or if it makes sense. If I’m reading something on the internet and that seems reasonable and it
makes sense.
I like to see it in black and white. And then I like to hear it from a reputable source, like a
doctor.
It’s funny cause ever since I got my nursing all my friends – it doesn’t matter if it’s – I work in
geriatrics – and they’ll call me for their child. Should I give this? Do I have this? Is this normal?
And I’m like “you guys!”
I know! I only did the pre-nursing and I tell my friends, I don’t know you need to call your
doctor.
5. Do you discuss this information with your doctor? If so, tell me how that
conversation occurs.
Mm-hmm. It depends on which doctor I talk to on how that conversation goes. It varies. Some
of them are like, “well if you were seventy I could see” and it’s like “these are all my signs and
symptoms, how could it not be?” and it’s cause “you’re not seventy.” Oh, okay, well that rules
it out then. It’s my age. So it depends. And then I have some that are more… the orthopedic that
I see, he’s a little bit more of… well, we can look at it, we can discuss it. He’s a little more
supportive of what I bring to him and put down in front of him and say hey. I have a
rheumatologist who is “you’re just stressed” that’s his answer for everything. It depends on
which one I talk to what response I get to the information I present to them. Cause I constantly
try to find links to what could be causing certain symptoms and conditions and why is still and
why are you not fixing it.
It depends.
It does for me too. If I go to my children’s pediatrician she is really open to working with me
and being co-advocates for the childrens’ good health. But when I go to some of my doctors
they’re on an ego trip and if I say anything it’s almost like that’s automatically what it can’t be
until they rule everything else out and then finally come to my conclusion. There are a few who
are a little more willing to work with me, but most of them their egos are quite large.
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IV. IMPACT OF HIT
1. Do you collect and maintain your health information in a central place? (computer,
notebook, file system, etc.) If so, what kinds of things do you record or keep? Bills?
Medication list? Appointments? Discharge instructions from doctor?
I have one copy. It’s my complete medical record from the military. And that I have and it’s in
a drawer, underneath everything else. Do you add to it? Not to that one. My son, I have a sheet
on my son. He’s had a couple surgeries, and his immunization chart. Mine is yellow, and I take
that with me every time we go in for immunizations and I ask them to update that one also as
well as the one they have on their computer. And that’s all I have.
I don’t keep anything.
Shaking heads no.
I keep it all up here. Which works fine, but now the older I get, then my recall of things that I
had like twenty years ago or longer I don’t remember. I remember all the things from my kids.
But it would be nice to have like a central place to record it all so that I could, “oh yeah, that’s
when I had that surgery, or that’s when that happened,” because it’s all up here, and now I’m
forgetting some of that stuff that happened so long ago.
I have everything… every few years or every time I move. I have nothing on my children except
for what I know. But I have everything for my. I know. Isn’t it terrible. I have their
passports… got their name on it!
What about when they have immunizations and you have to go fill out their school records? Do
you know when they’ve had all their shots?
Well they’re all up to date. I check with them every year when I go in to the pediatrician and
you know I check with them. The pediatrician has the records, I don’t have anything.
--If you need to turn it in to the school you just get a copy from your pediatrician?
Yeah, I mean, I don’t have anything.
They can print one out on the computer for you.
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On myself I have everything. But that’s just because I’m complicated. I have my complete
medical record, and then every few years, from whatever doctor I’ve seen, I request a copy of
everything. So like if I did it last in 04, so maybe like in 09 or so I’ll request everything from 04
to 09. It’s several years in between.
But even like specialists? Like if you had an x-ray somewhere, and then you remember to call
and say I want a copy of my x-ray report, or you assume that your doctor gives it to you?
Usually the specialist and my primary care, they have copies of those, so I’ll look. I don’t have
copies of the x-rays but I have copies of the reports and stuff.
Okay, this is how bad I am. In 2001 I had a mammogram before we moved from Topeka to
Minnesota. When we moved to Wichita in 2003 I went to primary care for a just check-up and
needed to have another mammogram. I couldn’t remember where I’d gotten it in Topeka, which
facility. So I had to go through like almost two years worth of going every six months just
because they didn’t have like a baseline thing and they were checking and it’s like oh my gosh. I
will try to remember where I had my last one! So that would be a good thing to have. I’ve never
really had anything other than that.
That makes me feel a little – I would never even think to have. Why would I need to have copies
of my medical… what would I do with that information? Why do I need it, the doctor’s got it, he
knows everything! That’s what I got him for!
2. If you could have a secure, easy-to-use and affordable way to access your records, would
you want to? For what reasons? What info would you be interested in seeing?
I would want it just so I can know like what date, what do I have, just so I can have a record. But
I like to have it on my PDA.
I wouldn’t say I’d be so concerned at this point in my life, but when I start having kids or getting
older it would probably be more important.
I think I would want it for an easier comparison of who’s thinking what. And then I could print
out these ones and set them down beside each other and look and say okay, I can see where
they’re going. Like I said mine don’t talk amongst each other, it’s not like we get together and
we all discuss what’s going on. It’s separate ideas from everybody.
You guys should go to lunch.
I agree with you. Last year I had to have two MRIs within a month because the two different
doctors disagreed and they wouldn’t really even communicate with each other.
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And I had to have two of them because this one wanted this kind and this one wanted this kind,
and if they had just conferred with each other they could have saved me an MRI, I’m sure. And it
would be a lot simpler. It’s a hassle.
Having the information or having the ability to do it are two different things. You can give me
the ipod, and I’ve got it, but do I have time to do all the fancy-shmany things on the ipod and get
the songs and listen to all the things and download lectures. No I don’t have the time. So many
of us have devices that have capabilities that we may use a very small percentage of. I can see
this as one more device with wonderful potential and wonderful capabilities that will be limited
by me and my lack of interest, lack of desire, lack of time.
Pretty much agree. I mean, I guess if I felt like there was a specific purpose, like if I had a lot of
issues. I don’t know if I would do it.
I see what you guys are saying. My husband has been complaining to me for about a year and
half that he needs to go to the eye doctor and hasn’t yet managed to get that worked out. And
that’s a simple phone call!
I completely see. I don’t think, you know, I would do all that on my kids who are young and
healthy and don’t really need anything. I would have it, it would be good to have, but I don’t
think I would utilize all the potential because it would unnecessary.
So who do you think it would be necessary for?
Who can manage it, though?
Or who would?
Yeah. Doctors aren’t going to take to say “oh I’ll do this for you, here you go.” And an eighty
year old “what do I do with it?”
And with somebody that seeing multiple doctors or multiple specialists to have all that
information complied into one device and to know how to navigate it and manage it and make
sense of it seems like it might get a little complicated.
And if there’s different products. You would have one language, and one set of keystrokes to get
it for your product. Something different for yours. Yours is the apple kind and yours is the
Microsoft kind. So then the providers have to be experts, if they’re gonna get that from you, or if
they’re gonna share their stuff electronically, to your apple or to your Microsoft. I can see.

141

APPENDIX E (continued)

The manufacturers can have training sessions for the consumers. If you purchase a product you
would expect them to show you how to do it. If you’re paying for it – well, do I have to pay for
it?
Well that’s a good question, would you pay for it? Or would you only want if it was
something—
Maybe insurance could cover it?
Oh insurance! That’s a great idea.
If it’s medically necessary and you can utilize it as needed…
My grandmother has Alzheimer’s and she’s quite young – I think she’s fifty nine or something
like that. My dad is the oldest and she was quite young when she had him. And my aunt lives
with her and takes care of her and her Alzheimer’s has been extremely rapidly progressing. I
think for my aunt something like this would be fabulous because she’s overwhelmed with the
emotional issues of her mother, being so young, I mean, she’s I think in her late forties, my aunt
is, so I think something like this would be great for that kind of person. To help them navigate
this maze of medical doctors and procedures. So you’re saying your aunt is the caregiver for
your grandma, and it would be beneficial for the caregiver in that sort of situation? For the
caregiver, right. Obviously someone with Alzheimer’s could not use something like that. I think
this is really only very good for people who move a lot or have chronic conditions. Well I’ve had
that experience. I’ve lived in two countries and five or six states in ten years. And every time I
go to a new doctor I have to have this introductory visit and then we have to go through my
medical records, and then we have to do all these referrals for introductory people so they can get
their baseline of me. Then they go through my medical records and decide what medical tests
they want to order. I think it would be much simpler if I didn’t have to do that every two or three
years or every time I moved. For my children it’s just a trip to the pediatrician if they move, it’s
not that same for them. It’d be simpler even still for them.
Yea but you’d have to have buy in. Your provider would have to have confidence in what you
given and not manipulated somehow. And if they are motivated by money they are still going to
want to order their own test. I think you would just have to have huge buy in for it to be real
helpful.
Even in paper record and told that you were responsible for them and had to get them from point
a to point b. Because I was in the service and when I was referred to a specialist you would have
to go and check out and pick up your records and take them with you to the appointment. If there
was something in there I didn’t want them to see or find out, I could just flip through them and
rip that bad boy out, crumple it up and call it a
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day. Nobody is going to know about it, there is not history of it, so it’s no longer there. It’s a
paper record or an electronic record if you are giving it just to a patient to control they can
manipulate it or get rid of any records and then it is like the event never occurred. I think you can
do it either way, regardless of which system you use.
Yes, every time I have hand carried my medical records I had had that thought. It’s in a big
manilla envelope and what if there was something in there I didn’t want them to know. I could
just take it out and then it never existed, because there I had the only copy. How would anyone
ever know. I had the same thought and I thought that there is probably a better system than hand
carrying my paper records. I didn’t care, but there are people out there who would care and do
that.
And then, what if I drop it. This paper record would be all over the place. Then there is the idea
of what if I have it on my laptop and I get flustered about what the doctor has said and I am mad
and I leave. Who is going to turn that in to me? Whether it’s a paper record or a laptop, who is
going to turn that back into me? I think there is 100 ways to look at it negative, and a 100 ways
to look at it positive.

3. If you had a secure, easy-to-use and affordable way to exchange health-related
information with your health care providers or team, what information would you share
with them? What kind of information would they want from you? In what instances could
you see this exchange happening?
Dietary habits, exercise, probably family history, because at lot of it can be genetic-related,
whatever, depending on conditions.
You wouldn’t keep your family history in there, though, would you?
Just like the basic stuff they ask you on new patient forms.
Prescriptions.
Just the general stuff, what you’re allergic to, what kind of surgeries you’ve had.
Just basic general info.
So, in that, do you have to give them your social security number?
Yeah. And maybe you could keep like your insurance information on there.
Social security number – we make people give it to us because that is how we send them to
collections.
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So if you left your laptop device on a table then somebody could take it for identity theft.
New patient evaluations. Anytime you move. Anytime you present with a new problem. When
going in for surgery, pre-op care.
If it has been awhile, you suddenly showing up with strange systems, he’d want to know what
things have changed since the last 18 months when he’d seen you, since it’d been a couple of
years. I could see a point where there would be a lot of question and answer if you don’t go to
the doctor very often.
4. How do you think electronically exchanging health information with your doctor or
healthcare team could change: How you receive care? How you communicate?
Someimtes you can prevent doing the same thing over and over again. You send me to a new
person and they tell you to do the same things. It could prevent that. It could also be you want a
second opinion, and this doctor can see what the other doctor had said, his opinion, and maybe it
would help with second opinions on diagnoses or procedures.
If you were living in one town and needing to see a specialist. Then it would be a better way for
your records to go to that other place faster. It could save time. It could save your life.
I could see how if you know can transmit everything electronically, then the doctor could now
bill for email. I could see how it would turn into a situation where doctors might require you to
trouble shoot. Like, I have this ear ache, well take a couple of Tylenol and if it doesn’t get better
in a couple of days then come in and see us. Maybe that is a rough example. But I can see how if
you have a vague, non-life threatening situation he might require some initial emails to increase
his billing revenue, even though maybe it isn’t even him and maybe a nurse that is answering the
emails.
I could see how it would help with medication interactions if you had a comprehensive
medications.
It’s more coordinated and all the doctors could communicate.
At the same time you can manage what everyone is telling you if it is all right there in front of
you. The communication all around. You could maintenance it and refer to it yourself to help
you out.
It would depend on your personality type and your thoughts and feelings about it. If you are a
prison who goes in now and just sits there and believe it is in your records, or if
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you are the person who will go in there and say “no, that is not what the other doctor said,”. I
think personality type plays into that. Even if you can review it yourself. Are you like ‘it’s there”
or are you ‘forceful.”
More efficient because if it is right there they won’t have to quiz you about everything.
Some doctor’s do that anyway. They have all the information and they will still ask the
questions.
It’s liability too. You have to make sure that it is documented again.

VI. FINAL REFLECTIONS
1. What are the best things you think PHRs will bring?
You wouldn’t forget things
Communication
The whole moving aspect. If you are a person who moves and needs to take your records with
you, you have to get reestablished and it would help as long as you weren’t manipulating your
records and were providing the information well. I think it is a good tool for re-establishment.
The pill reminder – medications, I think that is good if it were simple enough for an elderly
person on 20 medications and a younger person on 20 medications.
2. What things worry you the most about PHRs?
Identity theft – if it is out there people can get there.
Manipulation of it. You are putting yourself at risk if you are being honest and using it with
integrity. I mean, I would hate to have you in my clinic and you’d die tomorrow because you
wanted to be secretive and hide important stuff.
There is always the possibility that someone could do that and then there would be a death. And
then it would be an attorney’s case.
Accidental things concern me the most. You know you can have errors on your credit report and
it doesn’t harm you. But you can have errors two ways. There can be a genuine mistake or there
could be identity theft. The genuine mistake would be if you had an incorrect diagnosis like your
doctor is visiting with you and he says you have a heart murmur but it goes into the record as a
massive heart failure. Then suddenly you have all of this information that you have to fix
because you’ll have to explain why you
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don’t really have that and you really only have a heart murmur and don’t’ need to be on all these
medications. Or the reverse could be true, your diagnosed with a massive disorder and it is
incorrectly entered or there is just an aberrant error that is in your record and you would have to
spend time to correct that. Especially if it were accessible by insurance companies, we’ll you
have chronic disease.
Something we haven’t talked about. If it is just general information like blood type. That is good
information to have. Like if you are a diabetic to know your blood type, it is good to have that
information that is readily available in case there was an accident and you needed a blood
transfusion. IN that instance, are you going to have this thing stuck to your body. Like a
microchip for a dog that is stuck behind your ear.
Maybe there can be a mechanism that spouses or parents can have access to them too.
Like the life alert things that the older person wears. It could be a really good thing to have all
that information right there. My sister is handicapped and she is in a wheelchair and if she, it
would probably be a really good idea because she has one of those life alert things. Could you
put it on your body? You know like the chips that they can give in a shot. I don’t know if I think
that is a bad idea.
Then the government would always know where you were.
I think it is just too much information about you that is out there. I don’t want all that out there
for all the public to know. I think it is a personal private matter for me and my doctors to know.
I see this as basically like a medical PDA that you have. But this is like a self maintenance tool
that you have to be responsible for and what if something is missing. Not because you did it
purposefully, but you just forgot, so for it to be accurate you would need to be require to keep
that information put in.
I think the medical professionals would have to put that information in for you. And you just
can’t have a delete button, but you just store it. That is giving the health care professionals too
much control. I would be really stubborn about it.
If the input was automatic and then the dissemination of it was by choice, I could see that. Okay
all my doctors automatically do it, but when I go to see a specialist like an allergist, I could
choose whether or not he would get the information. I could see that. When they run all 47 tests
it is automatically put into it.
What if they required that you bring it with you and it becomes mandatory. That is when
technology has gone to crazy.
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Isn’t there a HIPAA thing too. More legality issues, like who is responsibility is it.
So is there more good or more bad about PHRs?
Good
Lean more towards good.
Working under the assumption like all bugs are worked out I would say good, but with how it is
currently with the risks, I’d say more bad.
I lean toward yes.
I need more research.
I am in-between. Show me the proof.
More risks than banking online?
Yes, because there are so many hands touching this record. I would say yes it is riskier. At a
bank there are very few hands that have access to a record.
You would be surprised how the bank works. I went to transfer money from my saving after my
husband died, and I’ve always banked online, but they said there was a hold for 90 days and they
said they’d be watching all withdrawals for 90 days. So if I want to make any withdrawals I have
to actually go into the bank to do it.
3. Is there anything else you’d like to share?
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I. INTRODUCTION
1. In the previous educational session about PHRS, what was new information or content
for you? - What are your initial reactions or feelings?
I have actually have heard about this before. Sounds like a very good idea. One of the things that
tends to happen is when you move from one doctor to another there is a possibility of some
information being lost or maybe there is some details you forget about because it’s been five or
ten years and you already have it out of your mind and that may be important down the road to
discuss with the whomever is your physician at that moment. My only concern, as with any type
of electronic information, is where is it going to be stored? Who is going to have access to it?
How easy it is to actually break in and get the information.
I think that there has been a lot of duplicity of testing and surgeries, all types of things that have
gone on, because there isn’t an integration of medical information and there is a lot of repeat
testing and treatments that are done by physicians because there is not one home base for all that
information. Having said that, I’ve also seen a lot of misuse of having a lot of information or
medical information that does not pertain to the specific situation. I see pluses and minuses on
each side. The thing that I have the most reservations on, similar to what he had mentioned, is
the security of the information and who has access to it. If it were designed so it was strictly the
consumer that had the electronic record and they were in charge of the total decision of who to
disseminate the information, then it would be more comfortable from my perspective. Then
again there are a lot of people who do not understand their healthcare or testing to begin with, so
that they wouldn’t even know what to share.
The only one I have heard about is the one you were talking about on the blackberry when you
get notices to take your medications. I had heard of that piece of it. The other ones you shared I
was not aware of. I have the same concern about the security.
I had heard were the hospitals were doing it and that if I was in the ER the tests or whatever
could be quickly accessed by my healthcare provider when I followed up with them. But, other
than that I hadn’t heard a lot about it.
I had not heard about it.
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II. HEALTH STATUS AND QOL
5.

Describe your current health status? (Healthy, Average, Complicated conditions)

Healthy, don’t see the doctor.
Same. Healthy, don’t see the doctor, have not been on antibiotics in years, work-out.
Somewhat healthy. I am asthmatic, so that is a permanent condition and that isn’t going to
change anytime soon. I am not particularly health conscious, if you will, I try to. I do go to the
physicians for my to have checkups, other than that I am okay.
Average.
Annual check-ups, so I am fairly health, I don’t see the doctor more often than that.
6.

How does your health status affect your life?
- Quality of life? Satisfaction with life? Ability to do common daily activities
(button shirt, read newspaper, drive)? Relationships with those who offer social and
emotional support to you?

It would have a significant impact for me just to because my comparison would be on the
opposite of the spectrums…Absences, drugs, constant visits to doctors. That would not be good.
The problem with most of us in this group is that we come to work when we are sick and we
probably shouldn’t. Our illnesses are part of our normal daily lifestyle and we come into work
because we don’t like to sit home and stay in bed.
I have had a couple instances in my life time were I’ve had surgeries. One in particular that was a
major life altering situation where I was off work for six weeks with no prospects for returning to
the place that I was working at, at the time of the injury. That was absolutely devastating.
Essentially your whole life changes because there are things that you can’t do. You have to
essentially plan out your life in a different direction. But it can be done.
How does that change how you interact with your health care providers?
You have to be smarter. She has a benefit because she has a healthcare background. She is
smarter, if you will, when she interacts with her healthcare providers than I would be.
I became much more aggressive, the healthcare providers, at least at that particular point in time,
which was back in the 80s typically wanted to appease the patients. They really wouldn’t move
off of dead center in an aggressive fashion, unless you pushed them. Which is what you need to
do.

149

APPENDIX F (continued)

With the type of insurance that we have here, we are trying to drive to what they call consumer
driven healthcare. We are trying to get our employees to ask their physicians and pharmacists
questions. It’s been a challenge, because it’s not most people’s mentality.

III. ACCESS AND INTERACTION WITH HEALTH CARE
1. How do you describe the model of health care you receive? (Single provider? Many
providers in a health team? Many specialists working independently?)
For me it’s more specialized, I don’t have a PCP. So if I have an annual female checkup I have
an OBGYN I go to, so it’s very specialized in where I go.
I have a PCP so I go there for everything. Unless he refers me out, and I haven’t needed to be
referred out.
I have a PCP and one specialist and they coordinate reports back and forth.
Personally, At this point I have been fortunate to use a family doctor, basically. I have had a need
to use specialized. I guess from my point of view, you have a family doctor and someone who
does specific work for specific type of families.
I have a family doctor, and the nice thing about our office is its open on Saturdays and Sundays,
so if your child has a fever, you can go ahead and wait and let him sleep it out and see if it works
because you know you can always go in on Saturday without having to get into an emergency
room type of situation. It’s nice. If she’s not available, I can see another doctor, even if it’s in the
evenings you can get an appointment. It’s nice.
It’s interesting that you say that, because from my point of view on how the service should be
provided… it’s a little skewed because I come from a different country so I have a different type
of background. It’s more toward what you are saying; Emergency rooms are for people who got
shot, not treating a cold. Usually your family doctor, or if lets say your more specialized and
have a pediatrician for your kids, usually they tend to work longer hours, they go until 7 o’clock
at night and they can be on-call if need be. If you have a situation where you need to call
somebody, they can give you some very general instructions of what to do next and if things do
not go accordingly, then they will tell, okay now is time to send the person to the emergency
room. It seems to me that they way things are done here are is basically you either have during
my time, which could be oh by the way is three weeks from now or you go to the emergency
room, there is only two options. It’s kind of frustrating to be quite frank.
Do you mean to get into an appointment?
Yes, you have to have, they say what is it March so maybe by May I’ll have something for you.
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The rest of us probably wouldn’t come in sick all the time if there was a little bit different model.
Your choice is two or three weeks out, even when it’s seems it’s not quote an emergency but you
know good and well you need to be treated for this and nip it in the bud and not extend it our for
weeks on end. Your alternative is, by the time you get to see a doctor it will probably eventually
wear off or get worse. We just don’t have time.
2. What is your schedule of caring for your health?
- Only when sick? Maintenance plan? Continuous conversation? It changes?
When sick and then I do my annual well-women and that’s it.
We have a wellness program here and that has been driving the annual checkups. Its preventive,
and our preventive is 100 percent. It has created the ability for all of us to go and have our annual
checkups.
I have been very much on preventive care since I was about 38 years old, because preventive
care is what saved my mother, she had breast cancer. She was diagnosed at about 48 or 49 and
because they caught it in time she is 83. My aunt, not that same thing happened with her, she is
deceased. So, since that time I’ve been having routine checkups, regardless of what my
healthcare plan has been, because I’m such a firm believer in it.
Only when I’m sick. It’s a little bit different, because I’ve had it [asthama] since I was like four
and you have to know your body and you have gone through the process of times when you .. in
my case I was really, really lips and fingernails turning purple kind of deal, you kind of know the
warning signs ahead of time and you know what to do next before having to see the doctor. It
would definitely have to be a case when I was about to pass out because I have no air before I’d
go to see a doctor. It’ hasn’t happened in awhile.
3. How do you communicate with your healthcare providers? (Face-to-face, email, phone,
etc.) How often? What is the quality?
Face to face for me.
Face to face for me, I don’t look to my doctor for any type of natural types of remedies or health
or preventive. In my experience, I’ll go there if I need antibiotics, and even if I didn’t need them
she might give them to me anyways. So I don’t take them for a couple of days. So I think we’ve
moved from where everyone had to have a primary care physicians and they would get patients
through in ten minutes, next, next, next. So now people have choices. We don’t have to go to the
primary care physicians. They have to change their model to be more accommodating to
consumers because now we have choices.
From my personal standpoint, I do the face to face, for stuff that is not major I would be in favor
of email or maybe instant messaging for a couple of minutes. Okay this is what I have. What do
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you recommend? It would make it some much easier for both parties. From their standpoint they
could assess if it was something that requires their attention and they need to see you physically
and see what is going on. Or if it is something that because of the symptoms, you just have a
cold, and say just go to sleep and have some aspirins and you will be okay in the morning.
I’d agree with that. Sometimes you’d just like to just call and ask the question but you have to
call and schedule that face to face because that is the way most models are set up.
If I could just email or call and say what do you think. I’d prefer that.
It’s face to face. I think that a lot of money could be saved for the consumer, probably not for the
provider, if there could be email. Because right now you end up leaving a message for the nurse
and you may here something the next day or the following day. It gets really frustrating.
Unfortunately for some that are not from the healthcare arena they may not get some of the
privileges that people that have healthcare background do. Once they learn to know you and trust
you, if they know you have a medical background and you know what you are talking about,
sometimes they would have made decisions just based on the conversation over the phone.
Because they know what your experience is with it.
Like with him, they know he’s lived with a chronic condition since he was age four, he ought to
know what he is talking about, it’s not like someone coming in for the first time or has some
things coming up and is asking, “what is this?”
We used to have a child with chronic ear infections and at a certain point they finally agreed just
call a prescription out opposed to I had to go home and get him and
Bring him in and it took half a day. But that took forever before it reached that point, and that
was crazy.
After a couple of times you knew.
4. How do you find out information about your health conditions or treatments? (i.e.
friends, family, the Internet, television, books, etc.)
I am married to a nurse, so that is my source.
My son has a learning disability, really autism, but before we knew that the doctor said oh yeah
he’ll come along. He really missed it for a long time. As with many parents we knew something
wasn’t quite right and when you put all the pieces together you go “hmm...I am just not sure
about this.” So I did about six weeks of research on he internet, every night, I read about other
parent’s experiences and the signs that my son had. And that is how we found out. Then we took
him to a neurologist, a gastroentologist a food allergist, and then because the appointment with
the specialist was about 14 months out, because there is only one doctor in this town who would
see a child with autism, but if I had relied on my regular family doctor this would still be lost
time. But now we are 18 months into the treatment. So the internet. I knew more about it than my
doctor when we had the discussion.
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My niece and her son, and it just happened to be from conversations with each other because the
doctor was missing epilepsy with my niece, and just conversations and someone said “have you
ever thought of this?” She was tested and that is what it was, and her symptoms were similar to
her son’s and they both had a form of epilepsy. It was going undetected and untreated.
You really have to be your own advocate.
Our health plan has resource that employees can use whether it’s through WebMD or John
Hopkins, so there are a lot of resources now that are available to employees, whether it’s a case
manager at the health provider or wherever, that all of us can utilize. Because more and more
employees are doing it now, just like XXXX did.
I really pick the brains of the physicians when I’m in the office, even if the issue has been
resolved for me, but I want to know more about it. I really try to get every bang for the buck, to
educate myself for other people. I have a lot of other people, when they know you are a nurse,
they come to you and think you can answer any question. Which you can’t. I utilize them to can
get information. I do a lot on the internet too. I have people in the medical community that I
contact and discuss things with.
So you were saying that your company has a website that you direct people to information?
Yes, it’s through our health insurance that they have access to WebMD and John Hopkins.
But you were pointing them to trusted sites? How did the others of you know what you
were looking at was trusted?
If I’ve read it once, No. But if confirm it, Yes. If I am in .org sites and national sponsored sites
then I began to trust the information more and more. And then the trusted sites I continued to go
back to. You can kind of get an idea by links and connections to reputable organizations that
would give you faith in that website.
I’ve found that utilizing WebMD as the initial base, branches me out into so many other areas.
And I’ve checked with several people in the healthcare community and they feel that is one of
the most reliable websites for getting basic information. Medical information that is not skewed
or just someone’s’ opinion or thought, there is research and credible medical people backing that
information up.
In a way it’s like playing detective, if you will, but you do it on the internet. You got certain
symptoms, you can even Google them, and you will get a certain number of results. And once
you start seeing, after visiting five or six websites, and the same symptoms keep coming back
over ad over again, then you can basically make a more educated assumption that this is exactly
what it is. If you have all this different information pointing the same direction, this is what you
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have. Or at the very least you have more talking points to discuss with your doctor, now you can
say “can it be this” or “can it be that?” If you have all these questions, it’s fair easier for them to
bring them out of the box, an assumption they are making, but if you keep coming back with
questions that may actually help them think outside the box.
As a society we are more open to talking about things, where years ago we didn’t talk about
things. We talk about how we feel and what’s going on, and somebody else has had an
experience or whatever. We self diagnose.
It was about 3 o’clock in the morning and my daughters heart was racing…and we were trying to
find the number for ask-a-nurse and I couldn’t believe it that I didn’t have the number, are we
going to the emergency room, so I started researching on the internet. And she had been sick for
the couple days before and she had not eaten for a day and a half and it said, whatever website, if
you eat food that might connect. And I fed her toast right away and it stopped, and we were
about to go to the emergency room or something and it was scary. But the internet actually saved
me a lot of money.
5. Do you discuss this information with your doctor? If so, tell me how that conversation
occurs.
IV. IMPACT OF HIT
1. Do you collect and maintain your health information in a central place? If so, what
kinds of things do you record or keep?
No. For bills or anything that comes across a file for that. A spreadsheet for my health savings
account H.S.A. so I track so I know what I have spend out of my pocket so I can use that later if I
need to.
I do. A paper file not an electronic file. And like XXX does, because I have a H.S.A. too, but
then I keep track of printed results of my lab results and different things like that. I don’t have a
complete medical record, but for more significant events I’ll maintain a record for that.
A paper file as well, I keep all my test results from my annual physical so I can see if they
change from year to year. The one thing our wellness program has is a
Health risk assessment, for those who are participating, we are keeping that online so we can see
from year to year how that changes.
From a personal standpoint, I was not into keeping any record, and I think that is more cultural
because where I come from you trust a doctor to keep all the data and you usually have one
doctor. You only change doctors if you move to a new city or your doctor passes away and you
have to come up with a new one. So you rely on them to keep that data for you. It is basically
because of the H.S.A., now that I have to manage it more actively myself because obviously
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there are some tax implications and you need to have that information available. It’s only
because of that I have started to track it. Prior to that I was not.
Are you only tracking that information for yourself or others in your family too?
Others.
Others. Children.
Spouse.
Couple keeping medication lists.
Results of surgeries, test results.
Health risk assessment.
2. If you could have a secure, easy-to-use and affordable way to access your healthcare
records, would you want to? For what reasons? What information would you be
interested in seeing?
I would want this for my son, because I get in the middle of all the doctors, make sure the next
doctor has all the information that they need. I’ve actually physically delivered it and asked “Can
you move our appointment up from 14 months out? And here’s everything.” They can see I am
proactive. If they had one resource for that. I am literally making copies of all the results and
specialist reports. So I don’t have to tell the story again to the next doctor. The specialist we saw
she only saw him once or twice for the diagnosis and then you are on to noone, he doesn’t even
have a doctor now. It would be nice to have one source so I don’t have to provide it all again.
You were saying about your adult parents. You don’t think about it until you need it at that point.
So if you had something like this, they can say I want my child can have access to it, then it
would be easy and you’d have their whole history. Because at that point they may not remember
to tell you everything.
Same would be true with an adult child.
It would also give you a better bang for you buck whenever you are visiting the doctor because if
they have access to this information then they know exactly what is going on. By the time you
reach the face to face interview with them, it would be more about how we are going to treat it,
or what as a doctor I am looking for. Rather than going through all the questions ‘have you had
this’ “have you had that,” because all of that will be already there. Instead of spending ten or
twenty minutes trying to figure out exactly what is going on, it will be more this is how we will
solve this. Instead of five minutes of a solution it would ten or fifteen minutes of here is what we
are going to do and have a better plan of attack. Just for that I would be all for it.
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It’s just scary. The whole can other people hack into it. Just look at the banks all the time.
I would be more prone to have some time of software package developed that people could
develop that people could utilize on their own computer and scan it in their test results of
different things and you could copy on a disk. And you are the sole owner. It just bothers me
when its out there and you never know who can have access to it.
3. If you had a secure, easy-to-use and affordable way to exchange health-related
information with your health care providers or team, what information would you
share with them? What kind of information would they want from you? In what
instances could you see this exchange happening?
Health history. Medications. You hear of that, people being over-medicated because they are
going to more one physician and if they don’t tell them everything, they don’t know if there is a
drug interaction.
I can hear my husband-nurse saying, everything, because when you are brought into the ER it’s
easily accessible and we can quickly find out what your history is and we
How we can treat you opposed to you are unconscious and I can’t ask you any questions and get
information.
I would agree with that. My concern is, but if someone hacks into the system, but lets say that’s
not the case, you say it’s secure. So rather it’s more who has access to the information to begin
with. My concern would be especially with the person or company that is caring my insurance,
how much access they have to this, and what do they do when they know all the data. As a part
of Cessna we are kind of shielded from that. But let’s say in the future I have to carry my own
insurance, how is that going to impact me to get affordable insurance. If they have all this
information, the more information they have they will say “ah, but he has this,” “but he has that,”
well know it is going to cost you 3000 dollars a year otherwise I will not insure you.
Prescriptions.
Allergies.
The last time I went to the doctor they were asking me all these ridiculous questions, how long
have I been married, five or six questions, do they really need to ask me this. I know they are
looking at some other things going on there; it’s really a waste of my time. If I can go in and
modify the record, or this is applicable information to this discussion. They have this routine and
you spend a long time doing the prep and a little time finding the resolution.
How many times do you get asked when was your first menstrual period? Mine could have
changed that every time, because I don’t know.
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Especially if I’ve been going to the same practice for years, do I not have a previous record in
there somewhere?
They are just looking for dates, because something could have changed and they are prompting
you to remember.
Like all that history, they ask what surgeries you’ve had, and who in your family has had all
these things, the traditionally ask you that as well.
They ask you about everyone in your family, and maybe they didn’t when you first answered it,
but maybe you wouldn’t remember to say “oh by the way this has changed.” But it’d be right
there if you had your record.
4. How do you think electronically exchanging health information with your doctor or
healthcare team could change: How you receive care? How you communicate?
More knowledgeable if they’d read it before you came in.
There’d be less mistakes made and they’d be more on top of situations, because no matter how
organized you make a chart they still have to flip through it…Doctors unfortunately don’t have
the time to scan and find the test but if it were on the computer they could do a search real quick
and get the information.
Easier?
If they had it at their fingertips and you could use email, and just send off an quesition and ask,
Do I need to come in and see you because I have these symptoms instead making the visit and
going in and finding out you didn’t nee to come. Because everyone is busy, that would be an
advantage.
For people, depending on the type of illness they may have, they may be shy about discussing all
that face to face with people because of how they were raised or the way the see things. It may
be a very good buffer because you aren’t looking at the person face to face and now you can
expand a little more and feel a little more secure about saying what you want about your ailment
and it may help get a better diagnosis out of that.
I’m just afraid the patients would use it against the physician because then it’s going to look like
I didn’t advise. Which is why physicians’ probably wouldn’t use email. The email goes into
court and then there is a law suit.
It’s so litigious anymore, and now they can say I have an email that you didn’t disclose it.
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What is the tipping point that overrides your fear and make it more beneficial?
For some people they would like the idea, I want to house it and keep it. I don’t want to I would
never be able to find it. I have all these places that I keep safe things and I can’t find it. For me
that wouldn’t work well. For me I need a central repository somewhere, but there needs to be
some comfort level behind it. We all see everyday what happens with everything else…It’s
going to happen.
Electronic records are open for the billions and trillions of people to get into or hack into if they
want to, but at the doctor’s office it’s just a select few of people that could get to it.
They way I see it is simple, will this make it more cost effective for the person getting the
medical help. If it’s going to drive down the cost and your going to get more affordable health
care that is overrider number one. If it is becomes so miserable trying to get into an appointment
and you have to wait three or five weeks and this makes the wait shorter, it is another reason that
override the it’s not secure.
If it comes convenient because of time or money, you will be more likely to use it.
It’s not different than banking online, because it’s more convenient or it’s cheaper, you don’t
have to spend time to order stamps of forgetting to order checks that you use all the time.
Or Tax returns.
It makes it faster, if it is convenient, people will use it.
Some of the advantages are that natural disasters, like the tornado or fire, can’t destroy the
records or the doctor retired and you can’t find the records, or he died.
We will bankrupt the salt mines.
It’s just one of the hurdles; it’s going to happen. A comfort level will have to be reached.
I can see XXX example of the emergency room, my mom was flown to Wichita with a staph
infection… and she was on dialysis and we lost several hours because we didn’t know what
medications she was on because and she was on a bunch because she just had heart surgery. And
we didn’t know what she had been treated for, how would we know that. She tells me the stories
and I get them all mixed up. And by the time she got here she was unconscious for many days.
And we lost time on that, and it could save lives.
I’m comfortable. I don’t care. I do my tax returns and it’s got my socials on there, and I do that
electronically. We are just there. That’s where everything is going, electronic storage. If you tell
me it is secure, I am going to go with that.
Maybe that is an age thing.
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My biggest concern is what was alluded to earlier, about the insurance. We have enough
challenges with that right now, insurance is only good if you don’t need it, supposedly. Once
there are issues that come up, unless you are in a huge group plan, where they have to take you,
with pre existing conditions you will have to sell you first born and the ones in between. I am
just not at a comfort level now with how that information would be used.

VI. FINAL REFLECTIONS
1.

What are the best things you think PHRs will bring?

From a societal standpoint, abuse of prescription drugs is a bigger issue than illegal drugs. And I
think that having all the pharmacy records and ER records all networked together to see whose
getting drugs when and everyone can see it, would be a tremendous asset to managing that
segment of the population that is abusing prescription drugs.
I would piggy back on that with in terms of the rampant healthcare costs for repeating
unnecessary testing because there aren’t records and you start over with every healthcare
provider or hospital and that has just shot some of our healthcare costs out the roof.
The emergency room example if you could treat the person that is unconscious, and if you had
access you could treat them a lot faster if you that health history.
Traditionally people haven’t cared and they just trusted the healthcare system because well I
have insurance that will pay for it. Now that folks are starting to pay for it, but they haven’t hit
the tipping point for I have to be responsible for my healthcare, they haven’t gotten to that point
yet, it’s hit their pocketbook, but not enough for it hasn’t hit it enough to make them take charge
of it.
I personally had an example, I had a test four months ago and the doctor was trying to repeat the
same test for a different reason. I called back and asked “What is wrong with the one I had four
months ago, why can’t you look at it again from this new perspective.” Of course trading voice
mail because you can’t talk to them. The doctor’s office got irritated and said if that is what they
doctor wants to do it then that is what well do.
And I called back, I am not trying to be hard, but someone needs to explain why we will do this
again. So then I got a nice voice mail back, and said sorry, we looked at them again and we don’t
need to do it. And most people aren’t going to be that persistent or have enough confidence to
push the issue.
So many have told us when we change insurance plans, who am I to question my doctor?
I had some friends, the family called me up to the hospital… as they were sharing things and
they told me that tomorrow they were going to do a CT scan of the brain, and this was on a dying
man in his 80s. I said “why?” The doctors want to know if it has gone to his brain. I said, are you
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going to do anything different, treatment, has he expressed any interest in doing anything. And
they said, no he is ready to die. I told them not to do the test.
I think this would speed it up for anyone who is referred to Mayo or Anderson, I’ve been told
that there is a delay because they have to receive your records and review them. This would, they
would be there, and if you could give them authorization they could review them and speed up
the process.
2. What things worry you the most about PHRs?
Misuse.
Identity theft.
Insurability.
3. Is there anything else you’d like to share?
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I. INTRODUCTION
1. In the previous educational session about PHRS, what was new information or content
for you? - What are your initial reactions or feelings?
I had heard of them, but I really appreciated the graphic because it summarized it nicely for
people.
The whole idea is really new to me, I find it really amazing that we can be that in touch, because
I feel really out of touch with medical personnel between visits whether for me or form my
family members that there is not an ongoing connection.
I had been introduced to the idea, it know it varies depending on how you want to apply it. Those
were just two different kind of examples.

II. HEALTH STATUS AND QOL
7.

Describe your current health status? (Healthy, Average, Chronic conditions)

I feel very healthy.
Healthy.
I feel very healthy, but I am a cancer survivor.
DO YOU think having a health record would be important for people who were healthy or
sick? Would it differ?
From what I saw, it appeared that it would be very… certain things could be very motivating by
a personal reaction. I liked that they were telling them when to take their medication. I would use
it in a different format, now I need to get up and move; now it’s time to do this or to do that; just
as reminders; or make time within my day for that. I think that was a unique situation.
With a healthy person I don’t think it would help a lot because their encounters are very few with
physicians. With a sick patient who has a lot of physicians or meds, it probably has some
advantages but probably some disadvantages too. Not everyone is able to get that involved and
then the patient can get very confused and not know what to do, and get hooked up more and
more to that tablet computer, or whatever they have as a system. Like being on it on the time,
instead of living their life, and just going to the doctor whenever need, or calling whenever
needed. it might Become a major chunk of the day when they might not need it that much.
I think it would vary dramatically with the kind of conditions they have. I just talked with a
bunch of breast cancer survivors, and it would have been wonderful for these women because
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they don’t have a health background and were feeling overwhelmed and looking for information
and trying to remember what questions to ask. And we actually talked about how valuable
something like this would be going through treatment and in terms of planning follow-up. If you
were in the middle of treatment, it would probably be a real focus. It’s a full time job to have
cancer, it really is. I think it would ebb and flowing in terms of how much you would use it. The
last video you showed the guy had just had a heart attack and was getting used to a new routine.
Particularly people seeing a number of specialists, so they can connect that communicate, so they
aren’t getting the same labs repeated or they can get the notes from all of the different doctors. I
think it would incredibly valuable.
8.
How does your health status affect your life? Quality of life? Satisfaction with life?
Ability to do common daily activities? Relationships with others?
I think it is an absolute key determinant. It determines how much energy you have, how you feel
about the world around you, as well as what other resources you have available. Are you putting
it all into your health.
I think there is a spectrum, for most part, there is an element that limits a person’s ability to work
to the fullest. Some patients might feel crippled by one condition and may not doing nothing,
while someone else will be able to function with that same conditions. In general, everyone is
going to go from 100 percent to some lower degree of functionality. Just by having some disease
that they have to go to the doctor for and take some meds. They are not as normal as somebody
who doesn’t need to do that. But then the degree would vary by the person.
III. ACCESS AND INTERACTION WITH HEALTH CARE
1. How do you describe the model of health care you receive? (Single provider? Many
providers in a health team? Many specialists working independently?)
My model is a primary provider, and I see one specialist one time a year.
I don’t have a primary care physician, but I don’t have anything that is ongoing that needs to be
taken care of. Then if something was wrong I’d go to that specialist for that one time thing. It’s
just very interrupted type.
I have a primary provider that I choose because she is very much a team player. So like when I
needed knee surgery, it wasn’t a matter of she choose who I would go to, we talked about the
options and why, and I choose her because I am involved in the decision, yes she is referring me,
but she involves me.
What models of healthcare have you worked for?
As an EMT the model, it is highly varied; some people don’t even know what hospital they go to
or who they connect with. Then other people will walk in with a baggy of every medication they
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have and let you determine what the resource or cause of what you are there for. So that is
variable no matter who you see, it is always individualized.
We are sub-specialists, so we see the patient for a defined period of time. The might come back
but it will be for a different reason. So we are kind of like a short-term provider for most of them,
we might have an ongoing relationship if the patient has a repetitive infection, but generally it is
for short term care and they mostly see another physician. In general there is a preference among
physicians for sending to the same physicians, so there is kind of a referral pattern. SO most of
my patients will come from the same physicians, and my partners will see patients from another
pool of doctors. I guess some time by age group or sometimes who you trained with or are just
comfortable with. There is ongoing relationships with their docs more than the patients. There is
communication usually through letters, and if a more urgent basis through phone calls if needed.
The longevity is more with the physicians than the patients.
We practiced in a relatively small hospital, most physicians really like to have a dietician on their
team, they don’t know how to write diet orders and they like the help. From the day we started
residency, we were on the teams we did rounds with them and rarely did they write the diet
order. Then the physicians around the community learned that that was how we operated and
they wanted to run the outpatient clinic the same way and were on the team. We had people that
we not only did the immediate inpatient care and follow-ups we also would meet a couple times
a year we would do community events to do build skills around nutrition and physical activity
management. So they knew us professionally and socially for example we did every December,
Holiday cuisine, how to survive the holidays. It would have been so nice to have done it
electronically, there were computers in other places in the hospital, but not yet in the diet offices.
2. What is your schedule of caring for your health?
Only when sick.
Managing diabetes and heart conditions is like a maintenance plan over time.
3. How do you communicate with your healthcare providers? (Face-to-face, email, phone,
etc.) How often? What is the quality?
Mine is face-to-face, as needed, my doctor’s office won’t do anything over the phone.
The only doctor that I see is the OB person, and usually it is just face-to-face. It I had to, I could
call the doctor is because I could page her. I don’t do that, I try to just go through the office. If I
wanted to see if I could take a particular medication, I would just leave a message with the nurse
and she would get back to me. Generally it is just a visit to the office.

163

APPENDIX G (continued)

Mine is only face-to-face. If I need to I can leave a message, and they seem to be really good
about triaging that and deciding if I need to talk to the doctor or if it is just the nurse or PA. And
one of them will then call me back and we’ll talk.
4. How do you find out information about your health conditions or treatments? (i.e.
friends, family, the Internet, television, books, etc.)
It varies on the condition. I can pull up the stuff on the internet or medical journals. Friends that
are physicians become resources for me.
I’d say the internet if just want to read something or be up-to-date. Or if it is specific I can just
ask a friend who has that sub-specialty if its not general.
I use the internet a lot, but I use the people I work with a lot, who are medically relevant, to see if
we are getting good information or accurate information.
5. Do you discuss this information with your doctor? If so, tell me how that conversation
occurs.
Yes.
Usually I’ll tell them what I’ve found and ask them to validate or verify it.
It’d probably be something that I would want advice on.
The internet was not widely used back them, so it was material from popular magazines and
about three-fourths of it was inaccurate or incomplete. So I read that stuff all the time so I knew
what was being put out so I wouldn’t be blind-sided with stuff. I used to subscribe to all the
popular women’s magazines so I could read that junk, because my patients would say this is
what the magazine says, I guess we had good enough communication that they would bring it up
with me.
Usually with infections, they tell me that they have read stuff on the internet and this is what my
take on it is and then they will ask me what do I think. Some believe whatever the internet tells
them must be true. And not only is it sometimes not true, it isn’t even relevant to their case, or
it’s on one end of the spectrum and they are on the other end. And sometimes that aren’t even
going to a medical site they just google it and find somebody talking about it. I find it very
difficult to translate from medical jargon to what they are reading. These are two very different
things that aren’t talking about the same thing that I am talking about. It also depends on the trust
the patient has with you, and I just say, “this is what I know, this is what I have learned, I don’t
know about that other stuff.” So if the patient trusts you, and most of them do, then they’ll just
go with your plan. If not, they will ask to ask somebody else for a second opinion. But that is
usually a rare disease and not something standard.
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Most of the breast cancer patients we talked with, felt very overwhelmed by the amount of
information that was on the internet. And like you were saying, it didn’t all apply to them, and
they were getting scared to death. When we talked about, what they did with that information, a
lot of them found that when they took that information to their oncologist, it made their
oncologist mad. So then they didn’t know what to do. Can I take it in? Or should I just read it
and be scared. There was a lot of talk abut how to use the internet and how to talk to your doctor
about what you found on the internet.
There is a lot of disconnect between sites and knowledge and what these people find. You can
find anything. And you can put anything on the internet. And these people have an understanding
that is different and they get scared. Like maybe there is .01 complication to a medication, and
they see that and they think that’s it there going to get it, even though you are doing this day in
and day out and know the odds of it are very low. It’s hard for some people who have it in their
mind and get stuck on the idea. Most of it is uninformed. Unless it is like an older person who’s
family is helping them to understand a disease, a younger person who has a little more literate
with the computers can print things out and explain it, then it helps.

IV. IMPACT OF HIT
1. Do you collect and maintain your health information in a central place? (computer,
notebook, file system, etc.)If so, what kinds of things do you record or keep? Bills?
Medication list? Appointments? Discharge instructions from doctor?
It’s interesting, XXX and I just had this conversation weeks ago, that when XXX was little we
used to keep the health information. But we don’t it on ourselves, and we should.
I think that is interesting too, because I still have my boys’ immunization card logs. And there is
no reason to still have those, but it was back then. Once you get passed a certain age, unless you
design something of your own, their isn’t anything fashioned that is available. Especially as
adults, you are just relying on whatever is put in the chart at the doctor’s office.
It really hit me, because these women knew the exact date that they were diagnosed. And I don’t
remember, maybe it was June, but if I need to know that for some reason, I am screwed, because
I don’t know!
I keep my stuff in a file, like pap smear results and vaccination records for my kids. Landmarks,
not every test that I have. Again, most of that is all just healthy stuff, I don’t have anything to
keep track of.
Yes, my father’s nursing home keeps a list that I can grab anytime we would need it.
My grandma, my sister-in-law keeps a medication list for my grandma.
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When my mom lived with me, she had Alzheimer’s, so I kept a list of meds. And when XXXX
mother lived with us, she had a suitcase full of pills, and I could really relate to the gentlemen on
the video, because she had duplicate bottles and she didn’t know, and she was taking them all
and she was almost non-functional. When we moved her here to live with us, she literally had a
suitcase full, so when we took her to the doctor he literally spent an hour with us asking “what is
this? Why do you take it? How often?” And he would then explain and we ended up going home
with like three medications. She had just been continuing to take them over the years, and it was
scary, and that was back in the late 70s, and that was the first time I had given any thought to
keeping a medication list that was current. And we did with her. And when we sent her back
home, we sent her with a list and we talked to the doctor about this is all she is taking and let us
know if it changes.
When we get a baggy full, we are generally noting it on the way to the hospital, and usually it is
all current. There is many times when you are on a true emergency run, trauma based, and there
is no one around or they don’t know anything and the person is unconscious. That makes it real
hard to get that information and you have to pass it on to the hospital and then they go back to
their records, and hopefully those have all been updated. That is why I see such a need for this
constant electronic record that will be such a lifesaver for so many people who just don’t grasp
how important a medication list is.
Or they forget that their specialist put them on some medication and does their primary physician
know that. Or did it get updated in their records because otherwise they could be prescribing
them something else and that could be a huge issue.
It does happen.
Or there are those that will seek out a special pharmacy instead of just a generalized pharmacy
and so that pharmacist doesn’t know what they are taking or how it mixes with what else they are
taking. And that is really scary to me, how people will just flit around and use the coupon this
day to Walgreens and then get another coupon and go the next time to Dillons. But nothing is
ever put together, but I suppose it is at the insurance company if they have drug coverage, and
then they can see if this fits into the formulary or whatever but where it goes from there I am
really unsure. They just pick-up a coupon and go there the next prescription because they get $5
off.
That doesn’t even take into consideration all the vitamins or over-the-counter medications that
people take and don’t even realize that it could interact with their prescriptions and they need to
report that.
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2. If you could have a secure, easy-to-use and affordable way to access your healthcare
records, would you want to? For what reasons? What information would you be interested
in seeing?
I think it would terrific, to keep track of, you get busy in the doctor’s office and you think back
and you try to remember did she say that or did I imagine that. So then you could look back in
those records and see. I am guilty of that. I get in a hurry and don’t listen as carefully as I should.
Or visa versa, you are feeling really punk if you go, and maybe you forget to ask something. You
are not at your best, or you wouldn’t be there. So you might forget some very vital things or
something that happened a week ago that could be very important to what is going on.
I’d been interested in lab results and x-rays, but I have the situation because I can interrupt the
results. I am not sure that everyone would be interested in that. I am not interested in the doctor’s
notes and what they have said about me, I really don’t care. And usually if she gives me
instructions, it is just one thing that is easy to do, but I am on the healthy end. If I really wanted
to see my medical record, I could get to it, even though you aren’t supposed to. But, lets say I
couldn’t, so if I had a CT-Scan, and the results take whatever to get the report, and then to the
person who ordered it, and then to get sent to you, it could take a week. Or even labs, I would be
interested in getting it as soon as possible, but that is just me personal. I don’t know if that is
everybody. I know other patients in the community are anxious if they have a test, they just want
to know about it but I don’t know if they want to see it.
I am interested in their instructions, not what they think about me. My doctor actually asks me,
“do you just want to know whether you passed the test or not? Or do you want to see the data?”
and she will let you choose. In my case, I want to see the lab results; I want to see the numbers.
My son-in-law goes to the same doctor, and he is the other, he just wants to know that he is
alright and doesn’t want to see all that other stuff, he doesn’t know what it means anyway. She
asks and you get to decide.
I thought the video you showed of the cancer patient, said that she could bring up and view her
MRIs. I mean, would that be at the same time that she was talking to the doctor so she could ask
questions? Or that could just literally put a person over the edge, because they could think that
they were seeing something because they don’t know how to read it. That could create such
anxiety for people.
I think that is extreme. There is a reason why you go to the doctor, so they can interpret for you
and be your advocate. So it becomes a burden on the patient if they start going through every lab
and results and interrupt it, they don’t have the basic knowledge how to interrupt it and it’s not
fair. It’s true that it is personal and it is the patients’, so they have the right to know what is
wrong with them and know what to do, but there is a limit.
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I agree with that, but the other part was the calendar. I thought that was really neat, having been
through that and know what that like, I had to choose my treatment based on the protocols and
not on my calendar, but that would have been really nice to have had that all laid out to compare
it to.
I don’t think it is the time to make decisions that are life and death when the goal is to get the
patient well, so if there is one treatment that is more demanding but there is more results like a
cure or something, than it doesn’t really matter what else is going on. They should ignore
everything else. If they are equivalent and you just have to choose, maybe that is different, but
that is usually not the case in medicine. It is usually the best way and the alternative. So if it is
just an anti-biotic, we will try to choose whatever is easiest for us, the patient and their family, so
maybe if there is one that they take three times a week, but they don’t have to come in, we will
go that route, but it’s because they are all the same. There is also the insurance factor and the
out-of-pocket costs that have to be factored. But if there is one that I know will work best, even
though they have to come in three times a day that will be the one that I recommended. If they
refuse, because they can’t do it, then I just say fine but the alternative is not as good and they
take the risk, but it is their choice.
I think with cancer protocols, like with clinical trials, where you have a lot of input and choice.
Having them recognize that your life is going on at the same time is real valuable. In my case
they laid out all the pros and cons of all the clinical trials and the treatment schedules, and it
would have been nice to see it against my life. I am not saying that it would have been my basis
for a decision, but to have that, you might be able to schedule things in your life. But just to be
able to know that and to know there was a conflict coming up in November and I may need to
change those plans, would have been nice. You know what and when it is coming. It would be
comforting.
3. If you had a secure, easy-to-use and affordable way to exchange health-related
information with your health care providers or team, what information would you share
with them? What kind of information would they want from you? In what instances could
you see this exchange happening?
Mine would be height/weight and medications, which is just one. For a starting point and keep in
ongoing for a tracking mechanisms. Your last lab results.
The same. Just major things, meds, vital signs, allergies, surgeries you’ve had, or chronic
conditions, number of kids you’ve had, or your background information. I don’t have anything
major thought. I have reflux disease, so dates that I have EGDs. I wouldn’t put any subjective
things, I would just put facts, like lab and x-ray results.
Recorded Files Corrupted.
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I. INTRODUCTION
1. In the previous educational session about PHRS, what was new information or content
for you? - What are your initial reactions or feelings?
My doctor has my living will, is that the same thing? My doctor and hospitals all have that.
My doctor is putting everything in his computer now. And when you go to the doctor now,
instead of writing things down he is putting it all into the computer. Do we have a choice where
this goes after it is put into? I’ve never asked them about that, when I go I just know they are
putting it into the computer. Now since I’ve seen this, I think it is going to end up in something
like this. Do you have a choice?
What if you don’t have a computer or don’t want a computer? I wouldn’t have my own record
then.
Aren’t most doctors going to the computer records now?
If they go to this, and you are moving out of state, would there ever be a paper record that you
would take it yourself, or if the go to this, would they just transfer it all electronically? So there
wouldn’t be any paper.
I can see an advantage to this, for those people who misuse drugs, if they go from one doctor to
another to get the same prescription. That would eliminate it. Several different doctors would see
that they are prescribing the same thing.
Would we be able to access our own medical record on our own computer, that our doctor
keeps?
I can see another advantage, after you get home from seeing the doctor, and then
“Did he say that or did he mean that?”. If you could pull it up on your own computer, you could
have that information what they did or didn’t say.
It could be really good if it would do that.
Doctor can say something and I forgotten in three minutes. That is why I take my daughters with
me.
Do you think this would have any advantages over taking a family member with you?

169

APPENDIX H (continued)

I would still want the family member there (for support) to ask the questions or go back and
forth, it would be a back-up after they got home, but I think it is just best to have our family
members there for support at my age because they understand and can ask the questions for us.
Your also in such a state that we don’t know what to ask.
Sometime we don’t even know exactly what the doctor is saying.
Yea, I would like it in a written form. SO I could just look it up on the computer.
And when the specialist does something, they send the records to your doctor and this way they
could just look it up on the computer. They wouldn’t have to send copies and make paper trails.

II. HEALTH STATUS AND QOL
9.

Describe your current health status? (Healthy, Average, Complicated conditions)

10.
How does your health status affect your life? Quality of life? Satisfaction with life?
Ability to do common daily activities? Relationships with others?

III. ACCESS AND INTERACTION WITH HEALTH CARE
1. How do you describe the model of health care you receive? (Single provider? Many
providers in a health team? Many specialists working independently?)
Only seeing one.
Only seeing one, and then he can refer me.
I see one primary and a dozen specialist that don’t know each other.
My works real closes together a primary care doctor and a heart specialist and they know exactly
what the other one is doing.
I go to Wichita Clinic and they are all together. And he’ll say, so I’ve seen that you saw so-andso on a certain day. So they know.
I just don’t go to the doctor. I am just ninety.
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2. What is your schedule of caring for your health?
My doctor sees me every four months. Whether I am feeling good or feeling bad. There is
something he is checking on.
I have a yearly check-up, they make it a year in advance.
My doctor, I saw him the other day, he told me, see you in three years.
I go once a year for a physical, and when I don’t feel good.
I have to go once a month for a blood test.
3. How do you communicate with your healthcare providers? (Face-to-face, email, phone,
etc.) How often? What is the quality?
Through a nurse on the phone.
Through a nurse.
I see mine face-to-face.
Face-to-face and on the phone to the nurse, she calls me.
4. How do you find out information about your health conditions or treatments? (i.e.
friends, family, the Internet, television, books, etc.
Pull it up on computer.
From my doctor, and then I tell my daughter and she pulls it up on the computer about what he
said.
I don’t do anything.
I have a sister that has a lot of medical knowledge so I’ll ask her first, or look it up on the
computer, or just ask the doctor.
I pull out a medical book and read (a Mayo Clinic health book).
5. Do you discuss this information with your doctor? If so, tell me how that conversation
occurs.
Yes. They accept it and we go from there.
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If there is a problem I just talk to my son or grandson. Then when I go to the doctor I tell him,
my grandson says I need to do this and he usually says, yeah he is right lets try it.
I always say, “My daughter says…” and then it puts it off of me. Then he can say well she
doesn’t know what she is talking about or he can agree. But I usually say “my daughter said or
this is what she thinks.”

IV. IMPACT OF HIT
1. Do you collect and maintain your health information in a central place? (computer,
notebook, file system, etc.)If so, what kinds of things do you record or keep? Bills?
Medication list? Appointments? Discharge instructions from doctor?
Yes my statements from Medicare.
I keep copies of tests in a file.
I keep it all in a shoebox.
I have a file cabinet.
Summary of benefits.
Are those bills really any good? Does it really do any good to keep them? How long should we
be keeping them for? There really no good after there paid, they just show that they are paid.
They are good for double-checking to make sure that you aren’t paying for something that didn’t
happen.
I know one lady, after her husband died that she owed so much, and she found the records where
she had already paid them. She is just lucky she still had them. So I keep mine for about ten
years.
I probably just keep them for five or six years.
2. If you could have a secure, easy-to-use and affordable way to access your healthcare
records, would you want to? For what reasons? What information would you be interested
in seeing?
It would be more convenient.
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It would be less papers to go through and try to find boxes for.
Well, I write on my papers what it was for and who paid it, so it would be more trouble.
I think I would want it for the convenience, as long as you could delete certain things that were
old and you could keep it up to date.
I’d like lab tests to compare.
When I was on Coumadin a few years ago and he would give me a card that told me what my
proton levels were and he would tell me to keep track of it.
I have a calendar that I write on the times I have appointments and what my proton levels were,
because I am on Coumadin now. They tell you that you need to keep a record.
Maybe I’d be interested at a later date (in a medication reminder), when I have more medications
I am taking. I am only on one.
I know a lot of people who don’t know how much to take, or are taking too much, and it would
be nice to have a record that would tell you. I don’t have a problem because I only take two
medications.
My doctor has given me a little form that I keep in my wallet, and my daughters both keep one.
And when I go in, the doctor will say, have you changed any vitamins and she keeps track and
then makes me a printout.
Yes cause they ask you for the dates of all your surgeries, and oh my lord, how can I remember
that they ask for the day and place of every surgery you have ever had.
Yes because I get tired of writing all that stuff down every time I go to a new doctor, and they
ask you if you could come in thirty minutes early to fill it out. For some reason, I said, can’t you
just mail them to me and I’ll fill them out and bring them with me, and they said yea. Like when
I went to the eye doctor and had to have surgery, I took them with me. It is so much easier to sit
down at your kitchen table and fill all that stuff out then when I go there. I hate sitting in the
doctor office to fill it out papers.
Oh no!
After you get to be seventy years old, you don’t remember the day that you had your tonsils out!
I just put down an approximate date.
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It would be an excellent idea to have an electronic record to update and send to the doctor.
3. If you had a secure, easy-to-use and affordable way to exchange health-related
information with your health care providers or team, what information would you share
with them? What kind of information would they want from you? In what instances could
you see this exchange happening?
When I went to the heart the first time, they wanted to know every member of my family that
had any heart problems on either side my mother or father, and what they died from.
But sometimes you wouldn’t know those things, like my parents who died young.
How good is it for them to know all that/ For my kids it will be important because what I have is
all starting to come down from generation to generation.
4. How do you think electronically exchanging health information with your doctor or
healthcare team could change: How you receive care? How you communicate?
Save a lot of questions.
Expedite it a lot.
But then you wouldn’t you loose that one on one. You’d go in and they’d say here see you later.
Well some doctor’s do you that way anyway.
It’s all about money. A doctor might just say, here is the bill.
I have a good doctor who holds my hand and tells me everything.
VI. FINAL REFLECTIONS
1.

What are the best things you think PHRs will bring?

I think it would be an advantage to both you and your doctor to have your history in electronic.
And your visits that you could pull up at home and verify, or know what he said.
I think it would be nice to have a family history. And like you said, I like that it can be
communicated from one doctor to another, so you don’t have to transfer it. My health doctor
could notify my primary doctor.
I don’t see a doctor, so I don’t think I’d use it.
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I think it would be good for the doctors to know how to keep in touch with each other, because I
can’t tell one doctor what they other doctor said.
Just to have a history, so you don’t have to explain to every doctor what you’ve had. And so you
don’t have to remember every surgery and when you had them.
I feel that it is good that they have a record of everything from my family, what my mother had
and what my father had, their health problems.
I’d just like to go back maybe six months and see what my cholesterol was and compare it to the
one that was just taken. And be able to compare several different things so you could compare
how you doing between the tests instead of from just one test to the next.
Sometimes when you go to the doctor and have a test run, there is a failure of communicating,
sometimes you never get a call to tell you what that test result was. The other day I said “you
were going to call me and tell me what that test result was and you never did,” and he looked and
said no we didn’t and he told his nurse to go find it in the test results room. So just a failure to
communicate, so if you had this, then he would have the result and you could have it to.
Ask for a copy of it, they will give you a copy.
Then if you didn’t understand you could call and ask what this means.
2.

What things worry you the most about PHRs?

That it might not be as secure as you think it is.
The privacy issue. Anyone else getting into your medical information.
Privacy, I wouldn’t want just any and everyone in there. I would want control.
I think it is kinda personal between you and your doctor, I wouldn’t want anyone else to have it.
What if it gets lost? There is always a chance for it to get deleted. Like a backup.
I think privacy and a backup system.
3.

Is there anything else you’d like to share?
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I. INTRODUCTION
1. In the previous educational session about PHRS, what was new information or content
for you? - What are your initial reactions or feelings?
First time I’ve heard them called a personal health record – I just go by the MyHealtheVet – I
would think of the PHR as a whole lifespan of records.
No.
I guess I haven’t in of them in this context. I am familiar with those things that I’ve obtained
over the last years that I keep in a file (in a paper-based format).
I understand the hospitals here in Wichita are working toward having electronic records that are
linked together so that they have your records wherever you are at. I’d like to have access to that
record and see what my doctor says about me. Do you know if the VA is going to do that? I
believe through MHV…which is a way to see some of those records.
I’ve tried to do that through the Internet (MHV) here and I can’t see any records.
What you have to do is go down and get a letter that says you are eligible and can have access.
I did that and it only lists my medications, but as far as seeing my records it doesn’t do that.
My name is Kathy, I am the MHV point of contact, there are some new parts of MHV that will
be rolled out soon after you get your IPA (In Person Authorization)…reminders for
appointments and reminders based on information you input (like blood pressures)…tracking
your labs results…secure messaging dialogue with your provider…
Did I understand you right, we will have access to what our doctor’s are going to put in at a visit,
his notes and things.
Yes at some point you should have access to that.
I think going to electronic is the best way. Like with this gentlemen here who has his paper
copies here with him in Kansas, and he goes on vacation, or I do. If we go into a VA hospital in
Washington half way across the county, I get sick and being able to walk into any hospital in the
VA, and to have all my records at hand where they can pull them up on the computer and see I
have these disabilities or are on this medication, without carry your notebook around with you,
it’s going to be a big help. And with having natural disasters everyday, my paper records could
be blown halfway to Oklahoma. Having it digitally burned into a computer will definitely benefit
everybody. I think it is a great direction to be moving.
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I’d like to see them through dental in there too.
I understand these records would be secure like my bank records. I guess it’s secure, nobody’s
hacked into yet.
I don’t think anything is secure. Are you saying it’s all relative? As secure as they can make it.
How about our personal physicians being able to see it? I come up here to the VA to get a test
run and then next time I go to my personal physician and he wants to see those, it used to be like
pulling teeth to get copies, but now you can go down the hall and they just pull it out of the
machine. I go both ways because I go both to the VA and a personal physician. Yes, I think that
is also something they (MHV) are working on.
The worse case scenario, you could just print it off (your MHV) before you go the doctor’s
office, if you have a computer at home and can print it first.
If you forget to log-off (MHV computer here) does it still have your name on it? No, it will time
out and log you off. Because I couldn’t remember and I came back to check.
II. HEALTH STATUS AND QOL
1. Describe your current health status? (Healthy, Average, Complicated conditions)
For my age, I am about a 7 – closer to healthy
7 or 8 based on my medical history in the last five or six years
Same
4 or 5, going down
Well above average for my age
8
6 or 7
8
6 or 7
2. How does your health status affect your life?
-Quality of life? Satisfaction with life? Ability to do common daily activities?
Relationships with those who offer social and emotional support to you?
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It goes down. If you don’t because of your health, you can’t go outside.
It limits what you can do (activities).
It limits your activities for a disability.
It depends on the severity of what happened to you. From personal history, about a year ago I
lost about 90% of sight in my right eye, it makes a heck of a lot of difference in what you can do
like driving and such. But you can look at it and it doesn’t look any different but as far as doing
things, I can reach for the salt shaker and miss judge it because I’ve lost the depth perception
from that eye. So it depends on the severity of what happened. It can make a lot of difference.
I have to call people up to carry on the work I’ve been doing on the farm.

III. ACCESS AND INTERACTION WITH HEALTH CARE
1. How do you describe the model of health care you receive? (Single provider? Many
providers in a health team? Many specialists working independently?)
The VA is all I got. One doctor.
I make the rounds from the generalist to the specialist to the VA. The general practitioner he’ll
send you to the specialist through the VA, several specialist, and checkups.
I just got one doctor hear. I like that. If I need to see a specialists, he makes the appointment or
consult.
I see my primary care and then I got two or three doctors, but their all here so they have the same
information. It’s kind of a team.
Because of my health condition, I see others, but there all here. And they all know that doctor soand-so said you should be doing this.
I see most of my doctors outside of the VA, so I see my regular doctor, my eye doctor, my eye
surgeon, and my urologist, my cardiologist. I hope that they are all communicating with each
other, and I think they are for the most part. For those that don’t think that’s necessary I am a
little disturbed by that. There should be communication between doctors, and when you go see
the specialist they should be talking with the regular doctor, and the urologist. Whether the eye
doctor stays in touch with the cardiologist, I don’t that it’s that important, but they
communication should be with the regular family doctor.
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It’s done like that here. He has been with one doctor and had his blood pressure taken, and before
he left the office his primary care doctor’s nurse was calling us to get him in to check his blood
pressure. It is excellent care.
I receive all my medical care here at the hospital, I am a disabled veteran. I see my primary care
physician, and one thing they finally changed here was that you don’t see a different one every
time you went to primary care. Now you are assigned a physician, an RN, and an LPN, you are
on a certain team. I also see a specialist every year. And women healthcare issues are also
important and we are seeing more women here at the VA and women’s health is different than
men’s. I also see a dentist, but not at the VA, I don’t qualify for that. So you said you’ve had it
both ways, with a team and without, which do you like better? I think it is better to be
assigned to a team. Before, I demanded that I see the same doctor every time. If she wasn’t there
that day, or they assigned me to whoever was there that day, I’d demand them to make me a new
appointment. And most veterans don’t know that they can do that. I wanted one physician that
knew my history, not ten of them doing different things. So going to these teams was the one of
best thing that they could do to help our veterans here, there are 13 teams…that they can stay in
contact with, and they’ve actually taken pictures of these teams so the veterans could know what
they looked like. I don’t like to seeing a different physician and tell my whole life story over
again every time and there isn’t enough time in these 20 minute appointments for them to read
the whole medical chart and be up to where you are at. They can’t do it in 20 minutes.
Yea, I went to see patient advocate when they tried switching me. So she took care of it. I’ve
seen the same doctor for ten years and they tried switching me and I told them that doesn’t make
any sense.
My pet peeves, I guess, I’ve had the same primary care since I’ve started coming to the VA, and
going to this digital records where I can pull my own medical records would allow me to sit
down and read what the doctor has just said. I have the hardest time understanding what the
doctor says because he is foreign. Be honest with you, I don’t feel like I’m getting a square deal
on my care, because every time I’m in here, you know you get tired of having him repeating
every other word. Seriously, you know.
I have that same doctor I go to here.
I’ll be glad to pull it up and read and know I understand it myself, what my doctor is trying to
do… to make sure I understand.
The biggest thing is I’d like to see what they are actually putting in there.
I’d like to take the time to review it.
Since I’ve been here I’ve had the same primary care doctor, and I just go and compiled my own
pile of records from release of information. After my visit I just go downstairs to release of
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information and I’ve got my pile of medical records form however many days or years, and if
there is anything in there that I don’t understand, I have a red pencil that goes through it. Then I
just haul myself down to the library and look those words up.

Going back to what you said, it’s scarry, your young and you can understand a lot better, and
we’re not old, but XX has had a stroke and he’ll come home and not have a clue what that
doctor’s said. We don’t want to be ugly, but that is a problem. A definite problem.
I’ll be glad when that is available for review. It’s a language barrier.
Yea, they are supposed to have a level of English that we understand, and some of them don’t.
I’m glad you brought that up.
Seriously, if they are going to bring in doctor’s to serve us Americans who speak plain English,
them doctor’s need to be able to speak plain English. And I think I am speaking for most
veterans when I say that.
They tried to make me go to a doctor I couldn’t understand, and I said Nope I don’t want a
foreign doctor. Plain and simple. I don’t care if you put that in my records, I don’t want someone
I can’t understand.
It doesn’t necessarily half to be someone who is foreign; they have to be able to communicate
with you, on whatever level it is.
They just need to be able to communicate, I don’t care what nationally they are.
They just need to communicate with you and not get upset with you if you don’t understand. He
had to change doctor’s because they didn’t communicate well.
Well, that’s what I’ve been thinking I should do is change doctors.
You have the right to do that, if you do not like the PCP they have assigned you, you can request
another PCP. They cannot tell you no. They won’t argue with you.
There is an office in the basement that does that.
Because of the system we have at the VA, I think patients here are more aware of their
conditions and take more of interest in it and their health and it seems to workout better because
it is like the patient and the doctor are a team working together.
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3. How do you communicate with your healthcare providers? (Face-to-face, email, phone,
etc.) a. How often? b. What is the quality?
Phone calls and face-to-face
No emails, I don’t think that is allowed in the VA.
MHV will allow secure messaging in the future, what do you think about that are you
interested?
Yes, very.
Lots of heads shaking Yes.
We also have telemedicine available for those who can’t come in. Those who might be out at our
CBOCs and they can get on the video and talk to their doctors that way instead of having to
come from Salina or Hutchinson. And they are just enhancing that option for those that are
homebound.
I went to a doctor from KC, and we came in here at the camera and we talked to the doctor in KC
so we didn’t have to go there. It worked very well. We did have a facilitator PA that was in there
so they were helping to communicate. It was unique but worked out.
4. How do you find out information about your health conditions or treatments? (i.e.
friends, family, the Internet, television, books, etc.
Internet
Internet
All of the above.
I just recently got diagnosed with… and 95% of the information I got off the internet, the doctors
gave me some basically what was from MEdLine Plus or whatever it is they have in the VA
medical dictionary off the computer is all they gave me. Being able to have access to the Internet
and type in something like that and have it bring up endless information research and case
studies, forums where other people’s got it.
How do you know if it’s a trusted source?
Some people will go on there and do a self diagnosis, which may not be right.
I always go to WebMD that seems reliable.
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I go by name, like American Cancer and Lung Association, and then I’ll branch off from there.
Because if it’s on their site, well it must be somewhat trusted, so I’ll branch off and go there. But
if it’s like typing something into Google and going down through there ten thousand results, I
don’t do too much of that, I might pick one that looks like a credible Association and start my
research from there.
I am a medical lab manager, and been in the medical field quite a few years, some of the doctors
will try to talk over you but I know some of what they are saying since I’ve been in the medical
field. And when I try to tell someone, I use laymen terms, but for generals and stuff the
American Medical Journal, the AMA, or the dictionary if I don’t understand words. Or I’ll just
have the doctor or nurse explain to me what the terminology is and how it relates to my health.
I’ll check three or four sites and see if there is a consistency there. If I am getting different
answers on three or four sites, then something is wrong.
Whether I go to the VA or outside doctor, I’d like to review the records over the internet. Like
after I go to the specialist he mails the results to my primary physician and sometimes he gets it
and sometimes he doesn’t. It be nice if they all had it tied together.
5. Do you discuss this information with your doctor? If so, tell me how that conversation
occurs.
If it jives with what he’s saying, then I just go with it. If it doesn’t and this don’t sound right,
then I’ll ask questions.
Yea, if there are no real disparities with what he’s told you, its just as easy to go along with what
he’s told you.
Even in my case with XXX, I just got diagnosed with that three months ago, and everything I’ve
found has been consistent with what the doctors have told me. There hasn’t been much odds and
ends, but I’ve brought those things back, and wrote down the questions, and asked and they’ve
come back with some pretty good answers.

IV. IMPACT OF HIT
1. Do you collect and maintain your health information in a central place? (computer,
notebook, file system, etc.) If so, what kinds of things do you record or keep? Bills?
Medication list? Appointments? Discharge instructions from doctor?
When I got out of the military, I got an entire copy of my medical record in paper and I brought
it home and scanned every page and put it on my computer and so all my medical records on my
computer and I actually burned a CD copy and gave it to my brother in Arkansas so in case
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something happens here. It is a digital record. I have also used MHV to track my blood pressure,
cholesterol, and family history and I think it is good.
I use mine for prescriptions that is all that’s in there, we haven’t been in it too long.
I don’t use MHV, and of course being in the military and medical field, I made sure I made my
own copies of the records before I got out. When you retire they are supposed to give you a
copy, that is the only way I was able to put in my claims, was my own diligence to copy my
records throughout my military career I’d have even harder time to get my claims and disability
to go through here at the VA. I have them in a box like this, and the VA box is like this, and now
we went to the electronic records in 2001 and so anyone who wants a copy of something prior to
that it gets very hard because the hardcopy isn’t there. They still have a lot of volumes here in the
file room. But since they’ve gone to the electronic it is going to be even harder to access those.
The only apprehension I have is all 102 VAs having access to my records, and you don’t always
have honest people, and there is human error involved. I’ve seen some things happen that they
need to look at that security. I don’t want everyone having access to my records, its already
happened if I got to Florida VA, they could pull my records up there. I guess there is that trust of
who has access to my medical record. I don’t want every hospital to have that access. They need
to work it where you given the permission.
That is what I want to.
You give them consent to go into my records. They should have some kind of form, so you have
given them permission to look at the records. That is the one thing I don’t trust. There are too
many hackers right now, and there are a lot of safeguards here, and I use the computers, and they
know every move you make. And if you aren’t supposed to be there you will soon know it real
quick. So security is my concern.
Security is also one of my big concerns. But as you are saying that, it’s kind of like you’re your
banking account is also like that. You know if you are banking at Bank of America, every bank
in the country that owns an ATM has access to that account record.
Yea I know.
Seriously, if they can apply the same security that the banks have to our medical files, there
shouldn’t be any problems. Even then there is no guarantee. That is the unfortunate thing about
our technology, there is someone out there working on, as we speak, who is trying to figure out a
way to crash it or get hack into it. Security is a real issue.
Sounds like, eventually the whole country is going to go to this, and I am satisfied with the care
in the VA, since we do have a system that works well, will they come to us and experiment a bit?
It is true that most systems out there are modeled after the VAs.
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Well we are the biggest healthcare in the country.
I just don’t want to have a VHS, Beta, cassettes and 8-track tapes that everyone has them but it’s
on five or six formats that don’t talk to each other. We love to do that for some reason.
The thing we are doing right now is that the VA is going with the DOD, and so you can
transition from active duty to retire and maybe go back, so they can share information and you
have an even line of care. The bigger VAs are testing that right now. It’s continuity of care. So
there is no gap from being discharged from active duty and going to the VA. It’s going to help all
the rest of us who were Vietnam or Korean…

Your private physician will want to get there data on the computer, they will pull out a folder yea
deep and start thumbing through it and they are looking at their watch because they have another
patient down the hall, that rings up the cash register. You can tell he is in a big hurry to get rid of
you and if you don’t look like your dying he’ll just write you up a prescription.
I think it is going to be harder for the individual doctors to go to an electronic system because
they aren’t going to have the funds, unless they are part of a large corporate group, you aren’t
going to see doctors go to these records.
They are going to have to put all there records in, like you showed in the pictures, rows and rows
of those folders along the walls.
I went to have some x-rays taken and they put them on a disk for ten dollars, and I took that to
the chiropractor and feed it into her system and she was able to look at those instead of taking
more pictures. You have to go through the release of information, and it’s only ten dollars. I only
had to have one set of pictures taken, so it saved me the radiation. Although she did have to take
two picture again because I was lying down and she needed them to be standing up. She only
took two instead of multiple x-rays.
2. If you could have a secure, easy-to-use and affordable way to access your records, would
you want to? For what reasons? What info would you be interested in seeing?
X-rays and a tab for lab tests. If they can burn it to a disk its obviously digitalized so they should
be able to make a tab for it too.
Lab tests.
Everything. If you could have everything, I’d want everything.
I don’t know, If my doctor can’t read an x-ray, I don’t know how I could. He has to send it in to
a specialist to read it. And I know he made some mistakes on mine when he first diagnosed me.

184

APPENDIX I (continued)

I don’t know that I necessarily want the pictures, it could be there for someone else to pull up,
but I just want the radiologist report of what he said.
But if you outside doctor has access to your VA records, he wouldn’t have to redo that x-ray, he
could just “pooff” and it’d be there. It depends on how old the x-ray is too.
I’d like to see the report. Right now you have to go to the release of information and request it.
The main thing I’m looking as it is to what extremity they x-rayed and whether they got it right.
I’ve seen it in my records where I’ve had to go and get it corrected. It’s a good way. So right
now not using MHV, I have to go through the paper release of records. They usually don’t
charge you.

The “pill computer” would be nice, I take a bunch of medication and your lucky if you can keep
track and the VA keeps changing the size of their pills, I don’t know if they are getting some
from China and some from I don’t know where, Canada?
It would be nice, but I don’t want 15 machines for 15 different things. I also don’t want 1
machine that is so complicated I can’t do anything with it. I am sure there are some who can
figure it out and make it work.
Yes, a page like that would be great.
Yes, the side effects it would tell you about these medications you wouldn’t want to take them.
Especially with the narcotic medications, where your only get dispensed the amount your
supposed to be taking, would be great.
The glucose machine, I am not diabetic but my mom is, and I think that opened up a new eye to
help her with her diabetes, that seems like an awesome idea to have that.
I kept a record of white blood counts and made graphs, and my LDLs and HDLs graphed back
however many years. You’re saying this thing could do that?
Yes, it already does that. Graphs your labs and vitals. My nurse will even go over them with me.
So it’s there now. The values you put in yourself. When MHV gets the labs then it might do it for
you.
5 have MHV with IPA, 4 do not have MHV.
Yes we can manually put in your own values and track them and it’ll graph it for you.
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3. If you had a secure, easy-to-use and affordable way to exchange health-related
information with your health care providers or team, what information would you share
with them? What kind of information would they want from you? In what instances could
you see this exchange happening?
I don’t bring anything in, they have it all right there on the computer
Mine wants the lab results from the VA.
Blood pressures.
A lot of them bring in their blood sugars.
In our letter it always says to bring in a list of your medications and your over-the-counter ones. I
had some other tests done on the outside because I couldn’t get the VA to do it, so I had to bring
those results in to the physicians.

His medications are always listed, even his over-the-counters and vitamins. Yeah, the put them
in the first time, but they need to know any new ones.
4. How do you think electronically exchanging health information with your doctor or
healthcare team could change: How you receive care? How you communicate?
It would improve it.
I wouldn’t have to drive 50 miles every month; it could save my time – because my time is
important to me.
Homeless vets could just go to the vet center and if they had a computer they could just use it, in
case they didn’t have transportation.
It could be great to see a doctor here or a doctor over there and they could each access your
records. Of course hospitals need to be able to do that.
It would be there and you wouldn’t have to remember, they could just see it.
What the doctor wants to see is a trends, so if your putting it in there every day or once a week,
when you do go in, he could see if it trends one way or the other. More accurate diagnosis
probably.
If you could get to where you were using the system or the program, some of us sitting here
today are quite active with our health, but on the same hand on the other side of the coin, there
are also a fair share of people out there who just go with the flow and don’t care, we’re all going
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to die of something someday, just let me my cake and ice cream and go on. But having a
program like this, if you can get those people to become active in it and use the system it will
also make you more conscious of what is going on, to be able to see the reading you are putting
into, you know a graph that makes you say “whoa, look here, something is going on!” It may
actually get people to stop and think about their health a little bit more. It could definitely change
your lifestyle.
It’ll go over better with a younger generation. They grew up with a computer in their hand.
When you want to make it work you ask a teenager, or an eight year old. When they become
adults they will probably appreciate the system more than an old duffer like me.
I look at it from his situation; I wouldn’t have to be absolutely sure I was at every appointment.
Because he is liable to go in and say “I’m fine.” But the doctor could pull up his blood pressures
and say, “XXX you really haven’t done that well.” But he’s going to tell them he’s fine.

VI. FINAL REFLECTIONS
1. What are the best things you think PHRs will bring?
Great that you can go in there and learn more about your health and be more proactive about it.
Able to access your records and see what your doctor is said and when your at the visit.
Able to take responsibility for my own health.
Biggest plus for me is being able to get a refill on my prescriptions without driving 100 miles, it
has been real good on that. Usually within two or three days you’ve got your medication. I
haven’t really gotten in to the other side, haven’t taken the time yet.
I think the more you know about your condition and understand it better, maybe be able to catch
a mistake that somebody has made, be able to double check,
Same everyone else said so far. One thing I would like, is a forum or internet web-talk that you
could get in and a live chat with other folks that have the same problems and symptoms, or
something like that. A support group for different things would be great.
I personally would like to see something that you could email to the LPN, right now you put a
call in and you may get a call back, you may not. You want to request, because you have to go
through them to request an appointment, and if you could go back and forth through this. Other
than that I haven’t gotten on it.
I like the prescriptions.
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If we were able to get the lab and x-ray results, could reduce a person stress. Because you are
wondering, well was the test negative or positive, even though they have a practice here that if
the test is elevated they call you. But even if I know the test is going to be negative, I want to
know that it is negative. So if I could see it on the lab report, I wouldn’t worry anymore. It could
reduce your stress.
2. What things worry you the most about PHRs?
Security.
Security.
Security.
Security and there is, you have to be sensitive that there is human error, you want to make sure
you are putting the right information in for the right person. I’ve seen that happen where it
wasn’t the right person. You can’t just assume that, you have the same last four of a social
security number because they don’t have the same first five. Or make sure the name is John
Smith and not John D. Smith. It needs to be double checked.
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I. INTRODUCTION
1. In the previous educational session about PHRS, what was new information or content
for you? - What are your initial reactions or feelings?
I didn’t know that they did the medicine reminder thing. You said there is a website for that?
Just the fact that you could put in the medicine name and the pill would come up and tell you
how your supposed to take it, the side effects and all that. That would be real helpful.
Security and information dissemination are probably the two biggest things that I have about
this.
Same thing. I think it is probably the wave of the future, but I think that anything that is in a
computer or online, if someone wants it bad enough they could get it. So I would never feel it
was completely between me and my doctors.

II. HEALTH STATUS AND QOL
11.

Describe your current health status? (Healthy, Average, Complicated conditions)

Nine
Ten, because I guess I have perfect health.
Ten
Nine
Eight
Ten
Nine
12.
How does your health status affect your life? Quality of life? Satisfaction with life?
Ability to do common daily activities? Relationships with others?
I stay in bed.
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You don’t feel like doing anything.
I self medicate and then try to go to work. Until I get too sick and then it doesn’t work.
I actually force myself to go to work too, and then they send me home when I get there.
I self medicate.
I think we are old enough to be able to handle it ourselves.
I try to think of my coworkers and not get them sick because there is a lady at my office who is
very susceptible to things so I try to not go in, because she doesn’t need to be sick.
I don’t know if it is personality, but when your spouse is sick, especially mine, he is very hard to
get along with.
I would agree. For the most part, unless I am very very sick, I can take care of myself. But when
the other person I live with is sick, he needs everything done for him.
I think that is the difference between males and females.

III. ACCESS AND INTERACTION WITH HEALTH CARE
1. How do you describe the model of health care you receive? (Single provider? Many
providers in a health team? Many specialists working independently?)
One doctor
PCP
Two doctors that don’t know each other, unless I ask them to send the information over to the
other doctor. Which has happened on a couple of occasions.
I have several doctors, I have an eye doctor, dentist, and general physician and none of the
communicate with each other, they don’t talk.
I’d agree with that, same with me.
Because what one doctor is doing could effect what another doctor is doing.
The only time my doctors ever communicate is if I need to get a referral from my primary doctor
to go to the other for insurance purposes.
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That is probably the purpose of that. So that your primary care doctor is kind of in control and
they know that you are going to see a specialist for this and this and this, and so they can get the
reports from that person.
2. What is your schedule of caring for your health?
Mainly reactionary.
Once a year for a physical, and every three months for blood work. I don’t know if that is
maintenance but to see if the medicines are working.
I think it depends on your age. Probably as you get older you are going in for more maintenance
then when you are younger.
I take a vitamin regiment so when my doctor didn’t prescribe that, but I feel like I can do that in
addition to the whatever. And then I do the yearly exams.
I do an annual physical and then every time my sinuses go bad, I go in.
3. How do you communicate with your healthcare providers? (Face-to-face, email, phone,
etc.) How often? What is the quality?
I would like to have email contact getting the test results back, because I play phone tag with the
doctor or nurse probably for two days and all I really had to do was email me back what the
triglycerides and cholesterols were, and it would be so much easier to get that.
Probably 99% of the time I communicate with the nurse and not the doctor, by phone.
I just go to the doctor when I am sick, other than the yearly physical, but the lab results or
something like that is always the nurse which can be phone-tag. But if you are just going in when
you are sick then it is face-to-face.
4. How do you find out information about your health conditions or treatments? (i.e.
friends, family, the Internet, television, books, etc.)
Google
Internet
All of them
Mostly family or getting online if is something easier.
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I do check online to see if what I’ve been told is the same or consistent.
I talk to friends at the office on some things. And I am always watching t.v. looking for new
things to help with bad sinuses.
How do you know if the information on the internet is trusted?
You check enough of them and you wait for something consistent to come across.
Yep, I agree with that.
My coworkers always goes to the same website, WebMD and pulls up stuff all the time because
she is way into that.
Except for there was a report the other day that that isn’t the best website ever. So.
I am computer illiterate so I wouldn’t know. So you are either looking up information generally.
Or I look for the word “secure” and all you can do is trust it.
5. Do you discuss this information with your doctor? If so, tell me how that conversation
occurs.
I have before.
I discuss with the nurse first, because if I think it deems needing to see a doctor then I will call
first, and I have to tell her first, and then I can talk to the doctor if she says. It has to go through
the channels first, you never can go right to the doctor.
There was something with information, nothing that was important at the time, but I thought next
time I go to the doctor then I am going to ask about this information that I found out at work that
could tie in with family history about me and could it effect me. It wasn’t something I needed to
know that day, but next time I saw him I could ask him about it.
I think most of the time I am looking up things on the internet it is about my mom to see if what
she has told me what her doctor has said is right. Because I don’t think she hears everything
right. Just verifying.
I have taken the advice from people and then even this last time I was at the doctors office I told
him about this steroid treatment I had heard about and he said that it was time for me try that.
But he wasn’t going to recommend it to me until I asked about it.
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IV. IMPACT OF HIT
1. Do you collect and maintain your health information in a central place? (computer,
notebook, file system, etc.)If so, what kinds of things do you record or keep? Bills?
Medication list? Appointments? Discharge instructions from doctor?
You are pointing to your head. Yes
I do, I have a spreadsheet on the computer and I have a file.
I don’t keep mine.
I have a file but I only keep it for a year.
I don’t keep anything accept my receipts from visits, like co-pays or receipt incase you ever had
to show those. But nothing as far as results or actual visits were about I wouldn’t know unless I
knew the codes on the receipts.
Yea, I guess I keep those to (receipts).
I keep track of weight. And I keep track of blood pressure, triglycerides, good cholesterol and
bad cholesterol, and something else.
I just do blood pressure.
I have one in my purse in my wallet. In case I die, you know where it is. In case I am
unconscious and can’t answer and I am in the hospital, you know where to find it.
I keep those with my receipts for about a year, and then they get shredded.
Nope, I don’t keep those.
2. If you could have a secure, easy-to-use and affordable way to access your healthcare
records, would you want to? For what reasons? What information would you be interested
in seeing?
I don’t think it would be a bad thing. I don’t think there is a down side to it. As long as your
information is being kept secure and it’s being sent to who you want it to and not just everybody
getting everything.
For me, I am younger still, I don’t think it would benefit me until I had more things going on,
other than being sick I don’t have much going on.
Yea, but that would be a good baseline to have for later. To compare things to know.

193

APPENDIX J (continued)

To have something where I could go in and look up what was that lab result two years ago. I’d
like this doctor to get a copy of that lab result. I think it would be a good idea for my husband
who has had a heart stint and a series of medications that might be things that could be accessed
by the doctor rather than carry the pills in with you every time. The doctors could access the list,
or you could give the approval or send it to them. But bottom line, I’d never feel 100% secure.
I have a problem with the employer area on the picture, I don’t know that the employer needs to
know. But the rest of that, like the hospital, doctors, and pharmacy – knock yourself out putting
my information online. Who cares.
Don’t you control the information that gets to go out. They don’t get everything that is in the
“vault”.
No, that is why on the picture it shows a whole bunch of stuff going to the physicians and very
little going anywhere else. Like the medications are going to the doctors and pharmacists, but
they are not going to the employer.
Yea, I think that is why they drew it that way. But I do think that it is important that other people
be able to find that information. Like when my mom went to the hospital the first thing they
asked was what medications she was on, and I didn’t know. I would also like a family access, or
at least someone else to have an access to it.
I think on your personal medical stuff, you should have something with your family, because so
much of what you have goes down the inheritance. Like a family history. That is what your
doctor wants to know about, what happened to your dad, your mom, your grandma.
3. If you had a secure, easy-to-use and affordable way to exchange health-related
information with your health care providers or team, what information would you share
with them? What kind of information would they want from you? In what instances could
you see this exchange happening?
Some of your lifestyle. What do you eat. Do you exercise. Why haven’t you lost weight.
Yea, because you can tell them that you exercise and you don’t. You are always lyin.
If your gym has a download for your daily work to your computer thing into this vault, then they
could check on that.
Even they kind of vitamins you are taking is important because it can impact the medications that
are prescribed. If you are taking snake oil or glucosomine, the doctor ought to know that.
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Or what other doctors you go to. Like what has happened with other doctors. Because it’s all
interconnected so they might as well.
At the face-to-face meeting you could tell them, hey I want you to look at this and this, maybe
you punch in your password to open it for them, maybe that would keep it from being were its
disseminated through whatever you want them to see and you know when they saw it. And as
soon as you closed it would lock it up and they wouldn’t be able to get back into again.
But doctors need to put information in there without you being able to change it. That way they
are putting in there what needs to be there and not what you have filtered or taken out of it. If
you are going into see him for something like the symptoms and the diagnosis. Or an analysis.
The medications prescribed.
Even weight and blood pressure, if someone was really paranoid they would want to go in and
change it and you wouldn’t want them to be able to.
4. How do you think electronically exchanging health information with your doctor or
healthcare team could change: How you receive care? How you communicate?
Yes, it’s better because your doctor has more knowledge about you so you’d get better medical
care.
How often would your doctor look at it though? Only when you’ve called him. It’s not like he is
going to be watching it. Like if I put in my daily blood pressures and its rising, and I don’t call
him about it, he is not going to be looking and go “OH, your blood pressure is up you better get
in to see me and we’ll check your medications again.”
Would it then be beneficial if it sent a warning or something?
If there is a setting and he know that you have a problem with blood pressure, then there is
probably a way that if anytime her blood pressure is number X for three days then an email is
sent to the doctor. There is simple things like that that could be done. It could be an anomaly but
he would need to know.
Yea, but if it didn’t have that, a doctor is never going to look at it, then the communication
breaks down again.
The people that have something that needs to be watched daily then it would need to notify the
nurse and she could tell him at the end of the day we have 10 emails on these patients that have
something going on. And it could be an early alarm for him before a
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patient would tell him. For general things, unless you have a medical reason to be doing this,
most people wouldn’t be putting it in. Like I don’t have any reason to go to a website and daily
put in any health information daily.

VI. FINAL REFLECTIONS
1.

What are the best things you think PHRs will bring?

Communication.
I think it will bring a little bit of safety in terms of communication.
I think it would be having all you health professionals on the same page.
For me, a better knowledge of my health. If everything is all together, it gives you a good
baseline to go off of for the rest of your life.
It would be a safety net. It could go with you wherever, and it could be used anywhere and your
information could be transferred.
The big thing is that if you are putting things in and taking care of it, then you are in charge of
your records and you would feel in control of your medical history.
I like that all your information would be in one place for all your people that I feel need it could
go and see it and make decisions about me. I think it will be helpful
Better healthcare, because the doctors would have a better process to make decisions with.
I like it that when, I am always wondering what year it was when I broke my ankle or whatever
thing happened. Because you are always going to a new doctor and they are asking how many
surgeries you’ve had and I don’t know. I can never remember what year it was.
I hate those forms.
If I could send it before I went I wouldn’t have to fill out that form that I can never remember.
2.

What things worry you the most about PHRs?

Privacy, somebody find out something about me that I don’t want them to know. I am not 100%.
I think the security processes are the most important.
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Security, making sure that it is as secure as possible online.
Security too.
Security.
Security. And will it really work it’s purpose because that information has to be input by
someone and are you really going to put it all in and keep it up to date.
Similar to that, is someone going to actually read the information that you put in to actually help
you. It is pointless if the doctors aren’t even going to look at it. You got to get them on board too.
I am worried about the government. I don’t think the government should have anything to do
with our healthcare, they shouldn’t worry about it or know anything about it and I don’t trust
them to get involved. Keep the government out of it!
The data is only as good as whoever put its in and if I am putting in cetocylic acid and I get that
turned around with something else then I am in trouble. How reliable am I to put in medical
terminology.
I think the doctor has to put that information in. Quite a few of the doctors put that information
into a computer while your in with them.
Yea, my doctor carries around a little thinkpad.
Of course, all the previous fifty years is still been transcribed by a transcriptionist.
3.

Is there anything else you’d like to share?

I do have a follow-up question. Is, do you think that having a secure health record is any
different than having a secure bank record? Or a secure turbo-tax record?
Probably not, and I’ve wondered about that myself. I am probably one of the last persons to start
to pay bills online. And if they say it is secure and thousands of people are doing it, I figure its
okay. I was wondering the same thing. If I don’t trust it for my medical record then why am I
trusting it for the credit union. It should be the same thing.
I don’t think I have issue with the bank. You have to trust them. You can’t hide your head from
all the technology that is going on.
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I’d be more upset if my bank records were out there than if my health information was out there.
Seriously. If I had to pick one it would be my health record. It’s really not that.
You don’t have anything to hide, but there might be some people who may not want that. Or at
least in this point in my life.
Maybe the bank shares my records with more people than I know. But this picture looks a lot
more elaborate a system of sharing information. The more people that you share, the more
options you have, the more chance for error.
What I like is that you could take personal responsibility for your health and who sees it. Just
like my employer, I don’t trust my employer to have it and I don’t want them to see very much
of this stuff. If you have personal control over it then it’s a lot better.
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APPENDIX L
DESCRIPTIVE SUMMARIES FOR SURVEY ITEMS (1-35)
WITH AGREEMENT LEVEL RESPONSES
Survey Items
1. I understand how a personal
health record would be useful for
managing and tracking my health
and wellness over time.
2. I believe my personal health
record should be integrated with
my doctor’s electronic health
record to allow my data to be
shared.
3. I believe I am healthier than
other people like me.
4. I believe using a personal
health record could improve my
ability to manage my health.
5. I would like to have input on
my medical/health record.
6. I think my health care
providers (Physicians, Nurses,
Specialists, etc.) want me to be an
educated patient, so I can
understand my health conditions
better.
7. Once I receive a short training
on using a new technology, I am
self-sufficient at making it work.
8. I would want access to a
personal health record to manage
the health and wellness of
someone I am caring for
(children, elderly parents, family
members, etc.).
9. I predict I would be using a
personal health record to manage
my health and wellness, if I had a
personal health record today.
*10. I think it would not take too
much of my time and effort to use
a personal health record
effectively.
11. I believe a personal health
record could be built with a
strong enough security system to
prevent hackers, identity theft, or
malicious software from harming
the system.
12. I believe using a personal
health record could help me make
health decision/choices.
13. I understand the
written/printed information that
my doctor/nurse gives me for
taking care of myself after a visit.

Strongly
Agree
n
%

Neutral
n
%

Disagree
n
%

Strongly
Disagree
n
%

49.6

13

3.2

1

.2

3

0.7

182

45.4

50

12.5

24

6.0

7

1.7

12.2

156

38.9

152

37.9

42

10.5

2

.5

93

23.4

230

57.8

55

13.8

18

4.5

2

0.5

.642

194

48.4

179

44.6

25

6.2

3

.7

-

-

4.10

.851

138

34.4

193

48.1

48

12.0

18

4.5

4

1.0

401

4.31

.737

178

44.4

178

44.4

36

9.0

8

2.0

1

0.2

400

4.28

.767

176

44.0

172

43.0

41

10.3

10

2.5

1

.3

399

3.95

.880

111

27.8

184

46.1

81

20.3

18

4.5

5

1.3

400

3.75

.904

67

16.8

213

53.3

80

20.0

31

7.8

9

2.3

401

3.26

1.146

54

13.5

136

33.9

101

25.2

80

20.0

30

7.5

401

4.04

.730

92

22.9

256

63.8

35

8.7

15

3.7

3

0.7

401

4.02

.748

94

23.4

242

60.3

45

11.2

19

4.7

1

0.2

Agree
n
%

Valid
N

Mean

Std.
Deviation

401

4.40

.641

185

46.1

199

401

4.05

.930

138

34.4

401

3.52

.857

49

398

3.99

.774

401

4.41

401
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Survey Items
*14. I think it would be easy
to learn to use a personal
health record.
*15. I have some interest in
using a personal health
record.
*16. I do not worry that I
could lose a lot of
information using computers
by hitting a wrong key.
17. I participate in physical
activity and exercise
(running, calisthenics, golf,
gardening, or walking for
exercise).
*18. I would like to use a
personal health record, and I
think it would hold my
interest.
*19. I am not intimidated by
most technology devices.
20. If I had access to a
personal health record right
now, I would use it.
21. I feel confident in my
abilities to use most
technological devices
(computer, mobile phones,
Internet, etc.) even if there is
no one around to show me
how to use it.
22. I believe that I am
capable of contributing to my
own health record.
23. I believe that personal
health records can be a safe,
portable way for patients to
carry their records.
24. I believe it would be
beneficial to have an
electronic version of my
lifetime health history.
25. I would want the
information I add to my
personal health record to be
separate from my doctor’s
health record.
26. I feel very comfortable
using a computer on my own.
27. I am comfortable with my
personal health information
being used in a secure, online
format by me and my health
care providers to manage my
health conditions.

Strongly
Agree
n
%

Neutral
n
%

Disagree
n
%

Strongly
Disagree
n
%

61.6

61

15.2

23

5.7

5

1.2

206

51.5

64

16.0

19

4.8

13

3.3

24.0

211

52.8

39

9.8

48

12.0

6

1.5

109

27.3

194

48.5

49

12.3

39

9.8

9

2.3

.855

34

8.5

185

46.1

130

32.4

47

11.7

5

1.2

4.07

.940

142

35.6

182

45.6

46

11.5

19

4.8

10

2.5

400

3.90

.858

87

21.8

216

54.0

74

18.5

14

3.5

9

2.3

401

4.19

.809

151

37.7

197

49.1

34

8.5

16

4.0

3

0.7

400

4.28

.635

144

36.0

231

57.8

19

4.8

5

1.3

1

0.3

400

3.83

.855

70

17.5

229

57.3

70

17.5

23

5.8

8

2.0

401

4.23

.751

152

37.9

204

50.9

35

8.7

6

1.5

4

1.0

401

3.20

1.110

45

11.2

135

33.7

102

25.4

94

23.4

25

6.2

401

4.45

.684

212

52.9

166

41.4

14

3.5

8

2.0

1

0.2

400

3.78

1.001

84

21.0
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52.0

57

14.3

36

9.0

15

3.8

Agree
n
%

Valid
N

Mean

Std.
Deviation

401

3.86

.798

65

16.2

247

400

3.89

.937

98

24.5

400

3.86

.967

96

400

3.89

.989

401

3.49

399
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Survey Items
28. I believe it would be
helpful to have an electronic
copy of my medical record
and lab results, even if I
cannot interpret all the
information.
29. I rely on the internet to
help me understand my
health.
30. I believe that information
in a personal health record
should be integrated with a
doctor’s health record to
allow secure communication
between me and my health
care team.
31. I know how to obtain
information about my own
health records.
*32. I will use a personal
health record, regardless of
what other people are doing.
*33. I do not have health
conditions that interfere with
doing my normal daily
activities.
*34. I do not believe it is
primarily the physician’s
responsibility to track and
manage my health records.
35. I believe I would be able
to get a personal health
record to do what I wanted it
to do.

Strongly
Agree
n
%

Neutral
n
%

Disagree
n
%

Strongly
Disagree
n
%

53.6

30

7.5

8

2.0

4

1.0

168

41.9

92

22.9

61

15.2

15

3.7

26.3

214

53.5

63

15.8

13

3.3

5

1.3

44

11.0

204

51.0

62

15.5

79

19.8

11

2.8

1.022

35

8.7

162

40.4

101

25.2

88

21.9

15

3.7

4.11

1.052

171

42.8

162

40.5

21

5.3

32

8.0

14

3.5

399

3.31

1.046

36

9.0

173

43.4

87

21.8

85

21.3

18

4.5

401

3.72

.795

48

12.0

225

56.1

102

25.4

20

5.0

6

1.5

Agree
n
%

Valid
N

Mean

Std.
Deviation

401

4.21

.748

144

35.9

215

401

3.52

1.051

65

16.2

400

4.00

.815

105

400

3.48

1.016

401

3.28

400

Note: Darkened squares represent the highest frequency response choice for each item.
* Survey Items shown as positive statement after being reverse-coded for analysis.
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OBLIQUE FACTOR PATTERN MATRIX OF ITEM LOADINGS ON EACH FACTOR

01. I understand how a personal
health record would be useful for
managing and tracking my health
and wellness over time.
02. I believe my personal health
record should be integrated with my
doctor’s electronic health record to
allow my data to be shared.
03. I believe I am healthier than
other people like me.
04. I believe using a personal health
record could improve my ability to
manage my health.
05. I would like to have input on my
medical/health record.
06. I think my health care providers
(Physicians, Nurses, Specialists,
etc.) want me to be an educated
patient, so I can understand my
health conditions better.
07. Once I receive a short training
on using a new technology, I am
self-sufficient at making it work.
08. I would want access to a
personal health record to manage
the health and wellness of someone
I am caring for (children, elderly
parents, family members, etc.).
09. I predict I would be using a
personal health record to manage
my health and wellness, if I had a
personal health record today.
10. I think it would take too much
of my time and effort to use a
personal health record effectively.

1
Perceived
Usefulness

2
Technology
SelfEfficacy

Factor
3
Perceived
Behavioral
Control

4
Perceived
Ease of
Use

5
Health
Literacy

6
Health
Status

.371

-.063

.162

.166

.104

-.001

.727

-.055

-.039

.036

.034

-.034

.043

-.171

.158

-.030

.093

.601

.313

-.213

.456

.079

-.071

-.044

-.141

.079

.793

-.179

.025

.105

.262

-.094

.053

.071

.382

.120

.083

.592

.329

-.069

.064

-.015

.170

.014

.506

-.008

.024

.174

.124

-.067

.428

.323

.007

-.185

.065

.077

-.092

.751

.040

-.009
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11. I believe a personal health
record could be built with a strong
enough security system to prevent
hackers, identity theft, or malicious
software from harming the system.
12. I believe using a personal health
record could help me make health
decision/choices.
13. I understand the written/printed
information that my doctor/nurse
gives me for taking care of myself
after a visit.
14. I think it would be difficult to
learn to use a personal health
record.
15. I do not have any interest in
using a personal health record.
16. I would be worried that I could
lose a lot of information using
computers by hitting a wrong key.
17. I participate in physical activity
and exercise (running, calisthenics,
golf, gardening, or walking for
exercise).
18. I would like to use a personal
health record, but I think I would
get bored with it quickly.
19. I am intimidated by most
technology devices.
20. If I had access to a personal
health record right now, I would use
it.
21. I feel confident in my abilities to
use most technological devices
(computer, mobile phones, Internet,
etc.) even if there is no one around
to show me how to use it.
22. I believe that I am capable of
contributing to my own health
record.
23. I believe that personal health
records can be a safe, portable way
for patients to carry their records.
24. I believe it would be beneficial
to have an electronic version of my
lifetime health history.

1: PU

2: TSE

3:PBC

4: PEU

5: HL

6: HS

.908

-.080

-.280

-.045

.048

-.026

.497

-.144

.243

.073

.007

-.063

.129

.085

-.131

.062

.517

-.038

-.087

.416

-.098

.522

-.031

.015

.141

-.050

.117

.713

-.106

.022

.203

.498

-.210

.289

-.083

.025

.035

-.012

.127

-.018

.023

.523

-.131

-.026

-.086

.643

.131

.047

-.107

.745

-.056

.189

.012

-.040

.287

-.081

.361

.347

-.031

-.082

-.006

.768

.215

-.238

.034

-.076

-.004

.277

.455

.090

.158

.077

.857

.012

-.034

-.077

-.042

.080

.576

.126

.224

-.039

-.096

.007
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25. I would want the information I
add to my personal health record to
be separate from my doctor’s health
record.
26. I feel very comfortable using a
computer on my own.
27. I am comfortable with my
personal health information being
used in a secure, online format by
me and my health care providers to
manage my health conditions.
28. I believe it would be helpful to
have an electronic copy of my
medical record and lab results, even
if I cannot interpret all the
information.
29. I rely on the internet to help me
understand my health.
30. I believe that information in a
personal health record should be
integrated with a doctor’s health
record to allow secure
communication between me and my
health care team.
31. I know how to obtain
information about my own health
records.
32. I need to see how other people
will use a personal health record
before I start using one.
33. I have health conditions that
interfere with doing my normal
daily activities.
34. I believe it is primarily the
physician’s responsibility to track
and manage my health records.
35. I believe I would be able to get a
personal health record to do what I
wanted it to do.

1: PU

2: TSE

3:PBC

4: PEU

5: HL

6: HS

-.203

-.028

.213

-.190

-.024

-.004

-.007

.687

.221

-.091

-.040

-.018

1.023

.101

-.168

-.155

.001

.019

.292

.146

.394

.060

-.046

-.027

-.032

.169

.508

-.156

-.122

-.003

.655

.054

.126

-.096

-.049

.080

-.149

.003

.008

.139

.652

-.001

.034

.352

-.188

.395

.129

.027

-.093

.060

-.137

.240

-.187

.463

.006

.035

.213

.166

-.058

.283

.466

.174

.007

.024

.070

-.045
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FACTOR STRUCTURE MATRIX OF ITEM CORRELATION WITH EACH FACTOR

01. I understand how a personal
health record would be useful
for managing and tracking my
health and wellness over time.
02. I believe my personal health
record should be integrated
with my doctor’s electronic
health record to allow my data
to be shared.
03. I believe I am healthier than
other people like me.
04. I believe using a personal
health record could improve my
ability to manage my health.
05. I would like to have input
on my medical/health record.
06. I think my health care
providers (Physicians, Nurses,
Specialists, etc.) want me to be
an educated patient, so I can
understand my health
conditions better.
07. Once I receive a short
training on using a new
technology, I am self-sufficient
at making it work.
08. I would want access to a
personal health record to
manage the health and wellness
of someone I am caring for
(children, elderly parents,
family members, etc.).
09. I predict I would be using a
personal health record to
manage my health and
wellness, if I had a personal
health record today.

1
Perceived
Usefulness

2
Technology
SelfEfficacy

Factor
3
Perceived
Behavioral
Control

4
Perceived
Ease of
Use

5
Health
Literacy

6
Health
Status

.588

.072

.517

.473

.148

-.065

.721

.070

.483

.463

.092

-.100

.059

-.060

.067

.006

.178

.562

.637

-.086

.684

.493

-.003

-.185

.296

.139

.592

.199

.146

.020

.355

.019

.293

.213

.418

.116

.372

.638

.441

.319

.161

.018

.501

.138

.597

.383

.131

.086

.630

.072

.719

.641

.030

-.288

214

APPENDIX N (continued)

10. I think it would take too
much of my time and effort to
use a personal health record
effectively.
11. I believe a personal health
record could be built with a
strong enough security system
to prevent hackers, identity
theft, or malicious software
from harming the system.
12. I believe using a personal
health record could help me
make health decision/choices.
13. I understand the
written/printed information that
my doctor/nurse gives me for
taking care of myself after a
visit.
14. I think it would be difficult
to learn to use a personal health
record.
15. I do not have any interest in
using a personal health record.
16. I would be worried that I
could lose a lot of information
using computers by hitting a
wrong key.
17. I participate in physical
activity and exercise (running,
calisthenics, golf, gardening, or
walking for exercise).
18. I would like to use a
personal health record, but I
think I would get bored with it
quickly.
19. I am intimidated by most
technology devices.
20. If I had access to a personal
health record right now, I
would use it.
21. I feel confident in my
abilities to use most
technological devices
(computer, mobile phones,
Internet, etc.) even if there is no
one around to show me how to
use it.

1: PU

2: TSE

3:PBC

4: PEU

5: HL

6: HS

.498

.267

.402

.757

-.009

-.028

.681

.022

.316

.350

.097

-.068

.692

-.015

.616

.495

.067

-.168

.149

.136

.080

.059

.511

.039

.243

.519

.195

.516

-.056

.061

.654

.167

.599

.863

-.123

-.068

.316

.573

.151

.427

-.071

.081

.063

.080

.061

.043

.105

.502

.224

.118

.200

.493

.068

.048

.107

.762

.094

.279

.030

.070

.746

.094

.754

.723

.009

-.197

.131

.730

.200

.078

.123

.013
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22. I believe that I am capable
of contributing to my own
health record.
23. I believe that personal
health records can be a safe,
portable way for patients to
carry their records.
24. I believe it would be
beneficial to have an electronic
version of my lifetime health
history.
25. I would want the
information I add to my
personal health record to be
separate from my doctor’s
health record.
26. I feel very comfortable
using a computer on my own.
27. I am comfortable with my
personal health information
being used in a secure, online
format by me and my health
care providers to manage my
health conditions.
28. I believe it would be helpful
to have an electronic copy of
my medical record and lab
results, even if I cannot
interpret all the information.
29. I rely on the internet to help
me understand my health.
30. I believe that information in
a personal health record should
be integrated with a doctor’s
health record to allow secure
communication between me
and my health care team.
31. I know how to obtain
information about my own
health records.
32. I need to see how other
people will use a personal
health record before I start
using one.

1: PU

2: TSE

3:PBC

4: PEU

5: HL

6: HS

.422

.385

.553

.404

.242

.059

.775

.141

.494

.450

.055

.008

.716

.239

.601

.494

.005

-.072

-.184

-.082

-.042

-.202

-.007

-.015

.201

.689

.260

.209

.041

.042

.824

.214

.457

.424

.102

-.026

.622

.260

.647

.513

.039

-.103

.234

.187

.405

.166

-.035

-.061

.677

.166

.508

.405

.054

.009

.013

.061

.074

.008

.630

.080

.227

.444

.126

.388

.110

.094
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33. I have health conditions that
interfere with doing my normal
daily activities.
34. I believe it is primarily the
physician’s responsibility to
track and manage my health
records.
35. I believe I would be able to
get a personal health record to
do what I wanted it to do.

1: PU

2: TSE

3:PBC

4: PEU

5: HL

6: HS

-.085

.135

-.151

.103

-.172

.466

.232

.143

.267

.289

-.004

.238

.527

.259

.382

.367

.124

-.058
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1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35

Survey Item

1
1.00
0.52
0.08
0.48
0.20
0.26
0.25
0.39
0.46
0.30
0.34
0.51
0.12
0.18
0.45
0.19
0.04
0.18
0.04
0.49
0.02
0.25
0.38
0.41
-0.14
0.19
0.40
0.46
0.16
0.37
0.09
0.19
-0.04
0.15
0.35

1.00
0.02
0.48
0.19
0.29
0.25
0.37
0.46
0.36
0.48
0.50
0.09
0.11
0.46
0.18
0.03
0.18
0.05
0.53
0.06
0.24
0.50
0.49
-0.22
0.14
0.57
0.45
0.14
0.57
0.03
0.17
-0.04
0.08
0.33

2

1.00
0.08
0.02
0.17
-0.01
0.14
-0.02
0.02
0.09
0.03
0.06
-0.04
0.00
-0.05
0.39
0.02
-0.07
0.03
-0.04
0.04
0.09
-0.03
0.09
0.01
0.03
0.03
0.00
0.05
0.12
0.01
0.21
0.14
-0.01

3

1.00
0.32
0.28
0.19
0.34
0.61
0.34
0.37
0.65
0.03
0.10
0.54
0.07
0.01
0.12
-0.03
0.63
0.00
0.27
0.45
0.47
0.02
0.05
0.46
0.44
0.28
0.40
-0.05
0.10
-0.11
0.16
0.26

4

1.00
0.25
0.32
0.41
0.32
0.14
0.09
0.26
0.02
0.09
0.23
0.04
0.08
0.07
0.09
0.30
0.17
0.43
0.24
0.29
-0.04
0.13
0.22
0.31
0.31
0.27
0.06
0.05
-0.10
0.24
0.14

5

1.00
0.19
0.26
0.19
0.17
0.21
0.29
0.29
0.07
0.20
0.03
0.05
0.09
0.05
0.23
-0.02
0.19
0.26
0.25
-0.04
0.03
0.29
0.15
-0.03
0.28
0.21
0.14
-0.02
0.11
0.16

6

1.00
0.30
0.33
0.27
0.21
0.22
0.13
0.39
0.26
0.38
0.11
0.12
0.52
0.35
0.51
0.43
0.27
0.34
-0.06
0.49
0.29
0.34
0.23
0.29
0.06
0.27
-0.02
0.14
0.32

7

1.00
0.41
0.32
0.25
0.35
0.04
0.17
0.39
0.15
0.07
0.10
0.08
0.45
0.12
0.36
0.36
0.44
-0.10
0.17
0.36
0.45
0.20
0.42
0.10
0.07
-0.01
0.29
0.30

8

1.00
0.49
0.35
0.49
0.03
0.20
0.62
0.18
-0.03
0.22
0.09
0.75
0.08
0.35
0.44
0.48
-0.11
0.16
0.44
0.51
0.27
0.41
0.05
0.18
-0.15
0.13
0.34
1.00
0.31
0.33
0.08
0.43
0.62
0.38
0.03
0.43
0.26
0.52
0.13
0.33
0.36
0.36
-0.19
0.18
0.37
0.40
0.13
0.32
0.01
0.34
0.05
0.22
0.26
1.00
0.51
0.13
0.12
0.37
0.15
0.00
0.11
-0.01
0.44
0.03
0.21
0.59
0.34
-0.12
0.01
0.63
0.33
0.08
0.41
-0.01
0.12
-0.11
0.12
0.33
1.00
0.11
0.16
0.53
0.15
0.01
0.17
0.00
0.61
0.01
0.31
0.47
0.50
-0.01
0.12
0.51
0.44
0.22
0.41
-0.01
0.09
-0.12
0.18
0.35
1.00
0.07
0.02
0.08
0.02
0.08
0.10
0.06
0.13
0.20
0.11
0.13
-0.02
0.09
0.15
0.12
0.01
0.05
0.34
0.04
-0.02
-0.02
0.07
1.00
0.37
0.47
-0.02
0.30
0.44
0.24
0.28
0.29
0.17
0.23
-0.13
0.32
0.19
0.26
0.12
0.18
-0.02
0.32
0.17
0.21
0.21
1.00
0.34
0.06
0.43
0.22
0.72
0.07
0.37
0.50
0.53
-0.15
0.18
0.44
0.50
0.17
0.41
-0.05
0.28
0.10
0.24
0.36
1.00
0.08
0.15
0.47
0.23
0.31
0.29
0.31
0.27
-0.10
0.39
0.28
0.27
0.10
0.20
-0.03
0.33
0.12
0.17
0.28
1.00
0.11
0.03
0.01
0.05
0.16
0.10
0.06
0.04
0.02
0.09
0.02
0.02
0.05
0.07
0.08
0.20
0.08
0.08
1.00
0.11
0.28
0.02
0.23
0.19
0.18
-0.11
0.08
0.13
0.18
0.06
0.14
0.09
0.19
0.03
0.13
0.11
1.00
0.09
0.54
0.25
0.09
0.13
-0.04
0.51
0.14
0.13
0.13
0.08
0.03
0.40
0.11
0.14
0.17
1.00
0.10
0.41
0.54
0.59
-0.10
0.17
0.52
0.58
0.24
0.50
0.02
0.20
-0.07
0.22
0.42
1.00
0.32
0.09
0.19
0.01
0.59
0.17
0.21
0.19
0.15
0.08
0.30
0.01
0.03
0.19

1.00
0.34
0.36
-0.08
0.28
0.31
0.47
0.23
0.39
0.14
0.25
-0.06
0.20
0.27

1.00
0.62
-0.14
0.13
0.68
0.45
0.22
0.51
0.01
0.09
-0.07
0.21
0.43

1.00
-0.10
0.28
0.57
0.55
0.21
0.52
-0.05
0.16
-0.01
0.21
0.47

1.00
-0.02
-0.16
-0.05
-0.05
-0.22
-0.05
-0.10
-0.14
-0.06
-0.14

1.00
0.18
0.31
0.25
0.16
0.05
0.30
0.10
0.07
0.19

1.00
0.45
0.20
0.56
0.00
0.25
-0.09
0.20
0.42

1.00
0.27
0.46
-0.01
0.23
-0.07
0.20
0.40

1.00
0.17
0.01
0.00
-0.04
0.12
0.13

1.00
-0.02
0.14
-0.01
0.18
0.33

1.00
0.12
-0.11
0.04
0.13

1.00
0.11 1.00
0.15 0.16 1.00
0.24 -0.12 0.18 1.00

9 10 11 12 13 14 15 16 17 18 19 20 21 22 23 24 25 26 27 28 29 30 31 32 33 34 35
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