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Abstract
Innovations in electronic health record (EHR) systems invite new patient and family engagement methods and create oppor-

tunities to reduce healthcare disparities. However, many patients and their identified support persons (ie, proxies) are unsure

how to interface with the technology. This phenomenological qualitative study served as a pilot study to investigate the

patient, proxy, and provider lived experiences utilizing patient-facing EHR portals. Individual interviews and focus groups

were utilized to collect qualitative data from 21 patient, proxy, and healthcare provider participants across 3 time points.

Colaizzi’s phenomenological data analysis method was utilized to interpret the data. Four themes emerged highlighting critical

benefits and obstacles for patients and support persons interfacing with a patient portal: (a) agency, (b) connection, (c) sup-

port, and (d) technology literacy. Results help highlight strategies and dispel myths essential to advancing patient and family

engagement using EHR patient portal systems. The study’s outcomes reflect recommendations for onboarding proxies and

improving patient/family engagement and family-centered care models.
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Electronic health records (EHR) were designed to safely store
transactional patient information and increase communication
among healthcare team members (1). Over time, patient-facing
EHR portals invited patients to access their health information
remotely and communicate with healthcare providers securely
(2–9). A secondary analysis of the 2019 Health Information
National Trends Survey found that more than 55% of patients
use a portal to access their health record electronically (3).
Portals demonstrated improved patient satisfaction, adherence
to preventive protocols and treatment plans, better outcomes
for chronic diseases, and lower healthcare costs for adult popu-
lations (10–19). Recently, researchers found health IT tools (eg,
EHRs, patient portals, clinical decision support systems, teleme-
dicine models) led to improvements in patient engagement,
implementation of clinical guidelines, promotion of patient
safety, and reduction of adverse outcomes among socioeco-
nomically disadvantaged and underserved rural populations
(20–22). However, despite these promising outcomes, familial
and non-familial (see Figure 1 a glossary of terms) support
persons frequently are left out of this engagement method
(23–30).

While support persons are interested in interacting with the
portal system, there is uncertainty around how to do it safely
and effectively (31–33). Support persons also report lacking a
defined role in the healthcare partnership with patients and
their providers (24), being unaware of patients’ specific health
issues, treatment recommendations, care goals, lifestyle and
medication treatment regimen adherence (34–37), and a lack
of confidence in decision-making preferences (38,39). The
portal may provide a bridge between what is happening inside
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and outside of the medical visit (40). Providers’ main source of
subjective and observable data comes from the time spent with
the patient during the medical visit. Patients spend majority of
time interacting with systems and people outside of the
medical visit who may or may not be supportive of reaching
treatment goals. The portal functionality helps open up new
opportunities for collecting and sharing important patient care
information. However, unexplored barriers might explain its
underutilization.

Innovative approaches are needed to understand portal uti-
lization challenges better (41). Barriers identified in the liter-
ature include: (a) enrollment and technological support, (b)
user’s limited experience with or access to technology, (c)
language difficulties, and (d) literacy challenges. Removing
these barriers helps form stronger partnerships with health-
care professionals (42), engages patients in care (18), and
aids support persons who may need to serve as decision
makers (25,43–45). However, no known peer-reviewed liter-
ature has examined EHR utilization experiences simultane-
ously from patient, support person (ie, proxy), and provider
perspectives. Therefore, the purpose of this study was to
gather the lived experiences of patients, healthcare team
members, and proxies utilizing patient-facing EHR portals
to understand what barriers inhibit its utilization.

Method
A combined phenomenological and focus group design (46)
was used to study participants’ lived experiences interacting

with the proxy functionality of an EHR system. Data collec-
tion from patients, proxies (ie, familial or non-familial
support persons designated by patients), and healthcare pro-
viders helped triangulate findings across participant groups.
All participants were recruited from the same primary care
clinic to ensure that the data reflected the same EHR patient
portal system and enrollment procedures. Patient, proxy, and
provider data was collected individually and over the phone
at 3 different time points: (a) before proxy enrollment, (b) 1
month after proxy enrollment or after the last proxy enrollment
for providers, and (c) 3 months after proxy enrollment or after
all patient and proxy interviews for providers. IRB approval
was obtained before patient recruitment.

Participants
A purposive sampling strategy was used to recruit and enroll
participants, age 18 or older, who met the following inclusion
criteria: (a) a patient of the selected primary care clinic, (b) a
patient-identified proxy (familial or non-familial), or (c) a
primary healthcare provider of a participating patient. In
addition, patient participants had to have 1 or more chronic
health conditions. Exclusion criteria were: (a) patients or
proxies who were employees of the primary care clinic, (b)
patient participants without a proxy enrolled, (c) patient par-
ticipants who did not wish to enroll in the EHR patient portal
system, (d) demonstration of mental confusion or illness (eg,
dementia, psychosis, mania) that would compromise the par-
ticipant’s ability to provide consent, (e) healthcare providers

Figure 1. Key terms and definitions.
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who did not have a patient enrolled in the study, and (f) not
fluent in spoken or written English.

Patient participants were informed of their voluntary
opportunity to participate in the study during their office
visit. If patients expressed interest in participating, a research
team member contacted them, and an office staff member
helped enroll the patient in the patient portal. If they declined
to participate in the study, office staff still supported registra-
tion in the patient portal.

Twenty patients expressed interest in participating during
the 1-month recruitment period, but 8 did not complete the
study. Those declining citied a cumbersome proxy onboard-
ing process. Twelve patients, 7 proxies, and 3 providers were
enrolled in the study (Table 1). The number of patients and
support persons interviewed was determined using theoreti-
cal saturation. Patients who agreed to participate were
asked to invite a proxy to participate. Patients provided the
name and contact information of their chosen support
person (ie, proxy) to the research team. It is important to
note that the patient was solely responsible for granting
proxy access to their EHR portal and permission to view
patient health information, which prevented this study from
threatening patient confidentiality or privacy. Once the
patient provided contact information for the proxy, the
researcher contacted the potential proxy participant to
explain the study, emailed them the REDCap link to the
informed consent and demographic survey, and scheduled
them for an individual interview. If any patient or proxy par-
ticipant struggled with completing the paperwork for proxy
access, a member of the research team was available to
meet with them in person at the clinic to assist. Since the
paperwork was not available electronically, this was a

barrier that the research team needed to address.
Interestingly, 5 patient participants identified the same non-
familial proxy. This proxy was an off-site healthcare profes-
sional (diabetes educator) who did not have EHR access.
Three provider participants enrolled in the study, but only
2 completed all 3 focus groups due to 1 provider not
having any patients enrolled in the study.

Data Collection
Patient, proxy, and provider participants virtually provided their
informed consent and completed an online demographic ques-
tionnaire through REDCap, a HIPAA compliant data collection
tool (47). Participants were given pseudonyms to protect their
confidentiality. Semi-structured individual and focus group
interviews were used to obtain a detailed description of each
participant’s lived experience. The demographic tool and ques-
tionnaire used for the study are available by contacting the cor-
responding author. Focus groups were used for provider-level
data as the study was about their overall experience. One inves-
tigator conducted all the interviews, and the same 3 investiga-
tors analyzed the data. Patient and proxy interviews were
conducted over the phone and provider focus groups were con-
ducted in person to help reduce barriers in participation. Many
patients and proxies did not live close to the clinic so conduct-
ing the interviews in person was not realistic. Providers were
interviewed in person. A pre-study meeting with clinic admin-
istration and providers confirmed that this format was more
conducive. Participants who completed all 3 study phases
were presented with a $25 online gift card as an incentive.

Analysis
A modified 7-step method for phenomenological qualitative
data analysis was used in this study (48). The analysis
process consists of (a) reading each transcript, (b) identifying
significant statements, (c) forming meaning statements from
the significant statements, (d) clustering themes from the
meaning statements and forming emerging themes, and (e) cre-
ating an exhaustive description. Investigators each maintained
and referenced their reflexive journals and audit trails while col-
lecting and analyzing the data to increase the trustworthiness of
the findings. They also completed bias statements documenting
their beliefs and biases about what the investigation may yield
and revisited those at each data analysis stage.

A third-party transcription service transcribed interviews.
Each transcript was checked for accuracy by the investigator
who conducted the interview. During data analysis, investi-
gators extracted meaningful statements of each transcript
independently and then compared results. When they
encountered coding differences, they would discuss until an
agreement was reached. In 2% of instances, a third researcher
(ie, peer debriefer) was brought in to help reach an agree-
ment. Interrater agreement was 100% after this process.

Table 1. Demographic Characteristics of Patients, Proxies, and

Providers.

Characteristic

Patients

(n= 12)

Proxies

(n= 7)

Providers

(n= 2)

Race

Non-Hispanic

White

5 (41%) 4 (57%) 2 (100%)

Black,

Afro-Caribbean,

African American

5 (41%) 2 (28%)

Native American,

Alaskan Native

1 (8%) 1 (8%)

Latino, Hispanic

American

1 (8%)

Gender

Male 6 (50%) 1 (50%)

Female 6 (50%) 7 (100%) 1 (50%)

Non-binary

Other

Age in years 26–68 25–64 41

(M= 51.6;

SD=
10.5)

(M= 48.1; SD

= 11.4)
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Results
Analysis of qualitative data collected from patients, proxies,
and provider participants yielded 4 salient themes: (a)
agency, (b) connection, (c) support, and (d) technology liter-
acy. A final exhaustive description and statement of identifi-
cation were formulated from these 4 thematic areas. A table
of themes and example quotes demonstrate how the findings
are grounded in the actual data (Table 2).

Agency
Across all 3 interview phases, participants discussed proxy
access in relation to patient agency (ie, retention of patient
voices and control over their health information). While
some providers voiced initial concerns that patients would
feel undermined by sharing their medical records with their
proxies, patients reported the opposite. Patients said that
proxy access resulted in an increased sense of agency and
no concerns disclosing their medical information. Patients
liked being able to select their proxies rather than leaving it
to providers to decide with whom they disclosed patient
information. Proxies described making a conscious effort to
respect the patient’s agency and only accessed relevant
medical information as needed. As a result, several patients
explained that having a proxy increased their sense of

control (ie, selecting and taking take away proxy access if
required) and desire to engage more in their care.

Connection
Patients, proxies, and providers reported that connection was
an essential benefit of proxy access. It created a vehicle for
patients and proxies to access the same information instead
of patient recall or interpretation. Eliminating the “middle-
man” resulted in more efficient provider-to-proxy and
patient-to-proxy communication. Proxies and patients also
explained that proxy access resulted in more honest commu-
nication between patients and proxies about the patients’
current health status. Several patients explained that before
proxy access, patients might have provided a vague response
about a specific lab result to avoid the subject. However,
proxies’ access to lab test results eliminated the avoidant
behavior and led to more honest and open communication.

While the level of proxy support varied across the second
and third data collection time points, proxy access allowed
them to engage at a level tailored to the individual patient
and proxy’s needs. For example, some proxies accessed the
portal multiple times a week, whereas others reported only
checking it every few months or after a medical appointment.
Regardless of the level of support provided, proxies reported
EHR access allowed them to provide better support. Before
being granted access, proxies reported trying to support

Table 2. Experiences of Patients, Proxies, and Providers Utilizing the Patient Portal Feature.

Key themes and

subthemes Sample quotes

Agency “I giveth and taketh away [proxy access]”—Patient

“I think the benefits [of proxy access] are numerous… having the patient becoming more engaged with their own

disease process and having the support person help hold a patient accountable.”—Provider

“I really want my folks [parents]to be self-managers, so I really encourage … them to go look for their [medical

information] on their [MyChart].”—Proxy

Connection “I think the objective of having everybody on the same page and seeing the same health information. I think is the

most beneficial [part of proxy access].”—Patient

“So when we walk in [to the patient’s appointment] we’re doing a bit of that trying to gauge. Are [the patient and

the support person in the room with the patient] really working together for the patient’s condition.”—
Provider

“I mean it’s been nice to have access without having to use [patient’s] login information because I know that’s not
really the right thing to do. This makes me feel like [the patient] gave me permission to [access patient’s
EHR].”—Proxy

Support “Without my [proxy] I don’t know where I’d be.”—Patient

“But a lot of times, even if the patient with diabetes is very knowledgeable about what [medications] they are

taking, it can still be overwhelming. Having the support person … to help comfort [the patient].”—Provider

“I think that’s very good to have somebody you know because diabetes is like a roller coaster … it is hard to

manage… So it’s important to take your medicines as direct and keep your appointments regularly but it’s also
important to have good support.”—Provider

“There’s not really been, anything that I felt like I needed [from the patient’s EHR].”—Proxy

Technology literacy

Comfortability “Anything dealing with a computer is not for me.”—Patient

“I use the Patient Portal a huge amount! I think we [providers] all do.”—Provider

“I’m not the fastest that the computer but I am getting it.”—Proxy

Utilization “Even if an elderly [patient] never uses it, if you just get [EHR and proxy access] set up and get the proxy going,

somebody can keep up with [the patient’s records].”—Provider

4 Journal of Patient Experience



patients by logging into the EHR through the patient’s
account. Many proxies expressed feeling uncomfortable
with this process and preferred having their own access for
a more transparent and open connection.

Providers explained that having patients identify a proxy
reduced diagnostic and treatment ambiguity and invited
better engagement. Providers described wanting to engage
support persons in patient care but were unsure who to
contact and who would best fit this role in the patients’
lives. They also reported that they were unsure how much
health information the patient would want the support
person to know before the proxy process. By having patients
identify a specific proxy person, providers could better
engage the proxy, leading to an increased sense of connection
between patients, proxies, and providers. Furthermore, pro-
viders also explained that the increased connection was ben-
eficial for office workflow (ie, reducing phone calls,
no-shows, and cancellations) and building connections with
proxies to benefit patient care.

Support
Patients, proxies, and providers placed a high value around
patient support through proxy engagement. This was espe-
cially true for patients who experienced a chronic illness,
as providers noted that chronic illnesses often create unique
long-term support needs for patients and sometimes
proxies. Providers explained that patients benefit from
proxy support at every point throughout care, from receiving
a diagnosis to management of daily healthcare tasks.
Additionally, providers described the importance of
forming “partnerships”with proxies to reach the patients’ tar-
geted health goals.

Patients and proxies described feeling as though proxy
access also provided “peace of mind” by allowing access to
the patients’ medical records (eg, up-to-date medication
list) in case of an emergency. They highlighted how proxy
access assisted with: (a) communicating with the healthcare
team, (b) reviewing lab results, (c) scheduling appointments,
and (d) filling and picking up mediation refills. Patients also
explained that having another person, outside of their pro-
vider, connected to their health information through a
formal process (ie, proxy access) motivated them to
achieve their health goals.

Technology Literacy
Interacting with the patient portal technology was a common
barrier among patients and familial proxies. Interestingly,
patients and proxies who did not consent to participate also
cited it as a reason for not enrolling in the study. The analysis
yielded 2 sub-themes connected to technology literacy: (a)
comfortability and (b) utilization.

Comfortability. While providers reported high literacy levels
and comfortability with the EHR, patient and proxy

comfort fell along a continuum from significant discomfort
to highly comfortable. In the first focus group, providers
anticipated that older proxies (age 65 and older) would not
engage through the portal as much as younger proxies.
However, this was not reported to be true in later interviews
with proxies or providers. Age did not appear to be a limiting
factor. Some patients self-identified as a “frequent user” of
the EHR before participating in the study, while others
were not (and had no intention of) using the EHR at all.
Despite this variability, patients with lower technology liter-
acy or desirability were still able to experience the benefits of
the EHR by selecting a proxy who was motivated to learn the
functionality of the EHR to help the patient achieve their
health goals.

Utilization. After proxy access was granted, utilization varied.
Some patient and proxy participants self-identified as a “fre-
quent user,” and others had little to no use of the EHR across
all 3 study periods. Patients and proxies familiar with the
EHR, and those who previously used it, reported the follow-
ing functions as beneficial: (a) reviewing billing, (b) access-
ing the medication list, (c) communicating with the
healthcare team, (d) scheduling and confirming appoint-
ments, and (e) checking lab results. However, patients and
proxies less familiar with the EHR reported the billing and
scheduling functions as confusing and challenging to navi-
gate. Providers reported that utilization was not a disruption
to their workflow or an impediment to providing exemplary
patient care. They were surprised to discover that proxy
access led to more efficient communication overall.

Exhaustive Description
Patient participants expressed a desire for proxy involvement
and valued proxy portal access. Granting proxy access
increased patient accountability and engagement. Likewise,
proxies reported an increased desire to support patients in
achieving their health goals, from checking on labs to com-
municating with the patient’s healthcare provider through
the portal’s email function. Age was not a factor in proxy
comfort using the EHR portal. Accessing the proxy function
of the patient portal enabled proxies to support the patient
more efficiently and effectively in following their treatment
plan. While initially apprehensive, providers were eager to
support patients in activating their patient EHR accounts
and establishing a proxy. They found it did not disrupt work-
flow and resulted in more meaningful and effective commu-
nication without redundancy. The proxy feature appeared to
remove ambiguity and dispel myths for all participants about
using patient portal technology. While proxies and providers
worried patient agency would be taken away using this tech-
nology, all participants reported the proxy feature enhanced it
through more active engagement among all stakeholders.

Hodgson et al 5



Discussion
This pilot study explored participants’ lived experiences inter-
acting with the proxy functionality of an EHR system. It was
the first known study to include patients’, proxies’, and provid-
ers’ experiences from the same clinical context. Determining
who will be a proxy in a patient’s care and the proxy’s level
of involvement is the patient’s responsibility. As part of a
patient-centered focus in healthcare, shared power and responsi-
bility between the provider and the patient must be maintained
through the decision-making period (47). In this study, patients
selected the proxy that would take an active role in their care. In
some cases, this was not a family member but another health-
care professional who did not document in the same EHR
system. Recognizing this intentionality in choosing a support
person reinforces the value of EHR communication technology
(24). While agency must be granted to the patient in selecting a
proxy, the healthcare team must recognize that proxy involve-
ment is not a replacement for communication with the patient
(47). This study reinforces the finding that proxy involvement
in EHR communication is a means of supporting patient out-
comes (26). A unique aspect of this study is how it counters
the myth that age and technology literacy are the most signifi-
cant barriers to patient portal usage. Alternatively, this study dis-
covered that a cumbersome enrollment protocol and lack of a
defined role for the proxy might have been the greatest barriers.

Research investigating the use of the EHR to improve collab-
oration between patients, proxies, and providers requires all
stakeholder groups to be represented in patient portal and
proxy access studies. This study takes a novel approach to
involving patients and providers in understanding the use of
the EHR to improve collaboration with patients’ identified
support persons. It is the first known study to include this in
its methodology. While involving patients in their care
through patient portals has demonstrated success in improving
outcomes (10–12), the involvement of a support person in
care through the EHR is necessary for patients with more
complex diagnoses (23). This involvement does not come
without its complexities. Success in involving stakeholders
outside the patient and provider relationship requires a new
look at patient, proxy, and provider readiness for communica-
tion through the EHR.

Implications
This study has several implications for healthcare organiza-
tions. The design of EHR portal features that facilitate
patient, proxy, and provider communication must ensure
the registration process is efficient. A burdensome process
for proxy registration and barriers to access (eg, restricted
internet access) may prevent utilization despite the benefits
of the feature. Policies that reduce disparities caused by geo-
graphic proximity issues and internet access are essential to
growing patient/proxy portal usage. An additional implica-
tion is developing training for healthcare providers on
using the EHR proxy feature as a tool for engaging families,

reducing health disparities, and improving patient care while
dispelling the myth of age as a barrier.

Limitations
This study does have limitations. While this study was done
with a patient, proxy, and provider sample, and data collection
took place over 3 time periods, it was conducted within one
rural primary care clinic. Therefore, the findings may not be
generalizable to all primary or specialty care settings.
Studying the benefits and challenges of proxy access in a
wide variety of healthcare settings may help design policies
and proxy engagement protocols that best fit the context, popu-
lation, and health conditions. As is the case with many research
studies, patients from the current study self-selected to partici-
pate. While this is representative of the real life proxy access
process (ie, patients will self-select their proxy and may
choose whether or not their proxy has access to the proxy func-
tion within the EHR portal) it should be noted that there will
likely be patients who would not choose to give a support
person proxy access. Proxy access may not be a desirable
resource for every patient. Patient agency should be honored
and maintained whenever possible should a healthcare system
offer the EHR proxy feature.

Conclusion
This study is the first known to collect data from patients,
proxies, and providers in the same context about the benefits
of using the patient portal to enhance the patient care experi-
ence. Researchers learned that using the EHR proxy feature
dispelled myths that it would violate patient agency and
require too much time and demonstrated important benefits
to the patient–proxy and proxy–provider relationships.
Researchers also learned that patients and providers experi-
enced the proxy feature as a positive resource for building
connection between the patient, support person, and health-
care providers, as well as increasing their confidence in treat-
ment plan success. While exploratory, more studies like this
one are needed to identify the ways EHR technology such as
patient portals can reduce disparities and add value to the
patient, proxy, and provider healthcare experience.
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