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Connected care is becoming established as a legitimate and 
effective way to provide many types of care (1). Models of 
connected care increasingly use patient-generated health 
data (PGHD) as a means by which patients and their care 
team can work together to improve both quality of care and 
quality of life (2). Workflows that enable the management 
of chronic conditions in ways that are more acceptable 
to patients and their care teams are needed, and PGHD-
mediated approaches may hold potential. For example, 
in-home remote monitoring via a telehealth system can 
alert providers to ineffective management of congestive 
heart failure and chronic obstructive pulmonary disease, 
allowing them to adjust patients’ medications or care before 
hospitalization is needed (3). Motion detectors can report 
the lack of movement within the home that may signal a 
fall or other health problem, allowing individuals to remain 
independent and in their homes (4). Social media content 
has been shown to accurately reflect treatment practices in 
cancer (5). PGHD also have a role in the diagnosis of health 
conditions (6).

Use of PGHD offers an opportunity to facilitate 
connected care and expand the range of services and support 
that may be offered (7). However, there are no standards for 
use of PGHD, and to date numerous barriers to its use have 
been significant, including reliability of the data generated 
by personal devices (8); privacy and security concerns 
related to data collection, transmission, and storage (2); the 
potential for liability associated with providers’ acceptance 
of PGHD from patients (9); and whether individuals will 
consistently use data generated by consumer-grade devices 

to achieve health goals (10,11).
In their investigation of PGHD in mobile Health 

applications, Lavallee and colleagues shed light on the 
needs, goals, and concerns of patients and providers 
with experience using PGHD in routine care, as well as 
healthcare administrators. Through interviews with 41 
patients, care team members, and administrators, the 
authors identify key considerations for the use of PGHD 
in clinical practice and put forward principles to support 
effective use of PGHD in clinical practice. Their work 
extends the field in several important ways.

First, this work supports the idea that individuals who 
proactively use tools to generate personal health data are 
intentional about data collection and sharing with providers 
and have specific purposes in mind for these data, and that 
this data collection and sharing support the health goals 
and health-sustaining practices of users. In particular, 
people who create and share PGHD do so as a way to more 
efficiently use their limited face-to-face time with clinicians. 
Some patients so prefer this approach to care that they 
seek out providers who are comfortable using PGHD in 
shared decision making. From the provider perspective, 
incorporation of PGHD into care pathways improves 
patient engagement and permits a better understanding of 
patients’ health outside the clinic.

Next, the study elicits how use of PGHD supports and 
drives improved care when PGHD collection is aligned 
with measurement-based care. The collection, sharing, and 
review of PGHD by partnered patients and providers not 
only support improved patient outcomes, but also facilitate 
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patient engagement and proactive involvement in health-
promoting activities. Too, providers find that individuals 
who manage their health using devices that create PGHD 
are less prone to reporting what they believe providers want 
to hear and less likely to be affected by stigma associated 
with difficult-to-discuss topics.

Lavallee and colleagues’ work identifies positive and 
negative unintended consequences of PGHD that merit 
further study. Individuals who collect PGHD may be 
motivated to adopt healthier practices, find social support, 
or build confidence in their ability to manage their health. 
However, they may also be subject to anxiety or stress, and 
relationships with family members and friends may change.

This work delineates the impact that a lack of standards 
related to PGHD collection and sharing has on care in 
the clinical environment. Individuals have many choices 
in terms of the devices they use and the data they collect, 
and management of their data across platforms and systems 
remains a barrier to use of PGHD. Providers, too, struggle 
with the broad range of data types, formats, and interfaces, 
and will be even more challenged to effectively use PGHD 
as healthcare becomes increasingly personalized. Until 
standards are implemented across devices and clinical 
systems (e.g., electronic health records), the potential for 
PGHD to enhance care will remain unrealized.

Finally, this work reinforces the need to address barriers 
to implementation of PGHD use identified in previous 
work. Alignment with health system goals, selection of 
appropriate devices and types of data, training in effective 
PGHD use, and lack of reimbursement remain significant 
challenges for administrators. Until these challenges are 
resolved, routine PGHD use will be difficult to integrate 
into clinical workflows.

Efforts to understand patients’ views about their 
goals and expectations are becoming standard in health 
services research. However, in much work patients are 
often an afterthought, or included as a token presence, 
even in investigations that seek to be patient-centered or 
inclusive of the patient perspective. It is heartening to see 
researchers include equal proportions of patient/caregiver 
and healthcare provider/administrator participants in this 
research.

With the shift to a healthcare system that makes greater 
use of digital tools and digitally facilitated strategies comes 
a need for a more nuanced understanding of patients’ 
and providers’ needs and goals, as well as the concerns of 
health system administrators charged with supporting a 
systemwide digital platform. In this work, Lavallee and 

colleagues have expanded the field’s understanding of key 
considerations underlying the use of PGHD in primary care 
and laid a foundation for development of patient-centered, 
PGHD-mediated digital care.
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