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Abstract 
An Electronic Health Record (EHR) contains comprehensive digital collection of patient health 
information compiled at one or more medical encounters. This vast repository of information has already 
benefited medical efficiency and hospital procedures, improving access to patient records and 
standardizing workflow. However, EHR information is not typically accessible to patients, who are 
frequently under-informed about their own health care. In this poster paper, we present a preliminary 
analysis of a qualitative study on patient care trajectories to examine patient information needs in 
emergency care settings, where information is often scarce for patients.  

Introduction 
Recent initiatives in the healthcare field have made patient-centered care – wherein patients and providers 
work together to make decisions about treatment options – a foremost priority. Patients are beginning to be 
seen as informed consumers of medical services, and are encouraged to participate actively in their own 
care. However, in reality, patients are still not engaged or involved in their care in hospital settings. During 
a hospital stay, patients often lack access to medical information regarding their own healthcare, such as 
medical records. Moreover, patients have not been included in the current design of Health Information 
Technologies (HIT), such as an EHR, deployed in hospitals – technologies are mostly designed to support 
clinicians’ work efficiency [1, 3]. As a result, hospital patients often experience anxiety due to lack of 
information, and are apt to stay passive in the decision-making process.  
 
In emergency care, it is particularly challenging for patients to understand their medical situations, because 
they do not have sufficient information about sudden, unexpected breakouts of diseases. In addition, 
because of the team-based work practices in emergency care, patients have to interact with multiple 
medical team members to stay informed of their care situation. While care providers are busy with ongoing 
care for multiple patients, dealing with short patient turnaround time and using many different information 
systems to complete their care tasks, patients are frequently left to wait for updates. Thus, it often becomes 
difficult to achieve to keep patients informed by communicating information in a timely or efficient manner 
during the ED care process [3]. This lack of information is an obstacle to patient-centered care, impeding 
patients from actively participating in their own care. Better acquisition, communication and sharing of 
information is therefore desirable by patients in emergency care setting. 
 
Several recent studies recognize that the importance of allowing hospital patients access to their medical 
information in real time to improve care quality and communication with clinicians [2, 4, 5]. However, 
these works do not specify the nature of the information patients need or desire to have, nor do they 
consider details of the current practice of what types of information are available or not, and how patients 
and caregivers seek and obtain information during their hospital stay. Therefore, our research seeks to 
identify the different types of information patients need as well as potential design opportunities for patient-
centric technology or future EHR to support these needs during emergency hospital visits.  

Method 
We conducted a field study with the goal of understanding patients’ journey in emergency care and 
revealing opportunities in the design space for using information technology to improve patients’ access to 
information they value and need. Our field study was performed in an Emergency Department (ED) at a 
teaching hospital. The methods included patient observations and in-depth interviews with patients, 
caregivers, and clinicians. In observation sessions, we followed the entire care journey of ED patients from 
the waiting room up to discharge/admission to understand the experiences and challenges of an ED stay. 
Observations allowed us to reveal patients’ information needs and awareness in real situations. In-depth, 
open-ended interviews of study participants focused on attitudes, perceptions, concerns, and latent 
information needs that were not expressed verbally or visually during observation sessions. The interviews 



targeted patients’ information needs, information-seeking behaviors, and information exchanges between 
patients, caregivers, and providers. So far, we have completed 15 patient observations and 4 interviews.  
This paper reports some preliminary findings from our field study. 

Preliminary Findings and Discussions 
Observation and interviews with ED patients revealed a wide range of information patients considered 
significant. Despite discrepancies in education levels and familiarity with their diseases, all participants 
expressed the need to access more care-related information throughout their ED stay. Below, we describe 
several instances taken from our observations, which capture the types of information needs emerged from 
our initial data analysis.  

Health knowledge related information  
The first type of information needs identified through our study was health knowledge related information. 
Health knowledge included any health-related understanding on medical information, procedures or 
activities occurred during the ED stay – including diagnosis, physical exam, lab or radiology test results, 
medication, and treatment. Throughout the ED care, participants are expected to know or seek this 
information to communicate with care providers in order to receive the best medical care; however, it was 
often challenging for patients to understand and remember all the details due to unfamiliar terminology and 
lack of medical knowledge or information source. For instance, when asked about their medical condition 
in the ED, several participants could not recall the exact names of previous prognoses or medical 
procedures; a few patients still did not understand their diagnoses even after leaving the ED. This suggests 
there a need for a system to support patients’ ability to recall and understand medical details occurred 
inside ED, by providing access to their health information as well as patient-friendly information on 
medical terms and interpretation during emergency visits.   

Progress and process information 
Awareness of the status and progress of one’s care played a significant role in participants’ trust in their 
care providers and their satisfaction with the quality of care they received in the ED. While they were in the 
waiting room, bedside or patient rooms, participants consistently wanted to know up-to-date information 
and available resources relevant to their stay, which often affected their comfort. Progress and process 
information ranged from information on the care processes in progress (e.g. the status of test results) and 
contextual information about care providers (e.g. wait times, clinicians’ names, roles, location, and 
presence), to ED practice (e.g., general ED care process and facilities). This information would inform 
choices such as who to talk to, what decisions to make and what treatment to undergo. However, this 
information is not efficiently supported in the current practice and system, unless patients actively approach 
ED staff to request. This suggests a design opportunity for interactive systems to expressively illustrate 
ongoing care status and availability of resources. Providing a patient with information on care in progress 
can also help bridge the communication gap with busy care providers and keep the patient in the loop.  

Trajectory information 
A key feature of emergency care is the difficulty of not knowing care procedures and plans, in other words, 
knowing care trajectory information. Unlike out-clinics, where patients and care providers have specific 
plans or share a similar understanding of the next visit, the ED treats patients who are not yet familiar with 
their emergent medical situations, nor with the emergency care process. One way participants compensated 
for this was by asking clinicians early on, even during the first consultation, about what to expect, e.g. if 
they could see a specialist or whether they would have to stay overnight in the ED or be admitted, in order 
to prepare the right questions to ask or coordinate schedules with caregivers and coworkers. This suggests 
there are larger opportunities for designing interactive systems to extend the use of information to support 
present care, to stimulate quality communication with care providers, and to support better collaboration 
with others inside and outside the ED, by sharing possible upcoming care plans with patients.  
 
In this paper, we find there is a significant need among ED patients to increase accessibility of their health 
knowledge information, progress and process information, and trajectory information. Some of these needs 
can be supported by the EHR system, however, the current system design does not support patient needs, 
nor does it provide access. These findings suggest a series of design opportunities for future designs of 
EHR or patient-centric information systems to engage patient participation in care: developing access to 
health-related information and knowledge; providing expressive updates on care status and resources; and 
leveraging information on the care trajectory. 
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