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Abstract  

Hospital safety has long been acknowledged as a problem in the United States. Although patients and caregivers have 

great potential to help prevent these errors, less is known about their perspectives and information needs regarding 

these quality and safety problems. To fill this knowledge gap, we surveyed 246 individuals at two hospital sites. Our 

analysis informs the design of inpatient tools to further involve patients and caregivers in error prevention. 

 

Introduction: For almost twenty years, much attention has been given to the problem of preventable medical errors 

in United States hospitals (1). Despite this attention, a recent estimate suggests medical errors are the third leading 

cause of death (2). Because inpatients and caregivers are witnesses to all care they receive, they have great potential to 

play a key role in preventing a broad spectrum of quality and safety problems, and in avoiding harm. However, 

inpatients and caregivers currently do not have sufficient tools to help them identify these errors and manage their 

effects. To design powerful technologies for patients and caregivers to prevent error, we must first understand their 

experiences and know their information needs.   

Methods: We created a web-based, anonymized survey asking patients and caregivers to describe their experiences 

with undesirable events, which we define in our survey as something that was (1) a small or big concern, (2) was 

unpleasant or caused harm, and (3) could have been avoided. Recruitment took place at two sites: a pediatric hospital 

and adult hospital. Patients and caregivers were approached in-person and were eligible if they were: well enough to 

provide informed consent, comfortable communicating in English, had experienced an undesirable event during a 

previous or the current hospital stay, and had spent at least one night in the hospital during their current visit. 

Participants were asked to identify as either a patient or caregiver, describe their undesirable event experience in their 

own words, and specify what information would have been important to know at the time of the event. Two research 

team members conducted an iterative and inductive qualitative analysis to examine the types of events that participants 

described. Descriptive statistics were used to analyze the information needs identified.  
Results: Our research team approached a total of 606 patients and caregivers, of which 312 (51.5%) were eligible for 

participation. Out of 312, we received 246 survey responses (response rate 77.56%). Our qualitative analysis revealed 

19 types of undesirable events, many of which fall outside of traditional clinical definitions of error. Additionally, a 

wide variety of information needs were identified, spanning all aspects of the hospital stay (e.g., introduction to care 

team, institution-specific resources, discharge details). The relationship between the type of undesirable event and 

types of information needs proved to be complicated, as each person’s experience and needs manifested in a unique 

way. Although every experience was different, we found patterns of information needs among patients and caregivers. 

For example, patients tended to favor information about their care team and daily schedules, while caregivers wanted 

information regarding treatment plans and who to contact for help or questions. The use of a qualitative, open-ended 

method revealed findings that suggest hospitalized individuals want information at a deeper level: not just the what, 

but also the why behind care decisions. Knowing these details can help facilitate more substantial and informed 

conversations with their care team as an undesirable event unfolds. However, this information is not easily accessible 

to patients and caregivers, and their needs go beyond what is offered by existing patient portals and Electronic Health 

Records. Therefore, more work is necessary for patient-facing systems to incorporate inpatient perspectives and 

information needs regarding safety issues in the hospital. 

Conclusion: Understanding what types of problems patients and caregivers experience, and knowing the information 

these individuals need to prevent these problems, will help guide the design and implementation of inpatient systems 

that will successfully involve inpatients and caregivers in error identification, prevention, and reporting.  
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