
Highlights
Burn survivors were overwhelmingly interested in receiving summary 
reports of their responses to research surveys regardless of if they were 
positive or negative. Most said they would share the results with their 
caregivers and only a few would share with care providers. Simple 
displays, with an option to see more detailed information and 
supportive messaging are essential for the reports to be useful. More 
research is needed to evaluate the roles the report may play in 
recovery and to develop strategies for reaching out to survivors in 
distress. 

Background and Objective:
Research participants often receive little to no feedback after 
participating in a research study. We sought to better understand what 
information burn survivors might want to receive about the responses 
they provided as a part of a research study, and what formats are most 
useful. 
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Methods
A total of 11 burn survivors and 4 caregivers/partners participated in three 
focus groups at Burn Model Systems centers. Multiple formats of reports on 
health domains (e.g. pain, depression, itch) were provided and discussed. 
Understandability of the information, preferred format (graph, table, list), 
and opinions about the formats and content were discussed. 

What Did Not Work

 Graphs were difficult for most 
participants to interpret

Multiple symptoms on one graph was 
confusing

 Participants didn’t know what was being 
graphed and how researchers arrived at 
scores

 Tables seemed easier to interpret;
 Participants did NOT want to be compared to 

the general population or a sample of people 
with similar burn surface area

 Red box was 
received as too 
“harsh” 

 Differences 
between top and 
bottom boxes were 
not understood

 This was too much 
information to 
process 

 Participants did NOT 
think it wise to provide 
negative feedback 
before 1-year post-
burn

 It was difficult to 
provide less good 
news; participants felt 
like they failed/didn’t 
try hard enough

In general…

What Did Work
 A simple summary of “okay” and 

“not as well” areas was easiest for 
participants to understand and not 
too harsh

 For participants who want more 
information they can click on the 
topic to get both graphical and table 
results of actual scores

Click to 
get 
detailed 
results

 Clear and detailed 
information on how to 
interpret the scores, 
graphs, and tables was 
required for participants 
to understand the 
information provided

 Participants felt alcohol, drug, and 
stress resources could be provided to 
everyone regardless of how they 
scored

 Simple messaging with links was 
preferred for feedback on these topics 
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