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Background
• Self-reports from patients
done monthly or every few
months in the doctor’s office
have several limitations,
including poor recall, underor over-reporting of events,
among other biases
• We developed a glioblastoma
specific app (OurBrainBank)
using a platform designed by
uMotif, which was previously
used in other conditions but
has been customized for
glioblastoma
• All data is sent to a HIPPA
compliant database
• Subjects can view or export
their own data as well
• This study was initiated and
led by patients with
glioblastomas who are active
on social media

Methods

Results

• Recruitment was mostly • 251 patients (126 M, 125 W)
Parameters most commonly tracked
•
Median
age
48
(18-83)
through social media,
(sleep
quality,
exercise,
mood,
and
• Time from GBM diagnosis
word-of-mouth,
fatigue were mandatory for all)
• < 1yr: 53%
• Parameters such as sleep
• 1-2 years: 25%
quality, exercise, mood, and
•
2-5
years:
19%
fatigue were captured in all
• > 5 years : 3%
• Patients were allowed to
• Total number of motifs
pick 6 other relevant
submitted: 4,025
parameters
• Most patients found symptom
• Here we report preliminary
analyses since launching the tracking useful (average rating
of 7 in 0-10 scale)
app in March 2018
• Symptoms tracked informed
by survey of 160 patients with GBM
A

B

C

D

E

F

Figures

G

H

Conclusions

Methods

• This is a prospective IRBapproved study (New England
IRB)
• Inclusion criteria included:
• age 18 years or older
• diagnosis of
glioblastoma
• English-speaking subject
• availability of a
smartphone or tablet
with iOS or Android
• All patients provided
electronic informed consent
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Screen shots of the app tracking capabilities and the
‘petal’ motifs

• This is the first app for symptom
tracker developed for and by
patients with glioblastomas
• This is a grassroots organization
developed and run by glioblastoma
patients with the objective of
capture the patient experience with
significant more granularity to
improve outcomes
• This pilot study is ongoing and the
next steps are:
• to accrue more patients
• to expand internationally
• to integrate into clinical trial
Contact details:
info@ourbrainbank.com
www.ourbrainbank.com
Twitter: @ourbrainbank

