










total write-in 
examples were 

shared

29

total write-in 
examples were 

shared

18

CONCLUSIONS

learners reported the activity positively 
impacted clinical practice, patient 
experience/outcomes 

Positive Impact on Patient Outcomes and Clinical Practice

91%

n=25

Positive Impact on Health-Related Behavior and Communication

patients/caregivers 
reported the activity 
positively impacted 
communication with 
HCPs

30%

n=20

patients/caregivers 
reported the activity 
positively impacted their 
control of  healthcare 
decisions

55%

n=20

Feel more empowered to 
speak up and ask questions 

or express concerns.

I am able to determine which 
treatments will be appropriate 

for which patients.

I consider the diagnosis of 
SMA more frequently.

Better utilization of 
FDA-approved 

medication for SMA.

Begun to think more about the 
importance of establishing 

transitional care coordination 
as children age out of pediatric 

clinical care.

We feel more 
knowledgeable about 

deciding which treatment to 
pick for our newborn and 
how to care for him after.

The options are always changing, 
and just being aware of all of them 
is an important step in making the 
decisions for which treatment path 

is best for me.

HCP Patient/Caregiver

I feel more comfortable and con�dent 
encouraging my 11-year old and my 
8-year old to speak on what they are 

thinking, what their concerns are, and to 
advocate for their opinions as well, 

making sure the care team knows what 
they are thinking and feeling.



CONCLUSIONS

Data support the positive impacts of tethered 
live-online HCP and P/C education to prepare both 
entities for the evolving care needs of children and 
young adults with SMA who receive DMTs. However, 
�ndings also highlight the need for additional 
education for both groups regarding the role of 
prenatal screening, perinatal care, sexual health, and 
pregnancy for women with SMA and to enhance the 
quality of communication between both entities. 

For questions or any requests for additional information, please 
reach out to Carole Drexel, PhD at cdrexel@platformq.com.
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