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Background Responsibility to patients e 40% of participants
Partnerships between industry . ) ,
and academic medicine are critical ...t.h.e two dep.ressmn trlals...were.halted because of "The problem with the private industry is that those
for developing and advancing TUt'i'ty RS, Il .do N T fun.d these companies can fold or be absorbed, or products can be
e e e s s trials? ...H.ow (o [o] y.ou ul.tlmately help these !aatlents whc.) discontinued. Then people who are dependent upon
treat patients. are very sick and |de.nt|fy tho?:e that are going to benefit these devices can no longer use them." (NIR.009)
the most from this potential treatment?” (IR.002)

These partnerships raise ethical Patient safety and pain management co 26.7% of participants

concerns that have tangible

implications for patient "We had a patient...he was on hold with the company "...pain’s tough because from my understanding with
experiences, well-being, and when his battery ran out for something like three days or people with chronic pain is that they’ll do almost
outcomes resulting from something. When the battery runs out, this is a pain anything to have the pain go away. If that requires you
heurotechnology research and patient, so he went from zero pain to excruciating pain. ~ to have a paddle in place implanted into your spinal
clinical treatments. Then they put him on a...hold line for hours. cord or to have stimulators around your dorsal root

That’s crazy.” (NIR.008) ganglion, they’ll do it.” (IR.008)

Inconvenience and cost to patients e 20% of participants

"On [the patients’] end, we keep hearing, "Futility analyses...indicating that a trial shouldn’t continue, and
"How much is it gonna be? Is it gonna be more it being discontinued after being advertised to potential
Methodo lOgy than what | currently pay?...I wish | could have  participants, or discontinued safely, of course, but discontinued
i e reerE G it, but if it Tneanf' th'at it's 80:‘"3 C?St this while pal.'ticipants are still recei\{ing thc.e intervention., thi.ngs like
much, | won't get it. I'm sorry." That's one of that. | think the locus of control is outside of the Institution, and
NI 1 ITESEE 8 I the major things we hear.” (NIR.014) outside of the investigator." (NIR.015)

14 Industry relationship (IR)
16 No industry relationship (NIR)|  patjent privacy e 16 7% of participants

“...because the rules and regulations, the laws
surrounding patient privacy are so strong, everybody
seems to abide by them from my experience. | don't
think that [privacy] would be a concern.” (IR.007)

We report on themes from “If you have brain imaging...it takes a long
qualitative analysis focused on process to deidentify [brain data], and
. . sometimes we don’t know what may be
patient experiences. , "
identifiable.” (NIR.011)
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