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Background Results
- Non-therapeutic intraoperative neurophysiology studies An analysis of patient responses when asked about their decision to join indicated the following themes:
involve basic neuroscience research conducted during a : : :
: e Desire to help improve care
neurosurgical procedure, such as the implantation of a Immediacy of decision Impact of personal experience PP
deep brain stimulator (DBS) device for Parkinson's > | ™ 4 N
disease (PD). [My surgeon] did say, he “I've always liked helping people. “| feel, as myself, as being like a donor, when
. Such research includes electrical recording or ute to think about 1t Also I've lost several very dear o el omve somebody che. that's grent. 0.
- - 0 AliAG ' riends to Parkinson's. And so , -
stimulation, unrelat.ed to the patient’s clinical care, f_or the And I was like, ‘1 don't have N y o ) my thing is with Parkinson's, is anything that |
urpose of advancing knowledge of the human brain.’ - anything that | can do to help make .
purpose g g | _ to. Just put me in the o foal bett 4 continue t can do to maybe further along, it might not
« Since this research is non-therapeutic, these studies do study.” (P5) PEOP el,ee ,t,e ber an y ng nueto benefit me but it might benefit somebody
not offer any added clinical benefit but may subject \ ve, it's better.” (P8) y down the road or from there.” (P9)
already vulnerable patients to further risk. /”It was just something the A r N - /
* This evolving field of research raises novel ethical 2sked hi 'd be willing to dc;l “I wanted to help the doctors "4l believe in teaching hospitals... So | wanted ‘o0
concerns related to informed consent, acceptable risk, and | said, ‘Sure, what the involved, because they made such a make sure that | would be able to, while | was
and overlap of clinical and research components of hell?” (P3) large difference in my life.” (P4) getting relief from my essential tremor, that it
neurosurgical care.’? _ Y, ~ /\ could then help others.” (P5)
* Most ethical and qualitative research about this field has /,,I erelv acked if it Would\ “I'm not sure of the correct count, > /\
focused on perspectives of researchers and physicians Y but half the people | was dealing " . L
Lt . . help someone else. They L r . , | decided to join it so that hopefully | can help
with little focus on the patient experience of non- said it would, and | said W'Fh [m my local Parkinson's somebody else in the same situation or similar
therapeutic research during DBS surgery. ‘Okay.”” (P2) aA\;j:OC'Zt:gTOO\I/eLg: ?{;agso?r?ssif?n circumstances... to benefit the research and
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jective . y . )
Explore patient-participant narratives surrounding their Analysis of quotes addressing decision making throughout the interviews yielded the following additional themes:

Comparative risk

decision to join non-therapeutic intraoperative
neurophysiology research.

4 “The basic thing is. if | didn't trust D) - ~ g “You're already going through all this risk o
Methods hi fh as:c mé IS-{ Ih o rctﬁ | thought, "Well, they can't have and preparation and stress and they're going
Im then | wouldn dve agreed to . . :

» As part of an ongoing qualitative study funded by the have the surgery done at all. So, I'm t?f ma;,y peof'?lefthﬁtbthe?' Zre Inyour brain anyway. As |_0n8 asyoure
BRAIN Initiative, semi-structured interviews were trusting him with that and if this is a asking this sty O 'l be glad to there, if you can accompl!sh.sor?ethmg
conducted with 12 patients (P1-P12) who had _ way thatcan helpanybody” (P3) | help.” (P11) J [ helpful, that was the thinking.” (P3)
participated in non-therapeutic research during their
surgical implantation of a deep brain stimulator for Conclusion

Parkinson’s disease, dystonia, or essential tremor.

* The interviews were transcribed and coded using a
codebook emphasizing risk, patient engagement, and
motivations to participate.

* Afocused thematic analysis of the narratives involving
the decision to participate in the intraoperative research
was completed.

* The decision to participate in non-therapeutic research during DBS implantation was immediate for several patient-
participants, suggesting some patients have reason to feel comfortable joining intraoperative research without hesitation.
 When all interviewees were asked about their decision, their responses revealed that personal experience and the desire to
improve care were primary motivations; additional factors, such as trust, their unique position as neurosurgical patients, and
the minimal risk compared to the DBS surgery provided further context to patients’ reasoning and/or lack of concern.

* These personal and contextual factors are not all traditionally emphasized in the process of informed consent yet seem to
play an important role in patients’ decision-making.
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