
DBS and the patient’s lived experience: 
What can we saiy about the comparison between neurology and 

psychiatry? 
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Some PD patients:
 were not satisfied or did not experienced any social readjustment
 complained that the stimulation did not work, that they did not feel the benefit of it
 will ask that the parameters be adjusted, that stimulation be increased, or think that 

it has stopped.

 They want to improve a state that is not only related to neurological motor criteria 
but to a more general personal context 



A “body-mind rupture”: 
the psychopedagogical model

 At first, PD patients with social-adjustment problems were integrated into two of the 
team’s articles on the behavioral and cognitive problems induced by DBS or 
pharmacological treatment 

 These problems are not the result of DBS adverse effects (behavioral or cognitive 
disorders)

 Psychopedagogical explanation: It is therefore because DBS improves the patient’s 
symptomatic state, radically and suddenly, that the patient is having trouble. 

 Patients are not always well prepared and need to be informed

 DBS is seen to cause a rupture in the patient’s life (biographical disruption) (Gisquet
2008) 

 “They sometimes have problems when they return to social life. Their family and friends 
are not ready for the new person, not accustomed to him or her. It is like getting out of jail. 
There is an appetite for life.” (a neurologist)



Opening the ethical debates in DBS for PD

 These unhappy patients were a minority, never quantified on account of the absence of 
strict criteria to characterize them (rather, they were placed under a default 
categorization for lack of any other explanation) and especially of their variability

 This is expressed – contrary to the rest of the literature – through the insertion of several 
clinical vignettes. They need to report this ill-being, which evaluation scales sometimes 
identified but were not able to express in its complexity

 20 years after the first surgery: These publications have initiated the philosophical and 
ethical debate about DBS for Parkinson’s disease (identity, continuity of the self, 
autononomy, risk/benefits, etc.)



« Personnality disorders are killing our ressources » (a neurologist) 



“I’m okay, but not doing very well.”
OCD and social adaptation

 OCD patient daily life had been demolished by the disease, and now, 
with their OCD alleviated, they must build a new life on the ruins of the 
old one

“I suffer from loneliness, I’m all alone, and then my father died two years 
ago, and then my mother has Alzheimer’s disease. She’s in a retirement 
home but she doesn’t get very good care, that’s what I’m worried about, so 
I have to change her [retirement home]. And then I’m having problems 
with the takeover man [taking over the family company]. All that… I 
shouldn’t have had to have trouble with the stimulation settings, I 
shouldn’t have had to have worries, and then I’m alone, I’m suffering from 
loneliness, but well, I sometimes think about getting back together with 
someone, with a woman (…). But the OCD is 70% better.” 





The “psychotherapeutic” model

 Social maladaptation and worsening of functioning are ethical criteria to 
experiment DBS for OCD (in DBS for PD: social maladaptation is a 
consequence of DBS effect and lack of information)

 A “psychotherapeutic” follow-up care: once the symptoms have been reduced 
under the effect of DBS, it aims to support and to accompany the patient in 
his/her social reintegration and adjustment process (listening, supporting, 
counseling + psychopharmacological prescription)

 « It gives access to another dimension of the disease » (a psychiatrist)

 DBS as a « potentializer of social rehabilitation » (vs psychopharmacology as a 
« potentializer of psychotherapy » in the 60’: Ehrenberg, 1998)



The difference between neurology and psychiatry

 Lesion vs function, capacities vs functioning

 Mayberg about DBS for depression: « You are changing the whole
person » 

 Schurrman: « Depression is more a state of the brain or person, or 
both, rather than tic that comes and go »


