DBS : Unchartered Territory- A Nurses’ Perspective

Many people who contract an incurable disease devote themselves to finding a cure. I wasn't  one of those people.  I was a 39 year old Registered Nurse who worked in the Critical Care Division of New York-Presbyterian Hospital in New York City, yet was  diagnosed with dystonia in 1993. Dystonia is a neurological (movement) disorder characterized by overactivity of a specific muscle and/or group of muscles which causes involuntary movements, tremors and bizarre postures. In my case the cause for my dystonia has never been identified. 
       I simply woke up one morning with a "stiff or wry neck". I recall "my neck felt "funny". There was something wrong with it ". It was as though some invisible force was pulling my neck and I was resisting. Yet, the more I did try to resist the pulling sensation the greater the pulling sensation became ".Quickly I developed spatial disorientation, began having falls, developed an intoxicated gait, yet I continued working in one of the busiest medical centers in the U.S. 
     Within months my neck was not becoming any better and my head hung to one side weighing like a two ton rock. It was frozen in position, locked and causing intense discomfort. Life was getting difficult, almost unbearable. And not a single physician seemed to be able to diagnose my symptoms. Eventually I self-diagnosed myself by finding a picture of a woman with a similar condition in a classic neurology textbook. The doctors I encountered, the specialists, all seemed puzzled - confused when I entered their offices to announce that I had found a diagnosis. It seemed to me as if they wanted to say something to me, but couldn't find the right words. A stress-related disorder ? A "woman's disease "? By now my hands had begun to fly up into the air gripping my hair in an effort to stop the violent twisting and turning of my neck. While this had the effect of stopping my neck from flailing around; it was only a very short term solution to what was to become a lifelong problem. 
       When I walked I looked like someone who had been in a bar for too long and had too much to drink - I knew people thought that I was drunk, intoxicated, perhaps they thought I   was an alcoholic. When using public transport I learned to run past people so that I could get an unoccupied seat while at the same time avoiding those seats reserved on the public transit system for "the disabled" - after all I wasn't one of them! At that time little did I know that my symptoms were classified into a group of disorders known in neurological circles as "chronic disabilities". I tried wearing a soft cervical collar at work to control the twisting and spasms. Patients and friends wondered why I was wearing such a thing. I always gave the simple answer - "stiff neck". 
     Then began a long tedious 13 year ordeal of being " fed " oral medications used to control every other neurological condition - tics, tourettes, Parkinsons, seizures except dystonia. Dystonia was and remains as cureless as it was in the early 19th century. Driving became impossible and I relocated to Manhattan where Botox was available to patients. When injected into muscles, it would temporarily stop my spasms for a period of 10 to 12 weeks. As far as I was concerned I was facing retirement in my mid-20s. Nursing was my livelihood and I loved it. I hated looking in a mirror or a photograph as I was distressed and upset at the person looking back at me. I didn't like that person. Just as the intenseness of my green eyes gazed at me; so did the posture which I saw as grotesque and horrible. There were moments when I felt caged in by the disease; it caused me to live a life that was lonely, isolated as well as a life of social embarrassment. In public I began wearing a variety of scarves and sweaters that had collars - they hid the physical distortion I saw in the morning each day. I stopped wearing dresses. The mental anguish persisted, often in silence unbeknownst to family, friends and colleagues. Within time immunity to Botox developed and I began clinical trials with a newer form of botulinum toxin, one of the deadliest poison known to man, called MyoBloc. I derived benefits from this toxin for 8 years, even being able to ride my bicycle again. 
     Then in 2004, immunity to MyoBloc developed, the toxin no longer worked. Oral medications were loosing their power, if any, over my dystonia and I began investigating the neurosurgical procedure called Deep Brain Stimulation, placement of a brain "pacemaker" that could override her misfiring neurons and diminish her symptoms of dystonia. It was also a condition for which there was little if any treatment that would alleviate the symptoms, the spasms, the exhaustion the utter discomfort and the feeling of utter despair. I didn't want to live in darkness when there was light. I also was tired of alternative or complementary care. I wanted a treatment that was more permanent and DBS was it. 
     An online search brought me to Weill Medical College of Cornell University. I had investigated the procedure out West and elsewhere obtaining several consultations. Within an hour of leaving the office, I knew the procedure would help correct and diminish many of my dystonic symptoms which were now affecting my work performance as an ICU nurse especially in the Open Heart Unit at NYP-Presbyterian where former President Clinton had recovered from his surgery. The idea of the procedure alone gave me much needed hope - It would reduce the constant planning of daily activities, diminish the intense pain associated with the disorder and would improve my quality of life - allowing me to enter a restaurant without being stared at blatantly and, maybe, possibly return to a social life marked by cycling, writing, and redeveloping social relationships.  My neurosurgeon was competent, compassionate, reassuring and had not acted as a high brow consultant that I had met years ago - during 5 to 6 years of misdiagnosis. I wanted to live. To simply "be still ", yet live a life in motion. 
       By Nov 4 I had signed the consent form for the procedure and sought out a photographer to help me document my journey ( www.parasphotography.com/beka.html ) . Totally unbeknownst to the dystonia community I embarked on the meticulous journey into Deep Brain Stimulation on Dec 30, 2004 once my current graduate school semester was completed. The Operating Room was filled with anesthesiologists, nurses, doctors and electrophysiologists - I was surrounded by a staff of 15 people at all times. I recall being constantly asked by the staff "if I was OK ?" Eventually I began jokingly replying "that I was not ! ". I felt no pain during the procedure except for a vibratory effect as my skull was drilled open. But within twenty-four hours of the nine hour brain operation, I was walking back to my apartment from the hospital eating and laughing. The operation had begun at 5:45 am and was completed by 6 pm. I was out on Fifth Avenue buying a new wardrobe that Sunday and attending mass at St. Patrick's Cathedral within 48 hours of undergoing major brain surgery. I had not experienced any of the risks- seizures, stroke, hemorrhage or frontal lobe headaches. 
       I admit the surgery is not "the run of the mill "surgery with Medtronic, the innovative company that manufactures the device. The treatment uses a surgically implanted device, similar to a cardiac pacemaker, to deliver carefully controlled electrical stimulation to precisely targeted areas within the brain. Stimulation of these areas appears to block the brain signals that cause the motor symptoms associated with dystonia. To date, a handful of patients with dystonia have undergone the procedure, few with the type of dystonia I exhibited - cervical or neck dystonia that had progressed to a hemidystonia. It turned out to be that I was the first patient with dystonia to undergo the procedure at Weill-Cornell. It's absolutely essential that others considering DBS become as well-informed as they can be and utilize the www.newhopefordystonia.com site that has a listing of qualified physicians who perform the procedure. 
       I returned to Weill Cornell for programming of my pacemaker on Jan 12, 2005 with a new outlook on life. I had gone and entered my own journey towards functionality, normalcy and life.  DBS has proven to be my ticket out of the realms of a devastating, debilitating disorder called dystonia. No longer must I plan every aspect of my life; no longer am I surrounded by dystonia or the despair of depression and pain. I was free to return to a life that had begun 15 plus years ago- a life filled with promise and hope. It all is rather amazing to me. The entire world seems new to me.  It was like I woke up from a bad dream and that the 15 plus years with dystonia didn't exist. I have spent days just looking at things and commenting to myself how different things look because I'm not twisting, posturing or in constant pain etc.  Even colors look different.  Now I can wear high heels! It might sound ridiculous to you, but DBS has given me the start of a new life - one that I left so long ago and can't even remember at this point. It's all about relearning life now.

 First of all, let me make it absolutely clear that DBS is not a cure for any type of dystonia, Second , each type of dystonia responds differently to DBS settings. Thirdly, it is foolish to assume that what another person experiences with DBS is what you will experience with your own settings, programming etc. Forthly, there are no set guidelines for DBS and selection of patient criteria although I have already written to the World Society of Stereostatic and Functional Neurosurgeons ( www.wssfn.org ) asking them to begin considering establishing patient guidelines and standards of care for DBS. 


On Valentine's Day ( Feb 14th, 2005 )  I returned to work, which proved to be immensely tiring, absolutely every single Unit wanted to know " How I was ? ". Assignments were heavier than before, but conversations only centered on DBS for  entire 12 hour shifts. I did not wear a wig, hat or scarf. By now I felt fairly comfortable with my short, short hair. By March  I felt like a sinking ship. My gait became weaving in nature again. And I couldn't keep my hands out of my hair -not that there was much hair anyway. I was leaning against walls again. I no longer felt fluid in my movements. They had no beginning, middle or end. Was this the way it was with programming ??? Was this so-called DBS success ? Adjusting to DBS was not just adjusting to new settings,but it also involved adjusting to a new set of life circumstances - returning to possibly a completely new set of life experiences. But I began recognizing that DBS was a life-changing event emotionally, physically, socially and mentally. I am not too sure if I was as well prepared as I should have been at the start of DBS. There was so much to learn. I was reprogrammed and things were better again for the time being.

I still did not understand how frequently adjustments or reprogramming of the IPG were in order for me. I felt lost about programming. Voltages, amplitudes, pulse rates and widths. It all seemed like a foreign language in me. I was beginning to feel frustrated and distressed. I also began noticing a pattern. My settings were clearly lasting only 6 to 7 weeks at a time. 20 % of my battery had already been used up. What was it about my dystonia that was making it so hard to ensure success ? Long-lasting success with settings ? Or was this happening to others with dystonia  as well ? Was I emotionally undone at this point ? What was my programmer going to think of me ? What about my neurosurgeon ? I wasn't in the mood to see him anyway. I didn't give a hoot about programming, my neurosurgical team, voltages, DBS , dystonia or about anything at this point. I wasn't as tough as I was always being portrayed in real life and on television. I was on a new journey. I wasn't on top of society life either. Life was NEW. And right now I was a real human being  with too many chaotic-like emotions. And least of all, I didn't know what was coming next for me....? 
Labor Day was nearing and once more , my body began feeling the effects of dystonia again. Hey, what can I say I was nearing the magic 6-to 7 week mark again. I wanted to punch a wall. Any wall would do especially mahogany built ones. Meetings at Medtronic were being held to assess device improvements. I solicited some of my other DBS friends for their suggestions and sent a 2 page 600 word document to my neurosurgeon about device improvements. Whether Medtronic engineers would listen was another matter. We all wanted a rechargeable battery. I wanted a new Activa Therapy Controller. The current design felt too clumsy and bulky; I was still afraid to use it. Guess it didn't feel user-friendly to me. My sisters' dog was friendlier than the device was !! My symptoms steadily but menacingly returned over a 11 day period in Upstate New York when I was lavishing my time on jet skies and a Lake Summer cottage with my family. A new Super Walmart had opened in the area.


After visiting Walmart for some unknown reason I decided to check my IPG battery - the second time ever - to see if things were working properly. A yellow light appeared indicating that my IPG was in the OFF mode.  I became frantic , rereading Medtronic's Active Therapy Control booklet 100 times hoping that I had missed something. Increasing pain and twisting had been problematic, but I had taken no notice. Even though logic had said that something was wrong. I decided to turn myself back on and needless to say ended up with a power surge  erupting in my head followed by my usual over-stimulation side effects of headaches and nausea. At one point I thought I had gone into a cardiac arrhythmia. That was the last thing I needed.  My neurosurgeon concluded that Walmarts' antitheft detectors had most likely turned me off by formulating a timeline.

Unfortunately I landed myself in another unexpected unintentional ' wash-out " period of 11 days or so with symptoms reaching a high point by Labors' Day. This time my symptoms again felt 10 times worse than they had before DBS implantation. What had I gotten myself into ? Was this the right decision ? DBS was only a Band-Aid. This I clearly understood. Yet frustration levels. I didn't know what to believe; who to believe, least of all - myself- did I truly have the finesse to be able to live with the hardware, its' pitfalls and successes on a continuous basis ? I wanted to, but was unsure of how to do so. I also felt at a loss of how to troubleshoot the system independently without the help of anyone. As an ICU nurse, I had learned the skills to problem solve patient issues, equipment failures in a matter of minutes. And now I couldn't even problem solve my own device.  However I was beginning to understand that STRESS, lack of sleep and FATIGUE played a role in how well one coped with the hardware. These were 3 factors that I had dealt with rather confidently over the years. Having them chopped like fine tuna lately was scary, demoralizing, and unsettling to me.

I had to make some lifestyle changes. The biggest being redefining myself as person without dystonia and DBS. I had felt trapped by the device for months. Neither was programming going in the right direction. I had last been programmed on the 8th of October with my voltages being increased to 2.6 from 2.4 by my neurosurgeon. Things seemed to be working fairly well until that magic 6 to 7 week mark arrived close to Thanksgiving

Wondering how I had arrived to my 1 year post DBS anniversary filled with too many expectations that had not been explained to me prior to the procedure. As Roger, a friend who also had undergone DBS for Tremor,  had told me I felt raw, awkward and misplaced. I felt dreadfully lonely when on a cool windy Fall day I realized that I was the only tenant who had been implanted with the device in my entire 6 story apartment building; I was the only person in the neighborhood strolling around with the device. There was no one riding the M2, M3, and M4 bus routes with the same device. There was absolutely no one at work with the implanted pacemaker.  I was seen as "famous" at work for implanting the device and would receive accolades of " Bek , you look great !". Yet I felt like I was the only person on the planet with the device.


December came and went as did my 1 year Anniversary date for DBS. It had been a year since the device had been placed. I was still learning about the system. It had its successes yet pitfalls and failures also existed. One of the most important points to make is those considering DBS should examine themselves as individuals, persons with dystonia, their emotional levels, DBS EXPECTATIONS and coping mechanisms. Today there seems to be no consensus -approved guidelines for the : 

1. Selection of patients who will most likely benefit from the procedure, 

2. Training of personnel or staff who program the stimulators 

3. How, when or where should programming take place, 

4. How to educate patients and physicians about complications,and 

5. How should these complications be managed.

    There seems to a criss-crossing of patients from one Medical Center to another across the United States, at least, in attempting to find the "best " possible neurosurgeons who perform DBS for PD, ET and Dystonia. Roberta Rubin- Greenberg , a skilled programmer in California, said it best : “The thing to emphasize is that even though the surgery is the big  dramatic moment, it is only the first step in the DBS journey. Once one is implanted, one is far from being  "done". Sadly, patients give little thought to how and where they will receive this care, even  though, really, it requires equal or even greater consideration than the implanting decision.  Patients do need to place a little thought into what they're going to DO when they get home after traveling thousands of miles for the implant.But regardless, they are still traveling miles and searching with little educational back-up. I recognize that Medtronic does have a screened list of implantors and  neurologists on their website. I believe to make this list, the providers must have completed Medtronic sponsored training, and have performed a minimum number of cases. So, patients don't have to fly entirely blind. Yet, unfortunately they are in many cases. “

heartbreak and pain associated with this. Good programmers are few and far between. A great additional need is to bring programming up in its stature and recognizing it for the special talents that it requires. However, basic scopes of practice need to be conveyed with patients being educated on these guidelines and individual DBS expectations. 

I’ve now passed my 3rd year anniversary, 2008, a year filled with chaotic, chilling and unexpected, but indecivesive emotions along with social and physical changes including a Master’s degree in Nursing ! To be honest, many of you have written asking “How I am?’ yet I have been somewhat reluctant in answering many of your questions pertaining to DBS. Primarily because I haven’t wanted to dash hopes and dreams about DBS being a potential treatment for all persons with dystonia, because there are no guarantees or set rules and outcomes to the procedure. But, as a nurse and, now, nurse practitioner, reviewing the Nurses’ Code of Ethics I have to be honest and truthful. You will read about events that you don’t want to hear; emotions that you did not expect and coping dis-abilities from me. I’m not as strong as everyone thinks or has concluded !

No one could tell that I had a movement disorder at times with proper programming. So, my neurosurgeon, Dr. Mike and I went to work and garnered even more media coverage with NBC, CBS, and Nursing Journals on a National level. Life was good. I felt good, decent, blameless, and worthy.







Yet, as time went by, programming became more difficult and time-consuming. Finding those right “optimal “settings were tricky, complex, not easy, and would cause many side-effects including leg dragging, loss of speech, hoarseness, loss of verbal understanding (expressive aphasia that is seen in stroke patients), gait difficulties, tingling of the limbs (parasthesias) during the sessions. Dr. Mike and I continued to try and find the right settings. With time we did eventually. But it was a tiring, strenuous, exhausting, wearing, laborious, and arduous time. Anyone not expecting this during programming is being unrealistic about this process. Worrying about the Halo Frame and loss of hair is meager compared to the aftermath of DBSurgery.

At times I wanted to give up; there was also something else that was occurring each time settings changes were made by early 2007- signs of depression would develop about a week after DBS reprogramming. Suicidal thoughts came about – it was almost as if a key was being switched on and off in my brain that controlled these emotions. I landed in a psychiatrists’ office- one who had no idea what DBS was or how it worked. But, research was coming out reporting cognitive changes in patients with DBS. The antidepressants Zoloft was tired for 30 days; followed by Effexor XR,even though I knew of the risk the drug had with possibly worsening my dystonia. It was a risk I had to take. No choice or jump into the East River. I developed an obsession with the East River. And was constantly being saved by Dr. Mike’ telephone calls.



But, feelings of darkness, hopeless, doom, gloom, despair continued with my mother calling me practically everyday for months. My younger sister had moved to LA, California; thus family support existed overseas or a long 7 hour drive away. I felt disappointed that programming was now an ongoing issue. Then BOOM! We found the right settings and for 9 months I was able to work solely in the Open Heart Unit with Dr. Mehmet Oz, MD without any programming at all. Ahh- life was good again. My mood improved as I worked and traveled. I rode a bicycle twice in Aruba; however once steering into a vehicle. In the process ripping up my knee; yet without thinking I recall jumping in to the Atlantic ocean off the coast of Aruba with a bloody knee not thinking that I was likely to attract sharks !



By September 2007, I really had no complaints; it had been a long, rocky and winding road. However from nursing colleagues I began hearing comments that DBS had changed me, tweaked my brain in the process, altering my personality. What could I do? Had I changed personality wise? I really couldn’t tell you if this is true or not. Physically, the feelings of doom had left me with immense weight loss- 110 pounds, Height 5’8. Some said that I was now perfect for running down a fashion runway as a model. Foolish!!!

Effexor XL was slowly tapered, which led to an increase in dystonia symptoms, pain, sensory tricks, DBS headaches, Klonopin became the drug of choice for me again. Difficulties walking again became routine, crossing NYC streets without being hit by a yellow cabby became a risk. Planning life became a routine again. Sleeping on ice packs to diminish the pain became a norm. Heat did nothing for me. Wearing a soft cervical collar was brought out of the closet. In reality, Dystonia had been waxing and waning for the past year, yet everyone else with dystonia wanted to desperately know “how well DBS was working for me?’”. I would really limit my answers in my return emails. I, myself, desperately, wanted DBS to last. I had tried to ignore the return of symptoms.


After all, I had not experienced any lead breakages, wire breaks, lead migration, infections, or battery changes. Yet, with each programming session, we noticed that I required less and less voltages to obtain sensitization to the settings. In fact 1.5 Volts was as high as we could now go without inducing horrible side effects “electrical-like jolts “, considering at the start of surgery I had begun at 3.5-3.7 voltages bilaterally. Scientific papers were now describing the loss of optimal DBS effects occurring between years 3 and 5 for all 3 disorders – Parkinson’s, Tremor, and Dystonia. This was utterly disappointing. A loss, defeat, failure. 100 % Unexpected. Twisting returned along with a diagnosis of Thoracic 6 thru 10 disc degeneration and fractures. Back pain! 


As I read the “Neurotic Adventures of a Law Student”; I was forced to face that there was a very good possibility that DBS might not last as long as my battery would. I had faced the Neurotic Adventures of DBS, but failure had never been in the picture. Nor, had I even been told that was a possibility. So, what now ? My last programming session resulted in two high jolt-like electrical shocks. I thought I had been electrocuted. I recall leaving the office, finding myself in a cereal isle of local bodega, crawling into bed and not waking up for 26 hours. You could say I got plenty of sleep. I suspected I had experienced a sub-clinical seizure of some sort as I had no recall of being in the supermarket. Generally brain fatigue and fog is not an uncommon experience after a programming session. 


There was also something else we, Dr. Mike and I, observed over the last year. That had to do with electromagnetic forces. I had worked in settings that contained an immense amount of electrical equipment, especially the Open Heart Unit. Physical electrical forces in each of the 4 ICUs I worked in were completely different. And each affected me and altered my settings, thus bringing about a return to symptoms. This phenomenon too was unexpected. But, it is something to take notice of. 




As I finish this portion of my journey, I want to reiterate that each person’s journey with DBS is different. What I have experienced is not what YOU may experience. There is no-cookie cutter recipe for DBS or dystonia today. Yet, you need to be aware that programming is the greatest problematic issue that goes along with the procedure. Anyone telling you otherwise is minimizing this problem. You will have “highs and lows “.Nor will DBS be a cure for your symptoms. Also, be aware that you may require new and old meds to manage certain cognitive, physical and emotional effects. Socially, life can improve to a certain extent, but over-expectations can be detrimental especially when dystonic symptom breakthroughs can occur at anytime. Physical adjustments include simply feeling comfortable, an inner sense of peace with an implantable device. It took about 2.5 years for me to feel safe, fearless with the device, and hardware in my brain that could go array at anytime. I also have learned what to avoid and the strength of electromagnetic fields on individual settings. What lies ahead I’m not so sure- a rechargeable battery ? I’d rather have programming improvements, which actually leads me to wonder about the Advanced NeuroStimulator created by the “ other DBS company “ found on www.ans-medical.com. Yes, it is a whole new life now !

Submitted Beka Serdans, RN, MS, NP
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