Portraits in Determination - an interview with Beka Serdans, R.N.

The following interview is the transcript from a television program hosted by Linda Furiate. Both Beka and Linda are diagnosed with cervical dystonia, a movement disorder that affects the muscles in the neck. Sit back and enjoy as they talk about what it’s like to spiritually and emotionally live with this condition.
LF:
Beka, thank you for being here and thank you for coming down from New York. As mentioned in the opening you and I both have a movement disorder called cervical dystonia, which affects the muscles in the neck. I have had the condition for about 10 years and you have suffered from it for about 15 years. I want to talk about what it’s like to live with cervical dystonia, some of the treatment options and how we have managed to cope with this condition. In December 2004 you made a pretty radical decision to undergo a 10 hour surgery to have a deep brain stimulator implanted. Where were you emotionally from a level of tolerance with the muscle spasms and the twisting that led you to have brain surgery?
BS:
My symptoms from June to December just progressed and I knew something had to be done. I had reached a point of no return and that was the option that I chose.
LF:
What had you done prior to the surgery? Give me a brief history of some of the treatment options you did use that led you to that and how symptomatic were you?

BS:
Well symptomatically if you are eating on the floor that is pretty symptomatic, if you are eating puréed dinner for Thanksgiving that is rather symptomatic. I had constant pain, constant twisting, constant pulling. I started off using oral medications, trial of medication, using any type of medication you could imagine for any neurological disorder, meaning from Parkinson’s to tics to tremors to spasticity. From there we went onto BOTOX, which is botulinum toxin A, from there to Myobloc which is botulinum toxin B, which actually lasted practically 10 years for me which wasn’t bad and then I developed antibodies to that one. Then we decided one more drug in June of last year (2004) and then I said that’s it, its time for surgery.
LF:
You are a registered nurse, you work in the neuro-ICU, briefly in a sentence or two describe to me what you believe cervical dystonia is and what do you feel the genetic factor is?
BS: 
I don’t really know if there is a genetic component to cervical dystonia. I don’t know if it’s a muscular disorder or if it’s a sensory disorder or whether it’s a global brain disorder, I don’t know. There really aren’t clear cut answers regarding dystonia.

LF:
What does your body tell you that it is?

BS:
My body tells me it’s a neuro disease.

LF:
And why do you feel that way?

BS:
Probably because of my medical background.
LF:
How has cervical dystonia impacted your dreams?

BS:
It has robbed them. It destroyed them.

LF:
What were some of your dreams when you were younger?

BS:
Going to medical school, being accepted into medical school, being robbed from that. Issues of marriage, having children, that is always an issue for anyone and everyone but I think it’s even more so when you have dystonia, particularly when there possibly could be a genetic component. I don’t know whether there is or not for our type. And lose of freedom.
LF:
Going back to the marriage and family thing, what is it like dating with cervical dystonia? Here we are all twisty and spastic, just the thought of getting dressed can be overwhelming, how do you feel about the whole dating scene and putting yourself out there when you know you have this movement disorder?

BS:
First of all you have to realize that people who have movement disorders tend to become socially isolated, so many of them do not even enter into the dating scene. For me I have dated some people, here, there but not commitments, because often the opposite sex is afraid of committing to someone who has a chronic illness. Do I take care of them for the next 80 years or however long they are married? That is a big choice that they have to make.

LF:
What’s one thing you wish you could do, physically, that you have not been able to do as a result of having your symptoms?

BS:
Bicycle. When I went into surgery I had four goals: One was to go to Rome and ride a moped which I did. My other goals include going to Israel, riding a bicycle and walking in high heels.

LF:
Do you feel that riding that bicycle is something you are going to be able to do in the very near future?
BS:
I hope so, I mean I don’t know. I’ve tried riding my bicycle and it hasn’t turned out quite yet. Maybe I just need time to re-adjust.

LF:
So when you say you were riding your bicycle and it hasn’t turned out, what happened?

BS:
Well I came out of the bike shop, he gave me a test run with the bicycle, I did fairly well with it and then I ended up taking it home. I rode partially home and well, I ended up running into a few people.

LF:
Did you say “excuse me, I’m sorry?”

BS:
No not really, not in New York City, people don’t do that.

LF:
I think one of the hardest things for me that has had a big emotional impact, I have become symptomatic two times, I have had cervical dystonia about 10 years, two major times when I have become symptomatic is when my sister had her babies. When the babies were really little it was really uncomfortable and hard for me to hold them and not fear that I was going to drop them. It has had this emotional impact in that I will never be able to get that time back
LF:
Do you think people are starring at you?
BK:
Since the surgery probably less. After surgery for 4 or 5 weeks I had no hair, I shaved my entire head so obviously there was a starring component regardless of whether you had a movement disorder or not. I don’t know who was worse, men or women, women would often blatantly, particularly in New York that is filled with who looks better and who doesn’t, you always get starred at.

LF:
I asked that on an emotional level too, I think when we have a movement disorder and I have heard this from many people, it’s that whole sensory thing, we feel like something is starring at us, something is looking at us and some times that can set us off. We could be perfectly fine and then all of a sudden we get this sense that, oh my God, someone is looking at me, it just kind of throws this dagger into our neck that sets off the feeling. Would you say you feel that same way as to the aspect of people starring at you?

BS:
Yeah, yeah. Even at work, working in an open heart unit with patients who were awake following surgery, all they would ask is “what’s wrong with your neck?” Or families would ask real blatantly and that would set off symptoms and then of course I would have to rearrange an entire room so that the patient and the equipment would be into my range of view.

LF:
How does that make you feel when someone asks ‘what’s wrong with your neck?’

BS:
It makes you feel lousy. At first I didn’t have an answer because I didn’t know what dystonia was. It took 5 years to get a diagnosis. I had dystonia already when I was age 18, 19 years old with tics and facial type movements and vocal cord involvement. I didn’t know so for 5 years I went around telling everybody at work I had a crooked neck, stiff neck or I wore a cervical collar. Patients and family would stare and say why the heck is she wearing this collar. And then finally I got a name to the condition, then I began explaining I had this disorder dystonia and then at first they didn’t know about it. Then as time progressed and as Michael J. Fox with him having Parkinson’s disease that sort of helped clarify things, ah, a movement disorder.
LF:
You talk about being 18, 19, I hope you don’t mind telling your age, you are almost 40, I am in my mid-40’s, the average age of on-set is typically 35-50 age range. You say you started having tics when you were 19, 20 years old – when you were in Germany and you were standing on Track 13, which you reference in your book, when you first noticed the head turning, how old were you then?

BS:
About 24, 25 then it progressed, it got worse and then it seemed like I went into a remission in 2003 and whether that was related to alternative medicine, I’m not sure or long-term use of the botulinum toxin, which studies do show long term use can produce remission. I do not know if remission exists or not and things got worse again, so it’s been a cyclical type thing. 
LF:
I don’t necessarily think in terms of remission, I think in a reduction and/or elimination of symptoms.
BS:
I never had an elimination of symptoms.
LF:
Yes, you did, because when you were doing the BOTOX and the Myobloc you were actually doing fairly well for a while until the antibodies kicked in.
BS:
I never had an elimination of symptoms because elimination to me means completely gone. 

LF:
Eliminations means eliminating them to the point of not being so severe.

BS:
Okay, I will agree on that.

LF:
I don’t think we can totally get the rid of the condition but can eliminate or cut back on the symptoms where we are not as symptomatic.

BS:
Yeah, yeah.

LF:
Because when I think of remission I think in terms that it’s gone. I don’t think that’s a viable thing at this time.

BS:
Exactly.

LF:
How do your emotions play into your having a good day or a bad day in terms of your dystonia?
BS:
I think dystonia is such a cyclical type disorder, you have good days and bad days and that reflects on your overall mood. You know you wake up with it and you go to sleep with it, what you do in between waking up and sleeping is a different story and that obviously depends on your mood and your emotions. I think there have been times when there has been depression, feeling helpless, hopeless particularly about the issue of a cure, waiting for one, being told there was one in a sense when there wasn’t one, that really could put you down in the dumps. 

LF:
So, does dystonia cause depression or does depression cause dystonia? What came first the chicken or the egg?

BS:
Well that’s a good question. We know from a research standpoint that some anti-depressants, medications that will induce a form or dystonia for people that have been prescribed them and then years later they develop dystonia. Then there are other cases they develop dystonia first and are put on anti-depressants to treat the depression. So knowing which on comes first is a tough one.
LF:
What are some of your little idiosyncrasies as a result of having cervical dystonia? For me, for instance, when I walk in to a restaurant I want to make sure I am sitting at a certain place at the table so I have people at the correct side of me.

BS:
When I walk down the street I always try to have people walk on the left side of me because it minimizes spatial orientation. Other things would be sitting on the left side of the bus so I wouldn’t have to worry about turning my head this way.  Changing a patient’s entire room, IV equipment anything and everything, their beds in order when I walk into the room everything would be into my line of sight. Those are the little things and then of course there are the sensory tricks where you are leaning against the wall or your hands are up like this (around the neck) and you don’t know what to do and that is the way you walk either down the street and you just keep on going.

LF:
Where do you find your strength and how do you cope with living with this condition? 

BS:
Cry a lot on the phone with my mother. I think it takes sheer will, I think it takes determination. I think it takes a lot about researching the disorder, learning enough about the disorder, learning enough about psychology, about depression, anxiety, self-image, self-worth. If you have had a good foundation with your self-image, self-worth before hand it can be less destructive but if you come out of a family that doesn’t have that strength you could end up doing very poorly emotionally with the disease.
LF:
What would you say your supports systems are?

BS:
My mother is the key support system. My two sisters, my one sister she doesn’t know how to react to the disease. She’s afraid of “catching it” even though I don’t have the genetic form. My other sister she is pretty cool about it. The rest of the family is relatively cool about it, they have read my books, they looked at the website, so they know and they have self-educated themselves. 
LF:
How important is it to continue working?

BS:
I have continued working through all of this. People are constantly amazed with how I continue working through this in an ICU setting, as an ICU nurse which is very intensive labor wise. Its very heavy work, you are always short staffed. Assignments are heavy and I think it has just taken sheer will to go in every single day and go in to give care to other people.
LF:
Why do you think you do that?
BS:
To try and escape my own issues with dystonia.

LF:
And to support yourself.

BS: 
Yeah, financially.

LF:
We have to work, even though we may have a disability, we have to work.

LF:
Beka, you are known as one of the biggest advocates for dystonia and about 3 years ago you started your own foundation, called Care 4 Dystonia, that supports people with all forms of dystonia. What’s your motivation for the foundation and what keeps your going?
BS:
My motto with dystonia is care until a cure, because we are a long way from a cure. That is basic science that is basic molecular science, we are a long way off from that so that is my motto. I think in terms of the foundation it focuses on four things: patient care - meaning the quality of medical care, meaning the diagnosis and treatment of dystonia. There have been people who have been to 26 physicians to be diagnosed with dystonia other people have gone 17 years undiagnosed. Is that right or wrong? Then obviously there is public awareness, collaboration and education. Those are my four goals, improving those four goals. It’s not raising money for research, because other people can do that. My goal and as a nurse from a nurse perspective - that’s what nurses are good at. Nurses are good at care, not at cure, cure is what medicine and physicians do, but nurses’ care and there is a huge difference between the two.
LF:
Do you see yourself one day being able to open your own center?

BS:
I certainly would love that. If I had the adequate funding and correct help, yeah, - a multi-disciplinary center that caters to dystonia or to movement disorders in general with dystonia being within it. Having a social worker, a nutritionist, a psychologist, a physical therapist, occupational therapist, even those types of people who can help with social disabilities, financial issues, that’s what’s needed for movement disorders. It’s being done by a few pioneering centers to a certain degree, but it not reaching everyone, it’s not accessible by everyone.
LF:
What’s the best thing about having cervical dystonia?

BS:
That’s very hard to say because I am at a different stage regarding cervical dystonia, because I am relatively symptom-free right now. With the disease, it opens up your mind to those who are disabled, those who are different, those who are viewed by society as different because I think we as a society need to start recognizing people who are different whether they look different, whether they act different or whether they think different, whether they talk different and whether we are doing that at this point, completely, I am not sure.
LF:
What message of hope and inspiration can you provide to those who are watching this program that have cervical dystonia or really any disability, what message of hope and inspiration can you provide to them in order for them to get through their day?
BS:
Each person has their own cross to bear, each day brings something new whether it is positive or negative, it’s how we utilize what we are given that day for the better. It’s the hope that we all need, I think that is what everyone should be doing. 

LF:
Beka, we are out of time. I really appreciate you coming down from New York and helping spread a little bit of awareness for cervical dystonia. 

To view the video, log onto http://portraitsindetermination.com/media/index.html and scroll down to the interview with Beka Serdans. 

