Impact of Dystonia :  

My name is Lorri and I'm so sorry it took me so long to tell you my story. But here it is and I am not a very good writer.
 
Lorri Pasqua
                                                P.O. Box 318
                                                Harwinton, Ct. 06791
                                                E-Mail : lorrilp@msn.com
                                                
                        Life With Spasmodic Torticollis aka Cervical Dystonia
                          
 
Dear Readers,
 
I belong to a group called the National Spasmodic Torticollis Association (NSTA).  In their December 2005 newsletter issue there was a story called “It’s Up To You”.  This made me and my husband think and decide that was time for me to tell my story about dealing with Spasmodic Torticollis (ST) aka Cervical Dystonia.
 
 
After telling you my story I hope to help others and also make people aware of spasmodic torticollis.  You will find that I will refer to spasmodic torticollis a lot by calling it ST.
 
I am a wife, mother of four and a grandmother of five.  I had a career in medical billing, which I loved that I had to give up when ST came along.  It was in 1995 when my head started shaking and I began having tremors.  This is when my nightmare began for me and entire family.
 
My doctor recommended a neurologist for evaluation.  So, my husband and I went to see this doctor.  He treated me with a number of medicines, but never told us what he thought was wrong with me.  Needless to say, I was one of the one misdiagnosed and I was only getting worse not better.  The medicines did not stop or help my problem;  instead I became so drugged by the medications to an extent that I could not function.
 
It got to the point that my husband began missing work as I wasn’t getting any better.  Finally someone my husband worked with recommend another doctor for us to see.  So there we went to  another doctor.  He was the first doctor to come right out and told us he had no idea what was wrong with me.  But, he knew of a doctor who specialized in movement disorders at Yale School of Medicine in the Neurology department.
 
So, in April of 1996 we went to see this new doctor; both  he and a student examined me; then left the room to discuss their findings.  When they came back in the exam room the doctor told my husband and I he had some good news and some bad news.  The good news was he knew what was wrong with me : "you have spasmodic torticollis."  The bad news was : there is no cure for it.  The doctor changed all my medicines  Then they will started my NEW treatments which consisted of new medicines and botulinum toxin injections.  He was the first to also give us information about the NSTA.
 
When we got home and called the doctor who had been treating me, we told him what the doctor at Yale had told us. Well, he refused to help get me off the medicines he had prescribed for me.  Then told us the movement disorder doctor at Yale had no idea what he was talking about because you do not have spasmodic torticollis.  That was the end of that doctor for me.
 
I started my new medicines and began my Botox A injections which I got every 2 1/2 to 3 months.  They started  helping, at least I wasn’t so doped up anymore that I could get out of bed in the mornings.
 
My life changed, so did my familys'.  God Bless my mother-in-law who lived with us; she sat by my bed even though she didn’t know what to do for me.  She helped so much with  house work, cooking and so, on for my family.  There were  days that even though my mother-in-law did her best, I just wanted my own mother to be with me.  God Bless her soul as well, she would come all the way from Waterbury to Harwinton just to sit with me. A long drive !
 
You don’t realize how others look at you when you have something wrong with you.  And it’s not their fault, they just don’t understand.  There were days I didn’t even like living in the house because of my ST.  The shaking and my head was tilting to me to the right.
 
A few years passed, I was doing pretty good and was lucky enough to enjoy my first two granddaughters.  I still had bad days, but my granddaughters bought me so much joy that ST seemed distant to me.
 
 Then the good days started to come more often.  My husband called it remission.   I was able to do things with my granddaughters and help my oldest daughter who was having twins.  Going with her for her ultrasound and watching the twins develop inside her was such a wonderful experience.  It even made me feel closer to my daughter -to be able to share the experience together brought more joy to me.
 
Then in January 2004 everything changed again, but this time at high price. Symptoms worsened and intensified.  I could no longer help my daughter watch her 3 children when she needed me the most.  She really never understood my circumstances about my ST.  So, she would get upset about the circumstances surrounding my ST. Family distance and chaos developed,  which can be even worse to a family.  This was a high price to pay as my ST did not help considering my stress level increased and depression developed.  My daughter only distanced herself even more from me. 
 
Then suddenly my ST got better and I started having more good days than bad again.  Things seemed to be getting better until May of 2005 when I was in a car accident and received whiplash.  And the walls starting falling down again for me.  This only aggravated my ST.  Having the car my son bought us for Christmas get hit just added to my stress and depression.  I hit a bottom low and I mean low.  I had to go for a booster shot of Botox.  The depression was so bad that my husband and son urged me to get mental help in the form of counseling.
 
Finally I gave in to their wishes and began seeing  a psychotherapist which is helping me today; but I still have a long way to go.
 
Also, after the car accident two of my doctors wanted me to go for physical therapy.  I was afraid because in some people it made their ST worse.  But, a wonderful nurse at my doctor office highly recommended Bob Pecora who specialized in massage therapy for chronic pain.  I made an appointment with Bob and explained to him about ST. Bob and his staff did research before working on me.  Bob and his staff have helped me to deal with the pain and muscle spasms by showing me what to do to help relieve some of the spasms and pain.  One week my ST was so bad I called Bob and he told me to come right in for a massage session My husband couldn’t believe how much Bobs' therapy helped my tremors and shaking.  It also relaxed me. I still live in pain since the accident, more now than I had before, 
 

 
When I first was diagnosed I had such a hard time just trying to do the simple things of getting dress, taking a shower, taking walks, just everyday little things were so hard.  I feel I have come along way, but there are still some things that are impossible.  Yes, things are better from what they were in the past. And the pain and the "not knowing when things can get worse" is always on your mind.  For me and my family it has been the worst kind of hell, but you learn to cope with it everyday.
 
To make the most out of the good days, I live my life everyday second by second, minute by minute, hour by hour, and day by day.  This is how my husband and I have learned to live with my dystonia -to enjoy every moment to the fullest.  The best thing is to be surrounded by family and the 2 granddaughters that we see often.  There are no words to say how much joy they bring to me. And I have learned by going to psychotherapy to have more of a positive outlook about my ST instead of a negative one.  Negativity is bad for you. Everyday is a fight against ST and depression.  I still have the after effects from the car accident to deal with, but with all the support I try not to let it get me down.
 
Be happy for each day given to you because life and time is too short to take those days for granted.  I hope my story helps to get more awareness about Spasmodic Torticollis.  
 
You see, it is not about one person fighting for others, but for the hundreds of people who have ST or other movement disorder.
 
I am so grateful for a wonderful husband, family and the wonderful people who have helped and supported me in so many different ways.
 
There are so many people out there with some form of dystonia and it’s sad that so many are misdiagnosed for years before they know what is happening to them.  So, please if you know anyone out there that is misdiagnosed. go to these web sites to see if one of them can help them.  
 
Here are a few places to get information that I have found helpful:
(1)   St/Dystonia (NSTA? National Spasmodic Toricollis Association)
Web Site: spasmodictoricollis.org or E-mail: info@spasmodictorticollis.org
(2)   Care 4 Dytonia
Web Site: care4-dystonia.org or E-mail info4d@aol.com
(3)   We Move
Web Site: wemove.org or E-mail wemove@wemove.org (Has all types of information on disorders not just dystoina)
(4)   Rare Diseases
Web Site: www.rarediseases.org or E-mail: nord@raredisease.org
 
Anyone interested in seeing Bob Pecora you can call his office at 860-582-8024 or E-mail me at lorrilp@msn.com.
 
If I learned anything about my disorder, it is that everyone needs to tell their story if we are every going to get awareness out to the general public.  So please tell your story if you have ST  because it is truly up to us with ST and others with some form of movement disorders to do so.  No one knows better than us the high price we pay for living with dystonia. 
 
Lorri L Pasqua
Harwinton, Ct.
