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This newsletter is not intended as a substitute for your physician. 
Always seek his/her medical advice.


Nov/Dec, 2009



Volume 17, Issue 6

We are in the process of making our newsletter more user friendly.

Please remember to scroll down to the last 2 pages for information about  research studies, and how you can participate.

Jimmy:
It is very hard for us to believe that we have printed, "And The Beat Goes On," 100 times!
Our first newsletter was written in 1993.  We passed it out at the very first MVPS seminar ever held in Illinois.   
Little did we know, at that time, that this newsletter would be mailed, not only all over the country, but all over the world.  And we now offer it online as well.
We have subscribers in Canada, Australia, Ireland, the Virgin Islands, Greece, Germany, United Kingdom, Arabia, Italy, England, and India.
We thought we knew everything about MVPS/dysautonomia, until we met all of you, our subscribers.  You have shared your experiences with us honestly, and sometimes you cried with us.  Some we have met personally at support group meetings and seminars.  But we feel that we know all of you, because we have been there!
Thank you for your support over the years.  Without all of you, there would be no "us."
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Cheryl:

My mom and I traveled hundreds, if not thousands, of miles to seminars in Alabama, Texas, Georgia, D.C., and Minnesota.
The first MVPS/D seminar we attended, in Atlanta, was the best thing we ever did.  We could not believe the things the physicians and other speakers were saying.  They were 

talking about us!  How could these people know  exactly what we were going through?  
We later learned MVPS/D patients have pretty much the same story.
When we got home we read everything ever printed about MVPS and dysautonomia. 
We started questioning doctors and nurses.  My sister, my brother, my mom, and I all traveled to the MVP Center in Alabama several times. We even went back to Alabama to a support group meeting.
We knew we had a lot of information to share with other MVPS/D sufferers, and a newsletter was how we would accomplish that.
We hope that in the near future we can print that there are better treatments and maybe even a cure.
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Bonnie:
This newsletter would have never been written if it weren't for my three kids.
My husband and I had taken them to so many doctors.  
They had endured so many medical tests.  You all know how those turned out; every test was normal.
I had some of the same symptoms as my children did.  I could tolerate my problems, but, as many of you will understand, as a mother, I could not stand to see them suffer.  
I decided my first priority was to find out what was going on.  And I did!
I thought that if we had such a hard time putting the pieces of the puzzle together, there must be a lot of others walking around with many symptoms and not knowing why.  I thought we would find hundreds of MVPS patients searching for answers. We found thousands!!!!
How could we get information out to as many people as possible? First, we started a support group, then we had a seminar; 500 people attended.  We looked at all those faces. They were starving for more information.  We had to start publishing this newsletter.  It's been a lot of work, but very rewarding.
For us, it is a labor of love.
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The Biological Effects and Consequences of Anxiety
We receive many calls and emails from people who are positive that they have a terrible disease. They cannot believe that anxiety can cause many of their symptoms.  We decided to try and explain what goes on in your body when you are anxious or panicky.
Anxiety activates the autonomic nervous system, the fight-or-flight response, which can express itself through a number of different physiological (generally unpleasant) bodily symptoms, including panic attacks, rapid pulse, palpitations, shallow breathing, shortness of breath, chest pain/tightness, sweating, choking, headaches, insomnia, irritability, uncomfortable muscle tension/twitching, trembling, feeling faint/unreal, tingling in hands/arms/legs, tightness in throat, dry mouth, problems with speech, fear of dying, going mad, and losing control.  
Research tells us that most people have suffered some form of a panic attack and experienced symptoms similar to the above at some time in their life.
The fight-or-flight response is based on adrenaline, the hormone of fear.  Adrenaline works by prioritizing the blood supply, making sure that oxygenated blood is available in the arms and legs for a quick getaway, and through the brain to help us make splint second decisions.  The blood supply is taken from areas of the body where it is not needed in times of danger, such as the stomach and sexual organs, because if one is in a life-threatening situation, they are not going to stop to eat a meal or have sex.  This is usually the reason why when someone is continually stressed, he or she may feel sick, be unable to eat, and may not have an interest in sex. 

The body may act inappropriately to the strains and toils of everyday living, and adrenaline production may be unnecessarily initiated into motion.  One starts to sweat, feel sick, suffer palpitations, and the whole stress response takes over, resulting in anxiety.  One can then start worrying about the way they are feeling, and this then exaggerates their anxiety, and a chain reaction begins.  From this, secondary fears can also occur; fear of bodily sensations from anxiety and panic can then be feared as much as, or even greater than, the situation or event that originally triggered the anxiety.  This is referred to as the fear of fear.  
Ideally, the stress response should switch on and off when necessary. In simplistic terms, the sympathetic nervous system and the autonomic nervous system respond in conjunction with one's fear and anxiety.  
To restore balance, the parasympathetic nervous system responds by turning off the stress reaction, allowing the individual to return to peacefulness again.  However, the sympathetic system can malfunction, leaving the individual in a state of constant red alert.  This situation puts strain on the mind and body, and if it continues, can lead to 
depression.  A continual anxiety response raises blood pressure, largely due to hormones and chemical reactions which do not let up as they would in a normal reaction to fear.  We must learn to manage one's anxiety successfully by bringing it under control.
Sources from which relief can be obtained and help the individual to control anxiety are:  Correct breathing exercises, relaxation techniques, stress management, regular exercise, diet, and medication.  These suggestions seem easy, but to achieve success and sustain  recovery requires a great deal of commitment and effort on behalf of the sufferer.
Breathing:
One of the simplest things to do is to learn to breathe correctly, as this helps to reduce adrenaline production. 
Generally speaking, we all breathe very shallowly, which is a natural habit that everyone falls into.  
Correct breathing can be achieved by expanding one's abdomen, then drawing air into one's lungs.  You should then hold this for about three seconds.  Once the three seconds have passed,. You should release your breath slowly. 
When anxiety is high, abdominal breathing will help to control it.
Diet:
If an anxiety state becomes common in an individual, the cumulative effect of mood swings, irritability, and loss of appetite can soon create nutritional deficiencies as a result of altered eating habits.  These deficiencies can adversely affect the central nervous system, which in turn can then make the sufferer's anxiety even worse.  Thus, a downward spiral is created.  
We all know not to eat or drink anything with caffeine or any other stimulant, drink less alcohol, and eat less sugar, but if you smoke, nicotine is also a stimulant and causes the heart to beat faster.
Exercise:
It's like medicine.  It helps burn up excess adrenaline.  A ten-minute walk may be sufficient, although more vigorous exercise may help use up excess adrenaline stored up in he body.  
Exercise at least four times a week.
Medication:
Medicine probably works the fastest.  Sometimes it is necessary, for awhile, to help you implement the lifestyle changes that are needed.
Our motto is, "Whatever it takes"
Resource: AnxietyCare.org 
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SUBSCRIBER'S PAGE
Your last newsletter said you were looking for before and
after stories.  I wondered which category I fit in and if I had any advice for those who are discouraged.  I have had "weird" symptoms as long as I can remember.  I have known about my MVP since I was young, but not until last year did I have any idea the two were linked.  I've always felt like everything in me was heightened, especially my nervous system.  The cardiologist and my doctor told me that everything was normal and that my heart palpitations and panic attacks were something I could learn to control on my own.  I concluded that something must be wrong, or I was going crazy.  I felt alone and that everyone else seemed to live an easier life.  What was I missing?  When I happened upon your website from a random search and started reading about MVPS, it was one of the first times I had felt safe in a long time.  The suggestions you give for managing MVPS have been so helpful, and I want to thank you for the work that you've done to raise awareness.

I have to say, though, that some days (or hours or minutes!) are better than others. Sometimes I feel confident and strong and other times scared, shaky, and codependent.  I've been to the doctor numerous times, as I'm sure you all have too, and we come home with the knowledge that we're healthy, but we don't always believe it because of our symptoms.  But I think we all need to have a little faith.  Instead of having faith in what could be wrong and all the scary feelings, let's have faith in our natural state, which is health!  Feeling really well, vibrant, radiant, and inspired; we deserve these feelings.  For me, the secret is accepting my body just the way it is and really appreciating it for all its quirks and sensitivities (and there are many)!  It's  making choices and choosing to feel good.  We can't always control what happens to us, but we can control where we put our energy.  You are not alone.  We're all in this together.  So let's embrace our bodies and not worry.  With the support and help from groups like The Society for MVPS, we can do it and live healthy and productive lives.
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I am a mitral valve prolapse patient and have had the diagnosis for 25 years.  In September I was 60 years old.  At this stage my life with MVP and symptoms is better than it has ever been. There is a however added to the last sentence.  It is that I suffer big symptoms when overheated.
Do you hear from anyone else with problems in handling hot weather?
Specifically, I am not sweating properly, which has been a symptom for many years.  Now, however, in the postmenopausal years I have less tolerance for the heat of summer days.  Actually, I am also unable in a larger degree to accommodate any temperature change.  Winters I am very cold.  My thinking  is the autonomic nervous system isn't reading the brain to send hormones to trigger the sweating process.
My solution is, as of this summer, to drink an electrolyte solution I make here at home.  The recipe was found online.  I simply do not go in the heat at all unless I am assured of an air-conditioned environment, where the temperature is no higher than 75 degrees in the heat of the day.
Please help us, and send your stories. They can be a few paragraphs or a whole page.  We want you to share your experiences with everyone.
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Skeletal Abnormalities
 in MVPS
Common findings observed in  two-thirds of patients with MVP:
• Hypomastia, smallness of mammory gland
• Thinness
• Height-to-weight ration greater than normal 
• Wingspan greater than height (dolichostenomelia)
• Arachnodactyly: Finger abnormality, long and slender, can be present at birth or may develop later
• Scoliosis
• Pectus excavatum or pectus carinatum, hollow chest, can be present at birth or not develop until puberty
• Cathedral palate: Narrow, high-arched palate
• Crowding of teeth
• Joint hypermobility, joints that move beyond the normal range of motion   
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HAPPY HOLIDAYS
[image: image11.wmf]               

For MVPS patients holidays can be difficult.  Many times our expectations are so high, we are disappointed.  This can make depression worse.  If you are in the throes of anxiety and/or panic disorder, it is hard to attend holiday parties and harder yet to be the host of family and friend get togethers. 
Many people with MVPS/D are perfectionists.  This year keep it simple, and ask for help.
The holidays are about sharing this wonderful season with family and friends, not cooking and shopping until you drop!
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Ask Dr Watkins

Phillip Watkins, MD, is co-founder and director of The Autonomic Disorders and Mitral Valve Prolapse Center, Birmingham, Alabama 
1-800-541-8602
Q.  I have several people in my family who have high diastolic blood pressure.  Is this something that is common in people with MVPS/D?
A.  High diastolic blood pressures are unusual in patients who have MVPS/dysautonomia.
Q.  We're told we, MVPS/D patients, have low blood volume.  Do we know how low it is?  If we have an accident and lose blood, are we in trouble?
A.  It is possible to measure circulating blood volume, but it is just as easy to check blood pressure, sitting and standing, and see if there is any change or appreciable drop.  Commonly, blood volume is about 10 to 15 percent lower in patients with MVPS/dysautonomia than in the general population, the exception being during pregnancy when blood volume increases usually by 20 to 22 weeks of pregnancy.  If you are in an accident and lose blood, of course, you would be in trouble.  You would be starting more likely with a lower blood pressure than someone that does not have MVPS/D.
Q.  What does alcohol do to a person with MVPS?  Is it okay to have an occasional glass of wine?
A.  A small to moderate amount of alcohol is probably not a problem in a patient with MVPS/dysautonomia. However, alcohol is a diuretic and can affect blood volume and also stimulate more symptoms.
Q.  My cardiologist says I have benign MVP, and it doesn't have anything to do with any chest pain, fatigue, headaches, or growing anxiety.  I passed his stress test.  I'm on BusPar and xanax, which helps these symptoms.  My neurologist and arrhythmia specialist saw it differently.  A tilt table test showed my vaso-vagal nerve was not working properly, and propanolol was prescribed.  The arrhythmia specialist prescribed Midodrine.  I'm confused.  1 medication lowers my BP, and the other raises it.  I don't know what to do.
A.  The propanolol is a beta-blocker, which is commonly used to regulate the heart rhythm and sometimes to treat high blood pressure.  In your case it is not being used to lower blood pressure.  The Midodrine is to stabilize the blood pressure and keep it from dropping when standing.
Q.  I have MVPS and two of my four children have been diagnosed with scoliosis.  Does this mean they may also have MVPS?
A.  The patient who has scoliosis is more likely to have dysautonomia.  Approximately 4 percent of the general population has scoliosis, but in patients with MVPS/dysautonomia it approaches 20 percent.
DISCLAIMER
DR WATKINS ANSWERS THESE QUESTIONS TO THE BEST OF HIS KNOWLEDGE AS AN EXPERT ON MVPS/D.  HOWEVER, THIS SHOULD NOT TAKE THE PLACE OF REGULAR VISITS TO A QUALIFIED PHYSICIAN WHO UNDERSTANDS YOUR PERSONAL MEDICAL HISTORY.
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Winter Warnings
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Every year at this time we warn you about a few things.
For some unknown reason people with MVPS/D are more prone to get SAD (seasonal affective disorder) than the normal population. 
The symptoms of SAD usually recur regularly each winter, starting between September and November and continuing until March or April.
A diagnosis can be made after three or more consecutive winters of symptoms, which may include a number of the following:
Depression
• Low mood, worse than and different from normal sadness
• Negative thoughts and feelings
• Guilt and loss of self-esteem
• Sometimes hopelessness and despair
• Sometimes apathy and inability to feel
Sleep Problems
• The need to sleep  more
• A tendency to oversleep
• Difficulty staying awake during the day and/or disturbed sleep with very early morning wakening
Lethargy
• Fatigue, often incapacitating, making it very difficult or impossible to carry out normal routines
Overeating
• Craving for carbohydrates and sweet food, leading to an increase in weight.
Cognitive Function
• Difficulty with concentration and memory.  The brain does not work as well, or as quickly
Social Problems
• Irritability
• Finding it harder to be around people
Anxiety
• Tension
• Stress is harder to deal with
Loss of Libido
• Less interest in sex and physical contact
Sudden Mood Changes in Spring
• Sharp change in mood.
More sufferers show signs of a weakened immune system during the winter and are more vulnerable to infections and other illnesses.
SAD can begin at any age, but the main age of onset is between 18 and 30 years.
SAD occurs throughout the northern and southern hemispheres, but it is extremely rare in those  living within 30 degrees of the equator, where daylight hours are long, constant, and extremely high.
SAD variations are believed to be related to light, which is an argument for the effectiveness of bright light therapy.
Many scientists believe that SAD is related to a lack of serotonin, and this is why SSRIs like Prozac help the SAD sufferer.  Another theory is that the cause may be related to melatonin, which is produced in dim light and darkness. (If you suffer from SAD do not start taking melatonin without finding out the correct dose and what time to take it. (This is important.)
The feelings of depression usually can be dampened or extinguished by exercise and increased outdoor activity, particularly on sunny days, and bright light therapy and/or antidepressants.  Some of you are lucky enough to be able to spend the winter in a sunny and warm climate.  Either way, you do not have to live another winter with SAD.  GET HELP!
Bright Light Therapy:
The SunBox company
sunbox.com
Amazon.com
Solux
1-800-254-4489
sadtherapylamps.com
Sources: SADA - Seasonal Affective Disorder Assoc.
www.sada.org.uk
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 PEN PALS

Barb Naomi









17888 36th Street


Pt 1B

Flemington NJ  08822







Phyllis M. Swidorski

17888 36th Street








 

Montgomery,MN  56069-4268






Pasmonty@frontiernet.net






Claudia Crandall

Las Vegas, NV

Jam546@peoplepc.net

J. Schneider

pearsch@sbcglobal.net
Ellen Crouse

478 Slocum Dr

Folsum,  CA  95630

Ellencrouse@sbcglobal.net
Ray McDonald

fisemicr@yahoo.com
Suzanne Crossley

maycross@comcast.net

Maria

Blueskyday1979@yahoo.com
Scharlene Shea

Weshag2@yahoo.com
Ginny Santana

amytiki@comcast.com
Santa Rosa, CA  95404

dlgregori@comcast.net

Barb Marler

Justme438@comcast.net
Wou ld  you like to be a pen pal? 

Contact us with the information you want to have printed.

NEW CHAT ROOM
It's now open.  It's a great way to communicate with others who are experiencing the same symptoms you are.  We hope you give it a try!
mitralvalveprolapse.com
Scroll down the menu on the left side of our home page.  Click on "Message board" and "Chat room." 
You will need to register the first time you visit.
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SUPPORT GROUPS
Centreville, VA
Elly Brosius

The Northern Virginia MVPS 

support group
Mind/heart discussion group is now meeting monthly by 
national teleconference. 

There is no charge for the conference, but callers pay their own long distance telephone charges or use phone cards or free minutes.  For conference details, how to sign up for call reminders:

 mvps-d_oi_nova-owner@yahoogroups.com,
or call Elly Brosius at 703-968-9818
www.geocities.com/cfsnova/mvpsoi.
html.  (teleconference)
Austin, TX
Mary Lou Dupuis
512-692-7631
mld@austin.rr.com
Margaret Hoffer
512-846-1854
Hoffer@austin.rr.com
Birmingham, AL
Christi Wilson
205-621-2055
CLW0073@aol.com 
Arnold, MD
Toni Marshall         

410-647-07578
Itasca, IL
MVPS Society
630-250-9327
Fax 630-773-0478
Bonnie0107@aol.com
Pasadena, CA
Catherine Thomas
626-798-3466
Lafayette, IN 
Linda Webster
765-446-7898

LucyMVPS@hotmail.com
Australia, South       
David 
gittinsd@hawkinsmedical.com.au
Germany:  Frankfurt/Main
bianca_mvps2000@yahoo.de
http://www.mitral.de/
We need more support groups.  Interested?  Contact us, we will help you start one.   It’s really pretty easy.
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Participants Needed for Online MVP Research Study
Alexandra Carmichael, a scientist whose husband lives with mitral valve prolapse, is conducting a study on MVP through the website she co-founded, CureTogether.  Specifically, she is gathering self-reported data on symptoms, treatment, and triggers for MVP.  Her goal is to discover associations in this data to help characterize which MVP treatment works better for patients with different groups of symptoms.  With enough people, a genome-wide association study can also be conducted to locate any genes or genetic regions that are associated with MVP.
There are currently many people with MVP who have joined the CureTogether study at http://curetogether.com/mitral-valve-prolapse.  A genome-wide association study requires 1,500 patients, so at this time Alexandra is calling for people with MVP to join the study.  Participation is entirely voluntary, anonymous, and completely confidential.  It involves joining the CureTogether study at the website provided, then checking off and rating symptoms and treatments.  It should take 15-20 minutes to complete.  Statistics for the study are posted live, so you will be able to see them after completing your entry.  You will also be notified when the genetic study is set to 

begin, with an option to participate or not.
About CureTogether - Alexandra, co-founder, helps people anonymously track and compare health data to better understand their bodies, make more informed treatment decisions, and contribute data to research.
If you are interested in learning more about the study, or to participate, please visit CureTogether.com, or e-mail Alexandra at alexandra@CureTogether.com.
Alexandra is currently an advisor on the Biotech Medical Board of the Lifeboat 

Foundation.  Alexandra lives with a chronic condition herself.
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MITRAL VALVE PROLAPSE:  
FROM GENES TO NEW THERAPIES
Authors: Robert A. Levine, MD, Sue Slaugenhaupt, PhD,  Albert Hagege, MD, PhD,  Xavier Jeunemaitre, MD, PhD Russel A. Norris PhD 

Roger R. Markwald, On behalf of the  Leduca Mitral Consortium
 Mitral Valve Prolapse (MVP) is a common cardiac disorder that occurs in approximately 2.4 percent of the general population.  The mitral valve is one of four valves that directs blood flow through the heart and allows blood to flow into the main pumping chamber of the heart.  When the mitral valve does not function properly, the flap may "billow" backwards, causing MVP, with backwards blood flow into the left atrium.  MVP causes progressive changes to the leaflets that lead to symptoms 

such as shortness  of breath and heart failure.
.

Identifying specific genes and mechanisms that cause MVP can provide powerful new insights into how it can be treated, especially if diagnosed early.  To this end, we have assembled a Transatlantic Network of Excellence, initially funded by a grant from the Leduca Foundations (grant 07CVD04), whose goal is to identify genes that play a role in MVP.  This group is comprised of over 50 internationally- recognized scientists and cardiologists from the U.S., France, UK, Italy, and Spain, all working towards the common goal of discovering how and why MVP develops, as well as developing non-surgical strategies to slow or prevent the progression of this condition in people susceptible to developing its complications.

Achieving this goal requires collecting 2000 individuals to look for genes that cause MVP.  If you or your family are interested in participating in this MVP genetic study, please contact Leah Rasiello at 617-643-5418, or lrastiello@chgr.mgh.harvard.edu.  This study involves a 

one-time blood draw and an echo diagnosis of MVP.  

WE NEED YOUR HELP TO FIND A CURE.

Through the work of this collective group, the future can be improved through discoveries that will improve treatment options and potential cures for MVP.
You may have your blood taken at the clinic of your choice, contact Leah (see above) to arrange

 for delivery of the tubes.
This study is for patients who have "classic” MVP
and/or patients who have had a Mitral Valve Repair.
Read the back of this page for more information.

This study is for patients who have "classic” MVP
and/or patients who have had a Mitral Valve Repair.

MVP Syndrome/dysautonomia is categorized as nonclassic.

MVP Syndrome is associated with palpitations, atypical chest pain, dyspnea on exertion, low body mass index, and electrocardiogram abnormalities in the setting of anxiety, syncope, low blood pressure, and other signs suggestive of antonomic nervous dysfunction.  Occasionally, supraventricular arrhythmias observed in MVP are associated with increased parasympathetic tone.

This research study is not for people who have MVP Syndrome/Dysautonomia, unless your doctor has said you also have classic MVP.

We hesitated even sending you this research study.  We were afraid that some of you would worry that you were going to have complications.  Generally, MVP and MVPS are benign disorders.  In 19 years we have only talked to a handful of people who have had serious problems with their valve.  However, we know some people with severe MVP visit our web site and may even subscribe to our newsletter.   This research is too important not to let those people get involved in this study.

While it is not proven, in our opinion, and in many cardiologists’ opinions that we speak to, people with dysautonomia, or MVP Syndrome, seem to never have serious valve problems.  The symptoms they have are from a nervous system that is out of balance, not from their valve or heart.







