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Hello, fellow achalasia sufferer,

Before we begin, let me just say that I hope that you are feeling well and that you’ve been able to successfully manage your condition to this point.  I know firsthand how tough that is when you have achalasia.

I’m the sort of person who likes to have things under control. So, when I was diagnosed with achalasia, I wanted to learn all I could about my condition. But, I quickly realized that it was not easy to find clear information about achalasia written for the layperson. I was lucky to have access to a fast Internet connection and some time to spare for surfing the Web.  Using these tools for a few months while I recovered from surgery, I spent time doing research. I discovered plenty of highly clinical sources with lots of statistics and technical information, but very few of them helped me understand what I wanted to know about achalasia. 

Along the way, I noticed that I wasn’t alone in joining the achalasia “club.” (Perhaps we should be known as the Achalasians!) So, I started to think about using my research to put together an e-book that would save others from the struggle to learn that I went through. 

Furthermore, Achalasia and Gastroesophageal Reflux Disease “GERD” share similar symptoms, such as painful chest spasms, regurgitation, and heartburn, making both conditions interesting to study in order to understand its similarities and differences to prevent any misdiagnosis. 

This e-book is a collection of my research findings.  I hope it’ll be of value to you.

With warmest regards,

Jorge  [This could be your actual signature scanned in.]

Part 1: My Story

	Whose Story Is This? (a snapshot)
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Gender: Male

Age: 35 years

Profession: Management, finance

Family details: Married (9 years), two children ages 5½ and 2½ 

Personality: Type “A” 

Sign: Leo

Weight before Achalasia: 170 lbs

Weight before surgery: 150 lbs

Current weight: Stable at 150-155 lbs
Initial exams: Physical, upper GI, endoscopy with biopsy

Initial diagnosis: GERD given antacids for control, diet restrictions

Total elapsed time between first symptoms and surgery: 3 years

Additional exams: Endoscopy with biopsy, manometry, x-rays.  The manometry was repeated to confirm the results given.

Additional medication given: Just medication to treat an ulcer.  It was a 30-day prescription.

On the next page, you’ll see a timeline that gives a kind of overview of how my condition progressed, from the time I started having symptoms, until I finally got the treatment I needed.

My Achalasia Timeline
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	Does my story sound like yours?


How my story began…

I

suffered from chest pains for a long time, at least a couple of years.  Two years ago, I decided to go to my doctor for a physical. Since I was complaining of chest pain, they did an echocardiogram to check for signs of a heart attack.  To my relief, my heart was in great condition.  After more questions, my doctor ordered an upper GI exam, which is an x-ray of the upper gastrointestinal tract. So I made an appointment and got it done.  After my doctor got the results, he referred me to a   specialist in stomach diseases called a gastroenterologist. 

That doctor told me that he needed to see inside my GI tract to make a diagnosis, so the next thing I knew, I was getting ready for an endoscopy. I arranged to have the procedure done at the closest hospital.  It so happened that my family was on vacation at the time. For an endoscopy, they give you sedatives, which make you sleepy for an hour or so. Since that means it’s unsafe to drive after the exam, I made plans for my cousin to take me to and from the hospital.
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During the endoscopy, they pass a tube called an endoscope through your mouth and down into your throat. The tube has a light at the end of it that helps the doctor see the inside of your esophagus, your stomach, and even some of your duodenum, which is part of your intestines. (I don’t want to go into the medical details of any of the procedures because then this will become a medical book, and that is not my objective!)  As part of the endoscopy, they take a sample of the tissue called a biopsy, to see if there are any signs of cancer.  They also look for tumors, ulcers, and the condition of the mucous in your GI tract. About an hour or so after the test, I woke up feeling really rested. Many people complain about headaches, nausea, and dizziness, but not me. I’d had a wonderful and profound sleep.  It was the best rest I’d had in years!

When I woke up, the doctor talked to me about what he’d found. I can barely remember what he said now, but I scheduled a follow up visit to discuss the results.   When the results were ready, I had a one on one with my GI doctor.  He told me I had GERD, which stands for gastroesophageal reflux disease, and showed me a booklet with a picture of a monster having a nightmare. This was supposed to help me understand it better.  Some color pictures are also part of the report, and I even got to keep a copy, which was nice. In addition to all that, the doctor gave me a prescription for a new and expensive anti-acid medication.  I read more about it and it seemed to be top of the line, so I left my doctor’s office feeling hopeful about my condition.  

I went home knowing for sure that my life was going to have to change.  First off, I needed to think about changing what I ate. For example, I was going to have to stop eating bacon with my pancakes. I also needed to limit the amount of alcohol I drank, so that meant I had to avoid my favorite rum and coke. Basically, I knew that I was going to have to stop eating that unhealthy food that we all enjoy so much!
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So I started watching what I ate and made some effort to improve my eating habits, but I didn’t change them radically.  I didn’t even want to imagine what my future was bringing to me.  I said, at least it’s good  that for the past 15 years or so that I had fun, drank a lot, partied like crazy and ate what I wanted. This way, even if I have to completely stop those pleasures of life, I enjoyed them for a big part of my life.  I realized then how much we take all these things for granted.

What happened next …
D

espite my best efforts, my chest pains continued. The medication worked to an extent; however, the pains were getting more frequent, more intense, and painful.  At night, there were times when I really wanted to cry because the pain was so intense. There was nothing I could do – I couldn’t even move at times, it was so bad.  To complicate things a bit more, I took what I’d read had about GERD, and concluded that my pain was probably just the acid reflux getting stronger. I thought to myself, that’s the reason why it hurts so much. So I decided not to see the doctor for another year. Instead, I tried to deal with the pain by controlling it with chilled water, etc.  But by then, it was not only chest pain that I experienced, but also some regurgitation and difficulty swallowing. It really felt like food or air got stuck in my middle, and I couldn’t do anything about it but wait a few minutes for the feeling to pass.  Let my experience be a lesson for you – Don’t make your own conclusions about your condition.  Keep track of your symptoms, and keep in touch with your doctor.

How what was supposed to be a fun trip ended with a diagnosis of achalasia…
T

o keep this story short, in January of 2002 we were invited back to our home country to attend the wedding of my wife’s sister, so we went.  Did I really have a choice?  I don’t intend to give you a narration of the wedding, but I do believe it’s important to note that it felt like my last party before achalasia.  In retrospect, I am glad the tests and prognosis came after the wedding. That way I was able to abuse a bit on the food, the drinks, the dancing, and the music.  Of course, the joy of seeing the family again and spending quality time with them was great as well.

When I had first arrived back home, I had told my family about the GERD diagnosis.  They already knew I’d been having some problems, such as pain, difficulty swallowing, etc.  So they encouraged me to see a family doctor there at home.  They thought that explaining my symptoms and my condition in my own language might be easier.  Perhaps I wasn’t able to communicate well enough to the American doctors what I was really feeling.  

So I went to see a local doctor there, and he wrote down my entire medical history again. Fortunately, I had brought my collection of test results, x-rays, and endoscopy reports with me.  And in addition, I was able to explain it all in my own language.  In case you’re wondering, the language thing did not really make a difference. However, the level of care, dedication, and attention I got from that doctor was fantastic.  I can honestly tell you that each doctor’s appointment lasted at least an hour, and I got very detailed explanations. The personal touch I enjoyed there is difficult to compare with the medical care I had gotten here in the U.S.  

Anyway, this doctor also said that he could not tell much from the outside, so we had to do the endoscopy again to see if there were any changes compared to the previous results, which by then were about two years old.  The procedure was the same – they put you to sleep, take pictures inside, and look for problems.  Again, I could barely remember the post-procedure conversations I had with the doctor since I was still under the influence of the anesthesia.     

Nevertheless, this time the results were a bit different.  The doctor told me I did not have GERD. He said he could see an ulcer in my stomach and a lot of acidity in my stomach juices. But that didn’t reflect acid coming into my esophagus.  He also noticed when passing the endoscope that he met some resistance before getting to the stomach.  He said that made him suspect achalasia.  There is an opening in the bottom of your esophagus called the lower esophageal sphincter, also known as the LES. In a healthy person, the LES opens to let food pass through to the stomach. In someone who has achalasia, the LES doesn’t always open as it should. 

When my test results came back, the doctor showed me pictures of my ulcer and other things, and then he suggested I have more x-rays and a manometry done.  All of these tests would help to confirm his suspicion about achalasia.  To complicate matters, the manometry was performed on Friday, and we were returning to the U.S. on Sunday, so I had to rush all the results so I could see the doctor one last time on Saturday for his final words of advice. 
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To make a long story short, both tests confirmed his diagnosis.  My LES was not functioning properly. This meant that the food I ate did not pass to the stomach at an appropriate rate, my esophagus was contracting strongly, and it was a bit dilated.  So, I was told that I did have achalasia, which is a rare disease.   Wow! What a way to end my vacation! 

The next step was figuring out how to get treatment for achalasia…

A
s soon as I got back to the U.S., I figured my first step should be to set up an appointment with my regular GI doctor, the one that did my endoscopy and told me over a year earlier that I had GERD.  Well, when I got on the phone with him and told him I’d been diagnosed with achalasia, he made time to see me as soon as he could, but the appointment was still a few weeks away.  

Because I was concerned about my health, I started to read all I could get my hands on about achalasia. Everything I read led me back to the same place – I needed to make a decision about which treatment to pursue.  

I pay a high health insurance premium, so I decided that this was a good time to get some of that money back. I began to look for an assertive achalasia expert who could provide me with guidance and the best solution to my medical problem.  I was not ready to be handed some half-baked treatment solution, given the fact that I still have some 40-50 years to live! Even with national life expectancy numbers, I still had at least 30 years more.  My main concern was making the wrong choice, cutting corners, or just taking the easiest solution with a temporary fix.  No way. I deserved the best, and I was determined to get it!

In the four months after I was diagnosed, I saw my regular GI doctor two more times, as well as three new doctors. My best friend at work, who has hiatus hernia, referred me to his doctor, who he thought was really good.  Indeed he was, but he was not an expert in achalasia.  However, he did spend an hour talking with me about my case and was very interested in finding out if my achalasia was caused by Chagas Disease, a condition with symptoms similar to those of achalasia.  I also consulted with another doctor back in my home country. Finally, I was referred to a GI surgeon.  

However, this surgeon did not want to do any surgery without having a GI doctor he trusted confirm the diagnosis.  I knew this made sense, but it meant seeing yet another new doctor, and having the tests all over again. So, I saw the last doctor and he did a manometry, a new set of x-rays, swallow tests and blood tests. They did confirm my achalasia diagnosis, but luckily my tests came back negative for Chagas disease.

To tell you the truth, I was looking for an expert in the field who would give me the best recommendation for my case rather than giving me all the options and leaving the decision solely up to me.  However, it’s most likely that you will be offered different treatments to choose from. In the end, it’s up to you to decide.

The summary below shows how all my different doctors presented my treatment options to me:

	Recommendations
	First Choice
	Second Choice

	Doctor # 1
	Dilation
	Surgery if dilation does not work

	Doctor # 2
	Botox Injections
	Dilation/surgery if multiple Botox treatments did not work

	Doctor # 3
	Surgery
	Explore dilation

	My decision
	Surgery
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To sum it all up …

In the past three years, I had gone through many tests, including: 

· two endoscopies

· two manometries

· three x-ray and swallow tests

· a couple of electrocardiograms

· blood work at least two times

All this was leading up to my final decision of surgery. I really hoped that after all this work, I would have a successful surgery. My goal was to go back to feeling “normal.” But more importantly, I wanted to maximize my life expectancy. Believe me – I’m looking forward to the day when I can have a rum and coke and some chicken wings with blue cheese dip again!  I don’t think this is just a dream … I’m confident that it won’t take too long to claim victory and go out to celebrate!  
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In the next few sections of this book, you’ll see how my story is very much the typical achalasia story… 

Part 2: All About Achalasia

	What is achalasia?


A

chalasia was first detected more than 300 years ago. At first, it was called cardiospasm because doctors realized it was linked to a blockage in the cardiac sphincter (LES) of the esophagus. In the first half of the twentieth century, experts renamed the disease achalasia. Technically, this term means “failure to relax,” and refers to the fact that the LES in the esophagus is not able to relax as it should.

On his web page about achalasia, Dr. Arnon Lambroza offers this definition:

Achalasia is an esophageal motility disorder, which is characterized by delayed food passage through the esophagus. Patients with achalasia feel that food gets stuck in their throat or chest and may experience severe regurgitation and weight loss. With achalasia, the esophagus loses its ability to contract in a sequential manner and the lower esophageal sphincter fails to open completely, thereby slowing food transit into the stomach.
In other words, the two main problems causing the symptoms of achalasia are:

· The esophagus doesn’t move food steadily along through the throat into the stomach.

· The sphincter, or valve, between the esophagus and the stomach doesn’t relax with swallowing as it is supposed to.

So the food not only moves more slowly down the throat, but once it gets to the stomach, it can’t get in. This results in food backing up in the esophagus.

	What causes achalasia?


N

o one is really sure what causes achalasia, but doctors do know that it’s related to damage of the nerves in the wall of the esophagus. Some possible causes might include:

· herpes zoster, also known as shingles

· some type of infection

· hereditary factors

· cancer

· autoimmune disease

Achalasia is equally common among men and women. It can occur at any age, but is most common in adults between the ages of 25 and 60.

	Common symptoms


D

ifficulty swallowing both solids and liquids is the most common symptom of achalasia. In fact, this symptom alone – called dysphagia – often leads the doctor to suspect achalasia and order more tests. At first, dysphagia isn’t severe and doesn’t occur that often, but it tends to become worse and worse over time. Most people describe dysphagia as a feeling of fullness. The difficulty swallowing is more pronounced with solid food, so patients often start to avoid meats, leafy vegetables, pasta, breads, and liquids. 

Other symptoms of achalasia can include the following:

· Chest pain. This pain is really more of a spasm, and it gets worse after eating, as opposed to angina, a heart-related chest pain, which tends to get worse with exercise or exertion.


· Regurgitation. This occurs when food or liquid backs up, or gets caught in, the throat. You may even feel like you have to spit it out rather than keep trying to swallow. Excess saliva, which may even appear to be a thick, white foam, may also back up. This symptom is most common when lying down, especially at night.

· Heartburn. This symptom is caused not by gastric acid from the stomach (as in GERD), but instead by lactic acid, which comes from the breakdown of food caught in the esophagus.

· Weight loss. Most achalasia patients have some degree of weight loss, but it may not be severe.

People with achalasia often find ways to help with the dysphagia when eating. They may drink a lot while eating (in the early stages). Or, they may try things such as raising their arms over their heads, standing or jumping to get the food to go down their throats. Some people find that drinking carbonated drinks helps.

Please keep in mind that the most common symptoms of Gastroesophageal Reflux Disease “GERD” are:

· Heartburn. 
· Regurgitation
· Difficult or painful swallowing
· Chest pain
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