
Who Made This Pamphlet And Why Do They Care? 

Hello. My name is Maisie DeGraaf and I made this pamphlet. Thank you for taking the time to read it. I 

know many people are extremely busy nowadays but the fact that you stopped a moment to read this 

means a lot. 

So why did I take all the time to make, print, and hand out these pamphlets?  

Two years ago if you asked me what dysautonomia was, I would have just stared blankly. I, like most 

people, had never even heard the word before. If you asked anyone in my family they would have given 

you the same reaction. 

A year and a half ago I was a healthy 19 almost 20 year old. I went to university in Thunder Bay for 

Applied Bio Molecular Science, I ate a healthy, vegetarian diet, exercised daily, and had a part time job 

as a hostess at a bar and grill in my town. Aside from the chicken pox and a bit of a bowel obstruction 

way back when I was a baby, I was perfectly healthy. I could run, walk, play, and do all the things you 

would expect a young person to do. 

At the beginning of June 2013, I had an extra-long night at work which lasted about 2 hours after my 

shift was supposed to end. I went home after everyone in the dining room had left and went to bed 

exhausted. That night at early hours of the morning, I woke up with severe stomach pains. I was in the 

washroom, throwing up, and my heart started pounding painfully against my chest. My whole body 

started shaking and I screamed to wake my parents up. My mom rushed me up to the hospital. I waited 

in the emergency room for some time. I had to lie on the floor because I was in too much pain to sit.  

When the doctor finally saw me, he asked me a couple questions. Then he gave me a laxative and told 

me to go home and rest. But it didn’t help. The next day my stomach felt a bit better, but my heart was 

still pounding, I couldn’t breathe properly, and my hands and feet were numb. My parents wanted me 

to just wait and see if it got better with time. 

I wasn’t able to go to work. I had to call in multiple times, which actually wasn’t an issue because for the 

entire year I worked there I had never taken a single day off.  

Nothing got better. Two weeks later and things were getting worse. I couldn’t eat, I couldn’t drink, I 

couldn’t sleep. I couldn’t even get out of bed. All my energy was focused on pain.  

I wasn’t improving so my mom took me to the emergency room again. I told the doctor I had chest pains 

and couldn’t breathe. She took my blood sugar levels, which were normal, and told me I probably had 

chest inflammation. She gave me a shot in my behind and a prescription for Toradol. And I was sent 

home. 

The next few days I worsened. My skin went pale and I started to get a burning sensation all over my 

body, like my skin was on fire. It was the most painful thing I’ve ever felt. My heart was still pounding 

and I still couldn’t breathe. 



My mother then decided to take me to my family doctor, which was actually a nurse practitioner. Our 

town had recently lost a family doctor, and so a nurse practitioners office was opened up to help 

everyone who needed prescriptions but didn’t have a doctor. 

I went there and explained everything to her. That my skin was burning, I was breaking out in rashes, I 

couldn’t breathe, and my heart rate was 165. 

She told me I was young and probably suffering from anxiety. I was prescribed anti-anxiety medication 

and sent home. 

The anti-anxiety medication made me extremely drowsy. So a mixture of that, the Toradol (which I 

ended up being allergic to), and being in pain, I felt like I was dying. It might sound dramatic, and even 

saying it now sounds dramatic to me, but all I can remember is going to bed every night, hoping that I 

wouldn’t have to wake up the next morning and have to go through it anymore. 

My mom was so worried about me that she finally took me up to the hospital one more time. It was 5 

o’clock on a Saturday. There was a doctor in the E.R. from a different town. I explained one more time 

every symptom I was having.  

This was the first doctor to run a blood test on me. 

As soon as he got the results, I was immediately rushed to a hospital in London. 

My blood levels were way off, and I had very high D-dimer levels, which meant one of two things. Either 

a major muscle of mine was in distress, or I had a blood clot. 

I went in for an emergency CT scan, and the results came back clean. No blood clot. But the doctor there 

made a decision to admit me because my oxygen levels were extremely low and my heart rate was 

through the roof. 

It took about a week before I was well enough to even talk properly. They had me in the respiratory 

ward. 

For six weeks I had every test run on me that was possible. I had 2 MRIs, 3 CT scans, 3 Heart Echos, 1 

Trans Esophageal Echo, and countless ECGs. I had many blood tests, many urine tests, and a few oxygen 

and lung tests. 

The only thing that came back positive was a hole in my respiratory system. But nothing big enough to 

cause the problems that were happening. 

Out of options, my cardiologist made the decision to perform an invasive catheter test, where they stick 

tiny catheters into my arteries and poke at my heart to find a problem. 

But before they started the procedure, another cardiologist from out of the city came in, saying he 

wanted one more test before they do something dangerous and invasive. 

He was friends with a Neurologist at another hospital that was an expert in a condition called POTS. 



So I was sent over there to have the tilt table test done, where I was strapped to a table and tilted up to 

see how my body reacted. 

Sure enough, when I was lying completely still in a dark room, my heart rate, blood pressure, and 

oxygen were ideal. 

When I was put into an upright position by tilting the table up, my heart rate when from 70 to 170, and 

my blood pressure plummeted. 

I was diagnosed with severe Postural Orthostatic Tachycardia Syndrome, a form of dysautonomia. 

I was sent back to my hospital, and no one had ever heard of it before. Not one doctor working on my 

case knew what POTS was or what to do. 

I was sent back with instructions from the specialist for treatment. The doctors gave me the first 

medication, and I ended up being severely allergic to it. 

I waited a few days until they could get a hold of the specialist, and he told them a different 

combination of medications to try.  

It took me a while to adjust to the medication, but when I did, I started to be able to stand and walk for 

a few meters without my oxygen going down. I passed out a few times when I started walking, but each 

time I was able to do a little bit more. 

I was released from the hospital and went home. It wasn’t easy at first. I still had attacks, where my 

heart would start pounding, and I was in a wheelchair full time for many months. 

It has been over a year since that incident. My attacks have gotten less and less. I still experience heart 

palpitations and muscle aches and pains. I am on a slew of medications. But everything is much better. 

I lost my job, but not in a negative way. I just wasn’t able to be a hostess anymore. 

I am still in a wheelchair for long distances like going into stores and things. I go to physio twice a week, 

and now can walk 5-7 minutes with a cane for stability. I do exercises every day, I can eat normally again, 

and have changed my diet to a high sodium and high water to help my blood pressure. I pass out less 

and less frequently, but still push myself too far once in a while and end up on the floor. 

I am now very involved in educating people about POTS and dysautonomia, and with the help of the ILC 

foundation, am able to get support and education about POTS and other chronic illnesses. 

I’m even going back to school in January. 

So this is why I am handing out these pamphlets. I think more people should be aware of dysautonomia, 

including doctors. I’m not the only one who has been brushed off by doctors, I’m not the only one who 

has been told it is all in your head, and you’re just crazy. 



There are other people who are misdiagnosed, who are suffering because the awareness for this 

condition is so little. 

A proper diagnosis can lead to proper treatment, and the more the public knows about dysautonomia 

and POTS, the more medical professionals will become aware of it. 

I don’t want people to have to go through months of fighting the medical system while they’re sick 

because doctors aren’t aware enough of rare diseases.  

POTS is not deadly, but in cases it can be debilitating. Let’s help others by getting awareness out there 

that this exists, and the earlier someone is diagnosed, the better their prognosis is. 


