Patient Perspective


“I am 66 years old and I live on a farm 22 km from the nearest hospital. My story of living with Hereditary Angioedema before I was diagnosed was both scary and frustrating to me and my family. 

From childhood I had many episodes of painful swellings in different parts of my body that could not be explained. Some of these occurrences were treated with surgeries that weren’t necessary (i.e. laparoscopy and appendectomy). In my late teens I had many hospital stays where I was given heavy pain medications for abdominal swellings. It seemed to the Doctors that I was imagining these attacks and they referred me to a psychiatrist as a way to figure out if there were actually unexplainable pains. The result was nothing wrong upstairs!

The swelling attacks seemed to hit one area at a time. For example my tongue could swell for a period of time, then the swelling could move to my abdomen, and then perhaps to behind my eye. During the 1980’s and 1990’s most of my attacks were tongue, laryngeal and face. These episodes were treated as allergies with epinephrine,

solu-medrol and prednisone.  I would give myself an injection of epinephrine before I left home and would often receive another at the hospital.  There was no relief from this type of treatment. The epinephrine would cause heart palpitations and leave me feeling very weak for a few days after. The solu-medrol and prednisone would cause mood changes and weight gain. Both these treatments would leave me wiped out for days after an attack. 

Life during this time was very difficult!  Most of my swellings occurred during the night. This made early detection difficult, as I could be sleeping very soundly and wake up in an advanced state of swelling.  This was cause for great concern if my airways were feeling at all compromised as I live 22 km from the nearest hospital. On a cold stormy night that was just plain scary. 

Traveling became very difficult. Going to a different country where they may not speak English was like playing Russian roulette.  My family was reluctant to have me stay over.  They were always worried I would have an attack in the night and not be able to yell for help! When I slept in, my grandchildren were not allowed to wake me for fear of what they might find. 

It was 1998 when I was finally diagnosed by a young doctor that was just new to Canada and he wasn’t sure how we go about treatment. He strongly advised against steroids and felt the only way to go was fresh frozen plasma. He wasn’t sure Canadian Blood Services would keep it on hand in the hospital where I lived. This doctor referred me to a hematologist.  While I was waiting for this appointment I set out to educate myself.  Through the internet a whole new world was opened up to me. I found other patients and learned about the different kinds of care available.  After reading and talking with other people I decided the best treatment for me was C1 Esterase Inhibitor not even knowing if this was a possibility in Canada. I gathered as much information as I could and set off for my appointment. I went to see the hematologist armed with all the information and my knowledge. After some discussion he called in the nurse from the hemophilia centre and they discussed if it would be possible for me to do this under the umbrella of the Hemophilia Centre.  We decided to give home therapy of C1 Esterase infusions a try.     

I went to the Hemophilia Clinic to learn how to administer self infusions. This only took one visit.  I tried it on a very rubbery feeling phony arm once and then tried it on my own arm. To poke the needle into yourself doesn’t hurt, at least that is my experience. The most stressful part of the infusion for me is the steps leading up to the actual infusion.  Surprisingly, I found reconstituting the product harder than actually poking myself. To help alleviate this stress I have prepared a list of the supplies required for an infusion and check it to make sure I have everything before I start. My supplies are given to me at the Hemophilia Clinic, without them I am not sure how all this would have been coordinated. Our need for clinics is huge. 

At home the product is kept refrigerated. At first I used insulated lunch bags for transporting the product. I had a thermometer to test how long a certain number of cold packs would last for traveling. I travel where I want and have never lost or ruined any product. There are little fridges you can plug in your cars which would also work. Now I have a nice little bag that I got from one of the pharmaceutical companies. It has a hard little case that I zip the product in for more protection and a cold pack on either side and it also has room for the needles and other supplies. This pack has made traveling a non issue.  For air travel, documentation from your physician is also necessary to carry your infusion supplies with you on to the airplane.

Since I am under the hemophilia clinic I have to follow their guidelines.  I send a report in once a month and also am called in once a year for a check up. I feel so fortunate that I wound up with the Hemophilia Clinic and Society. I just couldn’t ask for better home therapy and I also wouldn’t want anything but home therapy. I have control of my life this way; I don’t have all the stress that goes along with trying to get to the hospital in a hurry and even then not knowing how long it will take to get treated. 

When I do need to be hospitalized for other issues there is still a steep learning curve for healthcare professionals.  I always bring my own supply of C1 Esterase Inhibitor.  Prior to any invasive surgeries, procedures or dental work I self infuse.  I also travel with a letter from my physician in case I am in an emergency and unable to explain my condition myself.

When I have an attack I self infuse and in about 30 minutes I am getting relief. With the C1 Esterase Inhibitor I have no side effects.  It’s simple:  I have an attack and I fix it and it’s over. I have my freedom back!  It may seem like a leap of faith to potential patients to rely on this therapy.  But I encourage those with Hereditary Angioedema to jump!  You won’t regret it and soon your life will be yours to control.”

