


Angela Sullivan
Tracheostomy
I watched a YouTube video where a woman described her tracheostomy as “life support.” I was thinking, “life support.” I had never considered my tracheostomy as life support, but I cannot breathe without it. Life is not easy with a trach, but, for me, life is not possible without a trach.
I am adjusting to life with machines. I have an oxygen compressor that attaches to a mask that I wear over my trach. The tubing hooks up to a trach humidifier, which keeps my lungs from drying out. I have a suction machine. From the ICU, I was transferred to a rehab hospital until I could demonstrate proper technique for clearing out my trach. I cough and choke and wind up in tears when I put the tubing 17 cm (almost 7”) down my trach. When I have an infection, the drainage increases, and I must suction multiple times each day. I have a Valera machine that uses alternating cycles of pressure and oscillation, combined with nebulized medications (liquid converted to a fine mist for inhalation) to help keep my lungs clear. I must use that every 6 hours. I have a nebulizer and a portable nebulizer that I keep in my Jeep. I have inhalers in my purse, at my bedside, next to my computer, and with my emergency medicines. My machines are noisy. I already have insomnia, and the machines exacerbate that.
Try traveling with all those machines. I can take them on an airplane – if they are packed individually in a suitcase with nothing but medical supplies in the case. Each machine must be tested by TSA. Then, I have to trust the luggage handlers to treat my machines with care. I have had lost luggage… I’ve had luggage destroyed… How am I supposed to trust strangers to get my medical equipment where I need it to be without damaging it? Instead, I now travel exclusively by automobile.
I have frequent infections. I have pseudomonas cultivated in my trach. When I get exposed to anything, the pseudomonas activates because of my weakened immune system. I am allergic to multiple antibiotics so I am at an increased risk of the bacteria becoming resistant to the few antibiotics that I can use. It feels like a game of Russian roulette at times.
My breathing issues affect every aspect of my life. I have ten prescriptions that I take just to keep me breathing – some inhaled, some oral, and some injected. I have many environmental allergies that set me off and can lead to ventillation… cigarette smoke, automobile exhaust, ammonia, bleach, perfume, cats, etc. I am frequently placed on steroids as well. Steroids cause weight gain and really mess with my emotions. They also cause more insomnia.
I have issues eating certain foods. I love potatoes, but I can only eat them mashed. I must put jelly or honey on toast so I can get it down. When I choke on food, I can’t breathe and start to panic. I must try to calm myself down so that I can clear out my trach.
I used to swim. I played volleyball in Albermarle Sound... I went crabbing… canoed down the rapids in the Potomac River… climbed to the cave behind Sitting Bull Falls… played in the ocean… did physical therapy in a heated pool… practiced Tai Chi in an indoor pool. Now, I can’t even shower without special precautions. Bathtubs, pools, hot tubs, oceans… any body of water in fact… is a potential death sentence.
I have a speaking valve. It’s a plastic cap that fits on my inner cannula and diverts air to my vocal cords. Without that, I have no voice. I sang at Carnegie Hall in Pittsburgh. I was invited to join the Mendelssohn Singers (without a formal audition) because the director heard me sing. I had to give up that dream. My singing voice is gone. The girls in college urged me to sing on Broadway. I told them there’s not many roles on Broadway for a fat crippled woman. Instead, I sang at church – solo, small group, and choir. Now all of that is gone. My vocal cords are irreparably damaged.
I played flute and piccolo for more than 40 years. I was in the Admiral’s Band at Bethesda Naval Hospital. I’d even had the pleasure of piping ashore a female Navy Captain to the tune of Zippety Doo Dah on my piccolo. I could focus on the beauty of the music… I played for the German Embassy during Oktoberfest… I played duets at the Audubon Society Christmas Party... I played at church – even played at Abraham Lincoln’s church in Maryland. When I cap off my trach and pull out my flute and piccolo, I can barely make a sound. After five minutes, I feel like I’ve run a marathon. I cannot breathe. I can no longer play this instrument that has been such a large part of my life.
I now have a cello. I don’t love it yet. It’s been difficult for me. Sometimes I feel like I’ll never learn and get comfortable with it. I just want to have music back in my life. I want to sit down and play beautifully – not just play notes.
ECMO (a heart/lung bypass machine) and multiple ventilations have damaged my trachea. It collapses with every breath I take. Each time I’m placed on a ventilator, it’s traumatic. There were two, however, that went beyond normal trauma.
 In one ER visit, I was given medication to sedate and paralyze me so that I could be intubated. The medication to sedate me, however, did not work. I was conscious during the entire procedure, but unable to even blink my eyes to let the staff know. I was conscious of the tube being forced down my throat… conscious of the lack of suction at that point… conscious of flopping around as my pants and underwear were yanked off and a catheter inserted… and conscious of the individuals touching the IV’s placed in both breasts and laughing about that.
 The intubation that resulted in the permanent trach was even more traumatizing. My ER room was in utter chaos. The ENT on call was doing the intubation. Residents and nurses were running around in the room. One resident was trying to shove gray goo up my nose. The attending tried scoping my airway multiple times – placing the scope down my throat while I was in respiratory distress. ENT wanted equipment from the clinic which was closed for the weekend. An ER nurse was sent upstairs numerous times to locate the equipment. All of this happened while I was in respiratory distress. Eventually the charge nurse yelled “Stop!” She made everyone state their names and jobs – then sedated me while they were responding. I woke up in the ICU days later with a permanent tracheostomy and a strong hatred of ENT. I believed that the attending who’d intubated me had damaged my trachea.
Shortly after I woke up, ENT attempted to place a feeding tube through my nose. A technician spent more than an hour trying to force the tube in. So soon after the intubation, it was one of the most traumatizing things I’d had to endure in my life. Days later, the attending removed the initial trach, which was stitched to the stoma. He snipped some of the stitches then just ripped them all out as he ripped the trach out. That incident just compounded the trauma. The very next time I went to the ER, I got out of my car and wet myself.
This tracheostomy has greatly affected my life. This thing sticking out of the front of my neck is not normal. I scare babies... I get stared at… I’ve had beauticians refuse to shampoo and cut my hair… Complete strangers ask me about my medical issues. I cough… I choke, but I’m not comfortable just pulling out my inner cannula in front of others. I try to find a private spot because I assume others will be unable to tolerate seeing that. Even when coughing or choking, I seek privacy before handling a very real medical issue.
Every eight weeks, I go to the ENT clinic to have my trach replaced. I rarely have the same resident or doctor for those visits. It is difficult to build trust in a setting with such inconsistency. Some residents are efficient and sometimes I sit back in the chair and wonder how long it will take them to place the new trach. I’ve even shortened my hair because it’s been pulled so many times during these changes. It is just trauma compounded with trauma. At this time, I have no hope of a trach-free life. This thing that I hate is keeping me alive.
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