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Voiceless, 
not speechless!

My 30 years 
as a laryngectomee
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In January of 1989 I developed a bad cold and 
noticed I had breathing problems.  I went to 
my doctor after some time because it did not 
go away and received the usual medication, 
antibiotics, inhalers, etc, but nothing seemed to 
work. During the following months it got worse 
so I ended up  going to a lung specialist to see 
what was going on. 

I went through all the check ups, x-rays, lung function tests, 
new medication but nothing seem to work. My breathing got 
heavier every day and being a mom of 2 young children (5 
and 2), it was hard to be able to take care of them. Luckily for 
me, I had very sweet neighbours and family who helped me 
out every day. They took the oldest to school and changed 
the diapers of the little one. This whole situation went on until 
Sep 1989. By that time I couldn’t even walk 2 steps without 
severe breathing problems and was in the doctor’s office 
almost every day. I woke up every hour at night hearing my 
breath going in and out like a whistle sound. 

The lung specialist decided to admit me to the hospital. This 
was on a Friday morning. The following Monday they decided 
to perform a bronchoscopy on me. I was sedated because I 
did not want to feel anything. When I woke up again I found the 
lung specialist beside my bed. He had tears in his eyes when 
he told me they could not get into my trachea with the camera 
because of a huge blockage. It turned out my trachea was 
blocked more then ¾ due to a growth. That was the reason I 
could not breath and basically was hyperventilating all the time.  

After all kinds of tests they decided to do 
a biopsy that week. I got into the OR but 

when the anaesthesiologist looked 
at the x-rays he said, “I am not 

going to take this risk”. If it 
swells up she will die 

on the operating 
table. Needless 

to say he saved my life. From the OR they transported 
me to the Free University Hospital in Amsterdam. Again, 
I had all kinds of tests done and one day they performed 
a needle biopsy. That caused a huge swelling and I was 
choking. My children were with me that afternoon and had 
to be taken away. That was very hard. The little one did not 
really understand but my son, who was 5 years old knew 
something bad was happening and did not want to go. 

They did an emergency tracheotomy and put a tube in. 
They also did another biopsy and 2 weeks later it showed it 
was a T4 tumor under my right vocal cord. 

“My ENT who had to tell me this news was 
shocked because I was way too young to have 
this type of cancer. I was only 27 at that time.” 

On Oct 27th 1989, two weeks later, again after all kinds of 
tests that showed it had not spread, I had a laryngectomy. 
From that time on, I did well. I was out of the intensive care 
unit in 2 days, was walking around since until my health got 
better, and 11 days later I went home. 

I had 35 radiation treatments to make sure every cancer cell 
would be destroyed. I had minor problems during that time. 
My skin and throat were a bit sore but that was it. I was very 
tired but because we had insurance that paid for a person 
to help out with the kids and household. After the radiation 
period I slowly got back to the normal life, taking care of the 
kids and living my life. I had speech lessons 2 times a week. 
Within 6 weeks I could say 4 to 5 words in 1 sentence. 
My kids helped me out by making up words that I had to 
repeat. That was fun until I could say children’s bed time. 

My son helped me out by picking up the phone, taking the 
messages and then call his father and deliver the message. 
He was the child who suffered the most, had seen his Mom 
being very sick and he was afraid I would not come home 
when going for appointments. I took him with me to ensure 
him all was fine and I would come home.
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In August 1990 I went to a conference of the European 
Association for laryngectomees which was in Amsterdam. 
My World opened up - I met so many other laryngectomees 
and although I was the youngest, we all went through the 
same. From that moment on I started to work in the Dutch 
association, first at local level by giving first aid lessons to 
ambulance personnel, nurses, first aid groups, red cross 
groups etc. I also visited new laryngectomees in and out of 
the hospital. 

From local I went to national in the Dutch Association. 
We set up the program for newbies including visits in and 
after hospital, made information folders, arranged local 
meetings,  and made a program so everyone who gave 
lectures in schools, first aid groups etc would share the same 
message. In Amsterdam, I met Bob Keith and we always 
stayed in touch. Because of that I got invited into the Voice 
Institute in Cherry Hill in 1994. That opened my world. To see 
laryngectomees helping other laryngectomees with speech 
lessons and many other aspects was amazing. I learned so 
much during those days and made friends for life.  

It is too bad this is not allowed in The Netherlands, but every 
now and then I helped someone out. Due to all the contacts 
I started to get involved in the European Association 
and in 1997 I became the First Female President of that 
organisation. It was tough because it was a ‘man’s world’, 
and because I was still young people treated me as I was a 
child and did know nothing. Needless to say I would not let 
that go, I showed them very well who and what I was and at 
the end we did a lot for European larynmgectomees. 

We made a list of every hospital, clinic and SLP who 
worked with laryngectomees. We had set up a program 
for laryngectomees in need of supplies that they could not 
get in their own countries. We helped countries in Eastern 
Europe to set up their own associations, and how to get in 
contact with other laryngectomees. I also travelled to the 
USA and tied up with the IAL. I became a BOD member of 
that organisation and was in a lot of different committees. 

I worked for Servox as a laryngectomee visitor going to 
Hospitals and SLP’s to help them with using the electro larynx. 

“I worked in Voice Institutes in Europe and the 
USA to give Speech lessons to other larys. I 
loved doing that, knowing I could help others.”

In the meantime my kids grew up and did very well. I had 
family and friends helping out if I travelled so all would go 
well while being away. That helped a lot. I did all this until 
2007/2008. At that time my marriage was falling apart and I 

needed a job to provide for myself.  I also was 
no longer a BOD member of the IAL which 

broke my heart. 

I followed training to become 
a security agent at 

Amsterdam Airport, 
and even being a 

laryngectomee in a loud environment I loved it.  Working 
with passengers, doing patrols in and out of the airport, 
trying to solve problems etc. An airport is a city on it’s own 
and not one minute is the same. I became a teacher to train 
other students to work as a security agent and enjoyed it. 

But, in that time I was going through a horrible divorce 
battle and it was beginning to take it’s toll on me. By 2015 I 
was burned out after everything that happened to me and I 
had to stop working. I made the decision myself and got 2 
years of 100% disability from the Government. After those 2 
years you have to go back and get an appointment with an 
insurance doctor who will evaluate you by asking questions 
about your health etc. They also have to do a physical. 

A long story short, the Doctor thought I was fine again 
based on my answers. He never physically checked me out. 
When I got that news I literally collapsed. I dropped to my 
knees and fell over. I have been tough for so many years, 
never gave up even when I was so sick and went through 
that whole divorce battle, but this was my breaking point. 
My home physician send me to a psychiatrist. I also found 
a good lawyer who helped me out with the aftermath of the 
divorce and the battle with that doctor and the organisation 
behind him. I had 8 months of therapy and it turned out I 
had PTSD due to the fact I choked in 1989 and everything 
that happened to me. 

“I learned a lot about myself - the biggest 
thing I learned was to ask for help if I could 
not do it myself.” 

I’d never done that before and always tried to work myself 
out of things. The lawyer took care of the other battle and 
with letters and statements from my ENT and Psychiatrist, 
we won that too. Since then I am on 100 % disability. 

It was hard at first to be 55 and not working anymore but I 
know it is the best for me. Slowly I am starting to pick things 
up in the lary world again, all in my own time and at my own 
pace. I developed friendships all over the world being a 
laryngectomee and still try to help where ever and whenever 
I can. It has been a heck of a ride these past 30 years but it 
still beats the alternative. 

Life is not over after having a laryngectomy, it just takes 
another path with bumps and hills - it’s sometimes not easy 
but it brought me a lot of joy. I got to see my children grow 
up and now have 4 beautiful grandchildren. My son and his 
wife have 2 girls; Anne is 10 and Femke is 7. My daughter 
and her husband have 2 boys; Luc is 2 and Stijn is at this 
moment 11 days old. I love being a Grandmother. I love 
watching my kids grow up and how they turned out. Both 
very caring, responsible loving persons who work hard.

Without my laryngectomee 30 years ago I would 
not be who I am now and would not have met all of 
you laryngectomees around the World. 

Marianne Kooijman


