Kübra's Message (Audio)
My name is Kübra, and until two and a half years ago, I lived a completely ordinary life.
I had both feet firmly planted in life. I was active, full of joy, and full of plans.
I loved travelling, enjoyed life, and never imagined that everything could change overnight.
But that is exactly what happened.
After I was infected with COVID for the second time in November 2023, I developed Long COVID and eventually ME/CFS—a severe neuroimmune multisystem disease that can be triggered by a viral infection.
Since then, nothing has been the same.
From the outside, my illness is often invisible.
But inside, I fight for survival every single day.
I wake up every morning with severe muscle and joint pain.
On top of that come headaches, dizziness, cognitive impairment, and cardiac arrhythmias.
Every movement hurts.
Every activity costs energy.
Today, I spend 22 hours a day in bed.
The little energy I have left each day—around ten percent—I have to budget carefully.
If I take a shower, cook something, or talk to a friend on the phone, my energy for the rest of the day is gone.
And if I do even just a little too much, I experience what is known as a crash.
That is when all my symptoms become dramatically worse.
Such a deterioration often means spending days—or even weeks—lying in a completely darkened room, wearing ear protection and an eye mask to block out every possible stimulus.
My daily life consists of pain, exhaustion, and the feeling of slowly disappearing from life itself.
My world has shrunk to the size of my apartment.
The illness feels as though I have been buried alive.
You can lose your life without dying.
That is what makes this illness so cruel.
Around 650,000 people in Germany are living with ME/CFS.
That is three times as many people as are living with multiple sclerosis.
Together with Long COVID, around 1.5 million people are affected.
And yet ME/CFS is not a new disease.
It was already recognised by the World Health Organization as a neurological disease in 1969.
Nevertheless, it is still far too often overlooked, trivialised, and misunderstood.
Because around 80 percent of those affected are FLINTA* people, the illness was ignored, downplayed, and dismissed as hysteria for decades.
To this day, there are no approved medications, far too little research, and far too few doctors with sufficient knowledge of the disease.
ME/CFS is barely addressed during medical training.
As a result, many people living with ME/CFS experience their severe physical illness being dismissed as a psychological problem.
Yet studies show that, on average, the quality of life of people living with ME/CFS is even lower than that of people living with multiple sclerosis, cancer, or those recovering from a stroke.
And still, the illness continues to be trivialised because of its misleading name: chronic fatigue syndrome.
ME/CFS is not fatigue.
It is a severe neuroimmune multisystem disease that can tear people away from their lives from one day to the next.
For those who are most severely affected, ME/CFS means living a life that most of us can hardly imagine.
Some spend twenty-four hours a day, seven days a week, lying in a completely darkened room, wearing an eye mask and ear protection.
Even a ray of light, a quiet sound, or the gentlest touch can trigger unbearable pain and permanently worsen their condition.
Many can no longer read.
They cannot listen to music.
They cannot have conversations.
Some can only hope to occasionally see their closest loved ones.
They continue to exist while life outside their four walls goes on without them.
Many of us are not only fighting the illness.
We are also fighting social ignorance, inadequate medical care, and a lack of recognition.
Sometimes, the bitter impression arises that it is easier for people with ME/CFS to access assisted suicide than to receive an appropriate level of care, adequate disability recognition, or effective medical treatment.
The suffering of many people affected is so immense that some see no other way out and choose assisted suicide.
Not because they no longer want to live.
But because they have been denied the possibility of living a life with dignity and quality of life.
That should shake us all.
It is not an individual tragedy.
It is the result of decades of neglect.
ME/CFS can affect anyone.
All it takes is a virus to completely change a life—to destroy an education, a career, friendships, family relationships, and future plans.
That is why I have one heartfelt request for all of you.
Please do not forget us in your feminist struggles.
Many of us are too ill to attend demonstrations, to raise our voices, or to stand up for our own rights.
Our voices have become quiet—not because our concerns matter any less, but because this illness has taken away our strength.
Please fight for us too.
As long as we cannot raise our own voices, we need people who are willing to carry them with us.
Thank you.

