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“Suddenly, I was no longer ashamed of myself.” 
 
Katri-Anna Lehto suffers from a rare disease causing excessive growth of 
keratin. When she was young she was ashamed of the way she looked and 
barely dreamt of a family of her own. A trip to Scotland changed it all.  
 
Katri-Anna Lehto 
Age: 37 
Occupation: Stay at home mother 
Family: Husband Mika, daughter Kerttu, 3, and son Reino, 1 
Disease: Pachyonychia Congenita 
Motto: Never give up hope 
 
 

 
Three-year-old Kerttu is building a stone garden by the apple trees in the backyard of a red, wooden house. 
Earlier in the day they had been catching water lizards from a nearby pond with daddy and put little brother 
Reino down for  his nap in the pram. Her mother Katri-Anna Lehto, 37, is resting her feet under an apple 
tree. Kerttu’s enthusiasm is contagious, but her mother has just about used up her steps for the day. As much 
as Katri-Anna would like to join Kerttu, she has to think of 
tomorrow. The pain in her feet increases as the steps 
accumulate, and the excessive steps taken today will be paid 
for tomorrow.  
 
The disease in Katri-Anna’s feet is called Pachyonychia 
(thick nails) congenita (born with). The name tells you what 
you see first looking at a patient: both finger and toenails are 
thick and hard due to excessive growth of keratin. But the 
worst part of the disease is the callouses and extremely 
painful blisters that cover the soles of Katri-Anna’s feet. 
 
Part of the nature of the disease is that you cannot predict the 
amount of pain you are going to be in. Today Katri-Anna 
may take 2000 steps, tomorrow maybe only 500, depending, 
for example, on what she has been doing and what the 
weather is like. Some PC patients use a wheelchair daily, but 
Katri-Anna only takes hers with her when she goes abroad or 
wants to spend a day in the city. At home it’s easier to walk 
on her knees if her feet can’t take the pressure. 
 
Due to the pain caused by the disease, Kerttu, too, has had to 
learn that her mother can’t run after her or follow her 
everywhere just like that. Her mother has to save her feet.  
 
“When I’m on my feet, I desperately look for a place to sit and I cannot enjoy the moment. Fortunately the 
children have their father and other people close to them that can pull them in a sledge or take them for a 
walk in the woods,” Katri-Anna says.  
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If you are not familiar with Katri-Anna’s disease, there is a natural explanation. Only three patients have 
been diagnosed with PC in Finland: Katri-Anna, her mother and now also Kerttu. Even around the world 
only a little over 800 patients have been identified.  
 
Only six years ago Katri-Anna herself didn’t know the name of her condition. Her mother had been assured 
the disease wasn’t heritable, but Katri-Anna showed her first symptoms as early as the age of six months.  
 

“The doctors were helpless. The most painful memory 
of my childhood was when a doctor pulled out all of my 
nails. I was eight years old and I can still remember the 
excruciating pain. Needless to say, the treatment was 
useless – my nails grew back soon, just as thick as they 
were before.”  
 
In school, Katri-Anna hid her nails in her fists and 
played with the other kids, although the pain would 
sometimes bring tears to her eyes. The most 
embarrassing moments were when the class went 
swimming, as there it was impossible to hide the feet.  
 
“I felt like a real freak. What saved me was having one 
close friend that stood by me all through 
comprehensive school. She was half deaf and we made 
a good pair. She would pass me a chair and I tried to 
speak to the one ear she could hear with.”  
 
In high school Katri-Anna started to go to bars. She 
camouflaged her thick nails with nail polish and 
numbed the pain with alcohol. The belief that nobody 
would love her stood fast.  

 
“I decided for all the boyfriend candidates that they would find me repulsive. I never gave anybody the 
chance to really get to know me.” 
 
But Katri-Anna had two dreams: to live abroad for a while, and to have a family of her own. In her twenties, 
she ended up in Portugal as an exchange student thanks to language studies at the university. The cobble 
stone streets, hills and the heat made life difficult, but she was left with more good memories than bad. Katri-
Anna was able to get a glimpse of the sense of freedom the disease had taken from her.  
 
The dream of a family, on the other hand, felt distant for a long time. But in July of 2004, Katri-Anna’s life 
took an amazing turn that finally enabled her to accept herself: she found a name for her condition and other 
people with the same disease.  
 
“For 30 years I had thought my mother and I were the only ones like this in the world. Suddenly, I saw 
pictures of our feet on the Internet. I immediately called my mother and yelled, ‘our disease has a name! 
Mom, we are not alone!’” 
 
It turned out that this was a rare but also a fortunate disease. A close relative of one of the patients was a 
wealthy business woman who had donated a fortune to scientists so that they would find a cure for the 
disease. Just months earlier, she had started an organization called PC Project, the website of which changed 
Katri-Anna’s life, too.  
 
Katri-Anna contacted the founder of the organization and told her she possibly suffered from the same 
condition. She and her mother were invited to a patient support meeting in Scotland where they took a DNA 
sample to see whether or not she really suffered from PC. In November she received a letter, telling her that 
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her and her mother’s symptoms were caused by a mutation in the gene K16. The diagnosis of Pachyonychia 
Congenita was now certain.  
 
“It was just unbelievable. Suddenly I was no longer ashamed of myself. Instead, I wanted to tell everybody 
about my disease. And for the first time ever, there was also hope for a cure to be found some day.” 
 
Finding a support group was the final push Katri-Anna needed to reach the other end of her dreams. Already 
in the previous spring, Katri-Anna had started seriously working on her self-esteem. She read numerous self-
help books and tried everything from Feng Shui to visualization. Three weeks after the trip to Scotland, on 
Mika’s day, she finally got enough courage to place a profile on an internet dating site. That same day, she 
received a reply from an interesting man from the Turku region, named Mika. Katri-Anna decided to reply.  
 
”In my third message to him I added a link to PC Project’s website and told him I understood if he no longer 
wanted to keep in touch with me. To my surprise, he did not comment on the way the disease made the 
patients look at all, but instead told me how sorry he was that I was in pain. I felt this was a guy I could meet 
some day.” 
 
On their second date Katri-Anna asked Mika if he would like to see her feet. He stroked her feet gently and 
said, “Oh, poor foot.” Katri-Anna is still moved by the memory. 
 
“From then on, it was clear to me that he accepted me the way I was. He proved my belief that nobody 
would ever love me wrong.” 
 
Two years after their first date, the couple bought Mika’s childhood home in the country and got married. 
The following year, Kerttu was born. Now, in the backyard of the house built by Mika’s father, there is 
Kerttu’s stone garden, but also Katri-Anna’s little herb patch 
– right next to the door to save her some valuable steps. 
 
“From the beginning, Mika tried to make my life easier in my 
new home. He changed the gravel in the yard to fine sand and 
removed the knotted rugs that made walking difficult for me. 
He also acts as my feet – he’ll carry me over the roots in the 
forest if I can’t make it myself and all. He is a kind man, a 
true gem.”  
 
As a biologist, Mika has special interest in his wife’s rare 
condition. He is the one in the family that knows how to 
explain about the mechanism behind the pain in the disease, 
and also understands how difficult it is to find a treatment that 
actually works. Family life, on the other hand, has not been 
influenced by his wife’s condition in any significant way.  
 
“We lead a normal life. You just have to take into 
consideration the other person as an individual, as you do in 
life anyway,” says Mika. 
 
“We all have our problems,” adds Katri-Anna. “When I was 
younger I could spend ages contemplating my own misery 
and I even managed to create myself a coffee cup neurosis. 
As I’ve grown older, it’s been easier to remember that things could be worse.”  
 
Instead of complaining, Katri-Anna concentrates on making her life easier and saving her valuable steps. A 
disability parking badge, lists written on a daily basis and an easygoing attitude towards life take her a long 
way. Persistence has been helpful, as well.  
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“When I want something bad enough, I get it done. Fortunately, I am also somewhat lazy. It doesn’t bother 
me so much if things don’t get done because of my feet.” 
 
Life in the countryside seems nice and peaceful. Katri-Anna is at home with the children, and Mika, too, 
works at home as an entrepreneur. Walking after the children makes Katri-Anna’s feet hurt and shrinks her 
circle of life even more, but she would not change the life of a mother for anything in the world.  
 
“The fact that my dream of a family was fulfilled is, to a great extent, thanks to the patient support group. 
From early on, I will try to teach Kerttu the attitude that this is just a part of us and doesn’t make us any 
worse than others.” 
 
If, and when, a treatment for the disease one day becomes reality, Katri-Anna will enroll in dancing lessons. 
She can catch some of the joy of movement now in the summer in the surroundings of her house: sitting on a 
bike with the saddle low, she can take pain free steps and let the wind blow in her hair. Just take a look at 
what’s happening around the corner. 
 
 
 
 
An ultra rare gene mutation: 
 
- Pachyonychia Congenita is a very rare skin disease caused by a mutation in one of four Keratin genes. 

The mutation can be spontaneous or inherited from a parent with PC. The chance of passing the disease 
on is 50 %. 

- The symptoms vary, and depend, among other things, on which one of the genes is affected. The most 
common symptoms are thick nails, callouses and blisters on the soles of the feet and palms, and plantar 
pain. There may be excessive keratin in the oral mucosa, and different types of cysts and bumps may 
appear around the body.  

- There is not yet a treatment for the disease, but keeping feet cool, removing the excess keratin and rest 
may relieve the pain. Pain killers only offer temporary relief.  

 
PC Project is a charitable organization that collects funds and coordinates the research of Pachyonychia 
Congenita for finding a cure for the disease. More information can be found at www.pachyonychia.org. 
 
 
 
 
These help me survive: 
 
- My husband and other loved ones. They accept me the way I am, bring meaning and joy into my life and 

all help in their own ways.  
- PC Project. The existence of a support group and the hope for a cure encouraged me to have children, 

too.  
- Soft insoles and slippers. Without them I don’t take a single step. 
- Car and disability parking badge. Sorry about that, nature. 
- Planning and prioritizing save me many steps. 
 
 
 
 
 

http://www.pachyonychia.org/�
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