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Skin abnormalities are high in the ranking of 

most common new diagnoses that a doctor 

makes for children. Given that a skin disorder 

has an enormous impact, treatment, 

counseling, prevention, information, 

signaling and diagnosis are of great 

importance. 

How do parents experience the impact of a 

child with a visible skin disorder? And what 

experience do they have with the medical care 

offered? To get insight into these questions, I 

interviewed three mothers of a child with a 

giant congenital melanocytic nevus (CMN) to 

learn about the birth and the medical route 

that followed. These mothers are Mandy 

Kurth, mother of Joy (2018); Irene, mother of 

Indy (2001); and Janine van den Bosch, 

mother of Thijs (2006).  I have also drawn on 

my own experiences with my son Dafnis 

(1998). 

Childbirth 

Mandy gave birth to her daughter after a long 

night of contractions through a caesarean 

section. It was her first child. After the birth, 

her daughter was briefly shown to her. The 

baby was wrapped in cloths. Only her face was 

visible; it was beautiful and unaffected. 

Briefly, the term "a mole" came up, but 

Mandy was not aware of the seriousness at 

that moment. Her daughter was taken to 

neonatology, while she recovered from the 

procedure. After two hours she was finally 

allowed to see her. "Don't be shocked," a 

nurse said before Mandy was rolled into the 

room. They shouldn't have said that. Those 

words made her even more shocked. The 

large CMN was shocking. Inside she screamed: 

"I don't want this situation," and then she 

realized she couldn't go back. This was it. It 

really upset her that her husband, parents, 

and in-laws had already seen her child 

completely unwrapped with the CMN visible 

before she did. That hurt. But it was also very 

frightening to hear that the condition might 

have serious complications. Dermatologists 

indicated that the "birthmarks" could also be 

in the brain and spinal cord with potentially 

very severe, even life-threatening 

consequences. At first it seemed to Mandy 

that she had given birth to a defective child.  

Janine also gave birth to a boy with a 

caesarean section. It also was her first child. 

After the birth her son was kept away from 

her for a long time. The delivery took place in 

a local hospital and the pediatrician was 

unable to determine the nature of the mole. 

He thought that the mole would disappear by 

itself, which did not happen. Later the 

pediatrician said: "The darker the spots and 

the more diverse the coloring, the greater the 

chance that it will be malignant." This was 

information that was of no use to her at that 

time and which caused much anxiety. 

Ultimately, referral to the Pediatric Hospital in 

Utrecht followed and from there immediately 

to the Academic Medical Center in 

Amsterdam for plastic surgery. In one week, 

during the birth and immediate aftermath, 

Janine had seen several doctors and specialists 

and entered a third hospital. At this hospital, 

for the first time, people looked lovingly at her 

son and he was stroked by the plastic surgeon, 

Prof. Dr. Van der Horst. Those loving gestures 

gave her enormous confidence, but are so 

often forgotten by medical professionals 

focused on results. Everyone only looks at the 

nevus and doesn’t see the child. What truly 

matters is the baby who looks into the world 



with beautiful eyes and happens to have a 

nevus, which creates health concerns. In fact, 

in the vast majority of cases, a congenital 

melanocytic nevus is not malignant and the 

chance it will degenerate into malignancy is 

smaller than previously thought (2-5%, though 

with very large CMN the risk is slightly higher). 

In the Netherlands a CMN guideline was 

developed in 2017 along with a brochure for 

the general physicians. These two documents 

will contribute to providing correct 

information more widely. Erasmus MC and 

AMC are centers of expertise for CMN. The 

guideline describes when doctors must refer 

to the center. When there are no 

complications or removal of the nevus has not 

been chosen, a dermatologist in a university 

hospital can regularly check the CMN himself. 

An academic hospital 

The mothers I spoke to each started a removal 

process at one of the designated specialized 

hospitals (expertise centers*) after the birth. It 

felt good to come to this kind of hospital 

because of the expertise available. But a large 

hospital also has its disadvantages.   

In an academic hospital, many doctors and 

nurses are in training. Janine noticed 

sometimes there were as many as eight 

people around her son's bed, leaving them 

(the parents) in an emotionally insufficient 

space. I myself remember the doctors in 

training who wanted to observe the reflexes 

of a baby. These were unnecessary tests for 

Dafnis. My son was therefore viewed much 

too often. Mandy, however, found the 

guidance and aftercare of the academic 

hospital well organized and professional, 

which gave her a lot of confidence. So she can 

now handle matters well. 

Impact on social life 

A family with several children requires quite a 

bit of planning and work to deal with the 

operations, especially when the hospital is far 

away. Sometimes you have to be in the 

hospital every week. When the child is 

admitted, a parent can choose to stay over 

with the child, which in turn affects siblings. 

At home, parents are confronted with the 

demands of an intensive care regimen. Janine 

had to clean the skin of her child with iodine 

after every diaper change, while Joyce had to 

disinfect the wounds with chlorine. The tissue 

expander of Irene’s baby became infected. 

Therefore it was removed early and the 

resulting cavity had to close again. To prevent 

wild extensive scar tissue, she had to treat the 

edges of the wound with sulfur sticks at home. 

A painful job. In our case, because of the 

hospital admissions we were unable to build 

up a good day / night rhythm, and during the 

day Dafnis cried a lot. The nights were also 

broken up, limiting sleep. I was very tired 

during that period. In short, the process 

requires a great deal of family involvement. 

“People who are not close to you think that 

you are going through the entire process to 

make your child more beautiful. You get a lot 

of stares and you get questions, " says Janine. 

She found this very annoying. Most parents of 

children with CMN opt for removal because of 

the risk of melanoma, not for appearance. 

Parents know their child best. Yet it is not easy 

as a young mother to trust your feelings and 

to convince doctors to address your concerns. 

My son Dafnis had unexpected episodes after 

the operation. He sometimes stopped 

breathing. Pediatricians thought it was reflux, 

so he received medication for that. Afterwards 

it turned out to be neurological complications 

that can sometimes occur in children with 

CMN. These days, complications of this kind 

would be noticed during multidisciplinary 

hospital consultations. The pediatricians I was 

seeing at that time did not work in the 

expertise center and were not aware of this 

rare complication of the rare condition. 

Rare skin conditions can have a major 

psychosocial impact on both the parent and 

the child. Good guidance from birth on with 

the correct medical information contributes 

not only to improvement in the condition, but 



to a better attachment between parents and 

child. The CMN guideline, the general 

practitioner brochure and the expertise of two 

specialized centers can also contribute to the 

best possible outcome. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

* Centers of Expertise are hospitals that 

respond to the needs expressed by rare 

disease patients, initiated by Eurordis 

(European Organization for Rare Diseases). 

Patients ask for a better flow of scarce 

information and for better organization of 

patient-centered care. Centers of Expertise 

play a key role for improving the lives of 

people living with a rare disease. In the 

Netherlands there are two expertise centers 

for CMN: one in Rotterdam (Erasmus 

University Medical Center) and one in 

Amsterdam (Amsterdam University Medical 

Center).  

This article was published in Heel de Huid, 

June 2019. The glossy magazine is an initiative 

from the Dutch Society of Dermatology and 

Venerology aims at a better public 

understanding of skin diseases, and their 

impact on patients and doctors. 

 

 

 

 

 

 

 

 

 

 


