Important PCFacts

PC is not contagious

PC is not caused by poor
hygiene

PC is a lifelong genetic condition
PC is different for every individual
PC is variable with fluctuating
pain levels

Students with PC May Experience

Difficulty walking

Pain when standing for extended
periods

Blisters on their feet

Infections in the nails or skin
Frequent need to sit, rest, or modify
activities

Possible use of mobility aids such as
crutches, canes, scooters, or
wheelchairs

Fatigue caused by chronic pain

What to Expect from Parents

Families are valuable partners in
supporting students with PC.

Effective collaborations include:

Meeting before the school year
begins when possible
Discussing accommodations

and emergency plans
Maintaining regular
communication

Awareness regarding field trips
or special events

Asking questions when unsure
how to adapt an activity

Pain variability is a hallmark of PC
and should not be mistaken for
inconsistency or lack of effort.

In fact, PC students may push
themselves too far to fit in or
participate as much as possible
and pay for it later.
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Whatis PC?

Pachyonychia Congenita (PC) is a
rare genetic skin disorder that causes
severe, painful calluses on the soles
of the feet, abnormally thickened
fingernails and/or toenails, and
mouth sores or white tongue.

Key Messages for School Staff

PCis rare, but its impact can be
significant.

PC students live with some level
of constant pain. Severity can vary
from day to day or hour to hour.
Students may need
accommodations even when they
appear well.

Small adjustments can greatly
improve educational access and
quality of life.

Supportive teachers and
administrators make a lasting
difference.



What PC Looks Like

Thickened Fingernails

Note: PC will vary between patients

Pain, is the most consistent concern
for all PC patients.

The primary symptom of PC is painful
calluses. Blisters can develop beneath
and around these calluses, and
sensitive nerve structures may grow
within them.

Thickened nails can result in painful
nail infections.

Cysts, especially when inflamed, can
cause pain.

Some patients have intense ear pain
lasting about 25 seconds.

Mobility Challenges
Walking between classrooms, standing
during concerts or assembilies, field
trips, waiting in line, or emergency
drills may be painful and exhausting.

Physical Education
Many traditional PE activities involve
running, jumping, and prolonged
standing, which can worsen pain and
skin damage. Students may need
modifications or alternative
assignments.

Social and Emotional Well-Being
Visible differences in nails or skin may
lead to questions from other students.
Students with PC may also experience
anxiety, self-consciousness, concerns
about fitting in, or bullying.

Ways to Support PC Students

Reduce Walking Requirements

v/ Schedule classes to minimize travel
distances when possible.

Vv’ Allow early dismissal from class to avoid
crowded hallways.

v/ Provide elevator access when available.
Flexible Seating and Movement

Vv’ Allow the student to sit when needed.
v/ Provide opportunities for rest breaks.

v/ Permit alternative seating arrangements
when beneficial.

Support Academic Success

v Allow extra transit time between classes.
v Offer flexibility during pain flare-ups.
Encourage Self-Advocacy

V' Listen when students communicate
their pain levels or limitations.

v/ Thank students for honestly sharing
when they need accommaodations.

v/ Trust that the student is the expert on
how their condition affects them.

Foster Acceptance

v Celebrate students' strengths, talents,
and achievements rather than focusing on
their medical condition.

Educate Other Students

v"When appropriate, help classmates
understand that PC is a genetic condition,
it is not contagious.

Watch for Signs of Bullying

v/Pay attention to teasing related to
appearance of feet, nails or skin, use of
mobility aids, participation limitations.
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