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Facioscapulohumeral muscular dystrophy (FSHD) is a genetic muscle disorder that
primarily affects the muscles of the face, shoulders, upper arms, and core and can
eventually affect the entire body. Symptoms and progression vary widely from child to
child. Some students may have mild weakness and fatigue, while others may have more
significant physical limitations. Progression may follow a head-to-toe pattern or occur
more unpredictably, affecting upper and lower body strength at different times.

Because FSHD is progressive and often not immediately visible, its impact at school can
be misunderstood without clear communication and planning. Needs may change over
time, and even from day to day, based on function, pain, and fatigue. There is currently
no cure or disease-modifying treatment.

Introduction

Every student with FSHD is
unique. The most effective
school plans are
individualized, flexible, and
built through collaboration
among the student, family,
healthcare providers,
teachers, and support staff.
The student’s voice should
remain central whenever
possible. This guide offers
practical information to help
schools create a safe,
inclusive environment where
students with FSHD can
participate fully and reach
their potential.

FSHD School Guide          1



Like all muscular dystrophies, FSHD causes progressive muscle weakness. Symptoms
often begin in the face and shoulder blades (scapula) but can also affect the trunk, hips,
legs, and feet.

Characteristics of FSHD

FSHD School Guide          2

Facial Weakness
Reduced facial expression
Difficulty smiling, whistling, or puckering lips
Trouble drinking through a straw
Unclear speech or word pronunciation
Difficulty chewing or taking longer to eat
Facial asymmetry

Shoulder and Arm Weakness
Trouble lifting or raising arms (e.g. writing on
board, reaching top shelves)
Shoulder blade “winging”
Difficulty with tasks requiring arm strength (e.g.
lifting books or computers)

Core and Trunk Weakness
Excessive curvature of the back (hyper lordosis or
scoliosis) 
Difficulty with activities requiring core strength
(e.g. sit ups, push-ups)

Lower Extremity Weakness
Foot drop (difficulty lifting the front of the foot)
Trouble walking long distances
Difficulty standing for prolonged periods
Balance challenges or frequent tripping or falling
Altered walking pattern (e.g. leaning back and
swinging legs) 
Difficulty getting up from the floor

Difficulty puckering lips or
blowing

Example of lordosis

Physical Signs School Staff May Notice:
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General Observations
Moves more slowly than peers
May appear clumsy
Fatigues easily
Fine and gross motor skills may be impacted
Pain 

Other Considerations
High-frequency hearing loss
Respiratory Issues
Vision Impairment (Coats Syndrome) and dry
eyes
Cardiac Issues (less common)
Nutritional Issues (under/over weight)

Because FSHD symptoms vary widely, each student’s presentation and daily function
may be different. As the disease progresses, some students may require mobility
supports such as leg braces, walkers, wheelchairs or other devices. 

Although FSHD currently has no cure, supportive strategies can help reduce the impact
of symptoms. Assistive technology, along with services such as speech, occupational,
and physical therapy, can improve access and function.

Teachers should meet with the student and their parents or guardians before the school
year begins to understand how FSHD affects the student’s daily experience. The student
should be included in these conversations whenever possible. Many children with FSHD
are able to self-monitor fatigue, pain, and physical limitations and adjust their activity as
needed. 

Example of shoulder blade
“winging”



Most children with FSHD do not have cognitive delays. However, progressive muscle
weakness, fatigue, pain, mobility challenges, respiratory illness, and medical
appointments can affect access to instruction, attendance, and participation in school
activities.

Teachers should collaborate with parents, the student, and the school’s special
education team to determine whether an evaluation is appropriate. Physician
documentation may be required and can be helpful. Plans should be developed with
input from the student, family, educators, and support staff and revisited as needs
change.

Special Education Programs and School Supports
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Individualized Education Program (IEP): Students with FSHD may qualify under
Other Health Impaired (OHI) or Orthopedic Disability. An IEP is developed under
the Individuals with Disabilities Education Act (IDEA) and may include specialized
instruction, therapies such as physical or occupational therapy, assistive
technology, and classroom accommodations. It is reviewed annually and can follow
the student through graduation.

Section 504 Plan: A 504 Plan provides accommodations under Section 504 of
the Rehabilitation Act for students whose disability affects access to learning but
who may not require specialized instruction. This is often the most common plan
for students with FSHD. Accommodations may include extra time between
classes, modified physical education, assistive devices, preferential seating, or
flexibility with writing tasks. A 504 Plan should be reviewed annually or whenever
needs change and can support students in college or accredited trade school.

Both plans are designed to remove barriers and support full participation. Because
physical abilities may change slowly, rapidly, or in plateaus, accommodations should
be evaluated and adjusted regularly. A clear plan can also address unpredictable
absences through flexible attendance policies, consistent communication, and access
to make-up work or alternative instruction.

Two common support options in U.S. schools are:



Mobility challenges in students with FSHD can appear at any age, including during the
late teen years, and may begin subtly. Weakness often starts in the shoulders and upper
body, but over time it can affect the core, hips, legs, endurance, and overall mobility.

Mobility
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Lifting their arms above shoulder height,
reaching materials, carrying books or
backpacks
Maintaining posture while seated 
Standing for long periods 
Walking long distances between classes
Climbing stairs or maintaining balance,
and falls may be frequent or unexpected
With fatigue that can be significant and
may worsen throughout the school day,
even when it is not visible Upper body weakness may

lead students to rely on
compensatory movements

Students may have difficulty:

Physical abilities can change over a relatively short period of time, especially during
rapid growth such as puberty. A task that was manageable one month may be difficult
the next. During these periods, students may begin using braces or mobility devices
such as walkers or wheelchairs. These tools should be viewed as supports for
independence. Students should be allowed to choose between mobility aids based on
fatigue, safety, and function.

Classroom setup, seating arrangements, transitions, and routines may need to be
adjusted to allow safe, easy access to learning activities. Additionally, clustering classes
to avoid frequent trips up/down the stairs and be generous with elevator passes will
conserve energy and prevent falls. Ongoing communication with the student, family, and
support team is essential. Accommodations and expectations should remain flexible so
the student can participate safely and independently. Some students may not progress
beyond pain, fatigue, or subtle weakness. Although their weakness may not be visibly
apparent, they may still require accommodations to conserve energy and reduce pain.



Facial weakness is often one of the most noticeable features of FSHD. It can affect a
student’s ability to smile, show typical facial expressions, and clearly articulate speech.
As a result, a student may appear “stoic” or expressionless, which can be misinterpreted
as disinterest, frustration, or unhappiness.

School staff should avoid making assumptions about a student’s mood based on
facial expression alone. Instead, check in directly and provide opportunities for the
student to share how they are feeling.

Facial muscle weakness can also affect speech clarity. Students may have limited lip
and mouth movement, softer volume, fatigue with prolonged speaking, or mild speech
differences. These challenges can lead to misunderstandings or social isolation if not
supported.

Teachers and staff can help by creating a supportive environment where the student
feels comfortable communicating verbally or in alternative ways. Simple supports, peer
awareness, and proactive inclusion can significantly improve communication and social
experiences.

Verbal and Non-Verbal Communication
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FSHD can impact facial expressions,
including a child’s ability to smile

Check in with students and avoid
relying on facial expressions alone



Assistive technology can increase independence, reduce fatigue, and improve access to
learning. Students should be involved in exploring and testing options so selected tools
are comfortable and aligned with their preferences.

Assistive Technology
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Speech-to-text software for students who fatigue with writing or typing
Screen readers that read on-screen text aloud
Adapted keyboards, trackballs, joysticks, or other alternative input devices
Assistive listening systems that amplify the teacher’s voice and reduce
background noise.

Examples Include:

The best tool is the one the student can use consistently and confidently. Assistive
technology should be revisited as needs, classes, and physical abilities change.

Adapted computer and keyboard Assistive listening system



Students should have an individualized emergency plan shared with teachers, aides,
school nurses, and administrators. The plan should identify accessible evacuation
routes, safe refuge areas if elevators cannot be used, and one or more trained staff
members responsible for helping the student during fire drills, evacuations, lockdowns,
or other emergencies. Mobility equipment should remain with the student whenever
possible, and backup assistance should be identified if the primary staff member is
unavailable.

Emergency Planning
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The student has FSHD (a form of muscular dystrophy),
may have respiratory muscle weakness, and may be at
risk for CO2 retention with oxygen or anesthesia. Share
emergency contacts and the student’s emergency plan
immediately.

During lockdown or active shooter situations, plans should account for the student’s
ability to move quickly and identify a safe, accessible location where the student can
shelter while maintaining access to needed mobility equipment. Regular review and
practice of emergency procedures help protect the student while reducing confusion
and panic.

In a medical emergency, tell first responders:



Students with FSHD may experience social and emotional challenges that change from
elementary school through high school. Younger children may feel “different” because of
visible physical limitations, reduced facial expression, speech differences, or fatigue.
These differences can affect peer relationships and lead to misunderstandings or
isolation.

As students grow older, increased self-awareness, body image concerns, changing
social dynamics, and frustration over loss of physical ability or independence may
become more significant. Trust, social connection, autonomy, and peer parity all
influence wellbeing.

Students may be misjudged because of facial weakness, unclear speech, or differences
in appearance. Teachers and staff can support inclusion by ensuring access to group
work, collaborative learning, campus spaces, and school activities. Students should be
actively involved in decisions about accommodations, supports, and daily routines so
their preferences are heard and respected.

In middle and high school, students may also experience anxiety, depression, or
decreased self-esteem as they navigate identity development and future uncertainty.
Consultation with school counselors, psychologists, and families is recommended when
concerns arise.

Social/Emotional Support
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Consider asking the following questions at the beginning of the school year/semester or
with a new student diagnosed with FSHD. Depending on student age, the parent should
be involved in helping the student best answer the questions, but the questions should
be directed at the student.Follow-up and check-in with these questions as often as
necessary to meet the child’s needs.

These questions are designed to guide classroom setup, group work, labs, and field trips,
while recognizing that symptoms like fatigue, pain, and strength can fluctuate daily and
change over time:

Questionnaire for Student/Parent
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1.How are you feeling physically right now, and are there times of day when you

typically have more or less energy? 

2.What does fatigue feel like for you, and what signs should I look for that you may

need a break? 

3.Are there specific activities (e.g., walking long distances, carrying materials, writing,

lifting) that are more difficult or tiring for you? 

4.What classroom setup or seating arrangement works best to keep you comfortable,

fully engaged and able to access all areas of the room? 

5.How can I best support you during group work so you can participate fully without

physical limitations or overexertion (e.g. provide stool for standing long periods,

reaching to write on white/chalk boards, remove obstacles that limit full access,

etc.)? 

6.For labs or hands-on activities, what tasks feel manageable for you, and where might

you need assistance? Do you prefer peer or staff assistance?

7.What supports or adjustments help you access all areas of the campus, including

transitions between classes or activities? 

8.How should we plan field trips to make sure you can fully participate and conserve

energy? 
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These questions help create open dialogue, reinforce student voice, and acknowledge
the progressive and variable nature of FSHD while promoting inclusion and
independence.

How do pain or muscle weakness affect you during the school day, and what helps

when symptoms increase? 

What would you like your classmates to understand about FSHD, if anything, to help

support you? 

How would you like me to check in with you if I notice you seem tired or uncomfortable,

or are having a difficult day? 

As your needs change over time, how can we best communicate and adjust supports

so you continue to feel included and independent? 

9.

10.

11.

12.

Some accommodations that are
helpful for me are being able to park
my car closer to the school entrance,
especially in winter months, when
the ground is icy and slippery, and
having extra time in between classes,
since I walk slowly and having extra
time during long writing assignments
and tests to help with fatigue.

-Maggie



Research in neuromuscular disease continues to evolve. Moderate, appropriate exercise
is now considered safe and beneficial for many people with FSHD, and tailored physical
activity may support improved function.

Students with FSHD may still face challenges in physical education and school sports.
They may have difficulty keeping up with peers, completing sit-ups or push-ups,
participating in fitness testing, or playing ball or racquet sports that require strength,
coordination, or endurance. Differences in physical appearance or the need for extra
time to change clothes may also affect confidence.

Students should be encouraged to participate in sports and school activities to the
fullest extent possible. When physical participation is limited, alternative roles such as
team manager, scorekeeper, or other meaningful positions can support belonging and
mental wellbeing.

Physical education teachers can use flexible, student-centered strategies, including
self-paced participation, rest breaks, reduced repetitions, stretching-based alternatives,
modified equipment, and avoiding timed or strength-based testing when appropriate.
Extra time or privacy for changing and a positive environment that emphasizes
individual progress can help students feel respected and included.

Physical Education and Sports
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Finding ways to be included in
extracurricular activities helped me
during my time in school. For
example, I was the manager of my
school’s sports team.

-Sam



Inclusion in field trips and extracurricular activities requires advance planning,
collaboration, and a commitment to equitable access. Federal laws such as Section 504
and IDEA emphasize that students with disabilities should participate alongside peers to
the maximum extent appropriate. Exclusion, even when unintentional, can be harmful
and may be discriminatory.

Schools should plan proactively for accessible transportation, physical access, rest
breaks, fatigue management, and the student’s ability to participate in the full
experience. Occupational therapists, accessibility consultants, or other specialists may
help teams problem-solve.

When full access is not possible, schools should develop alternative arrangements that
provide equivalent educational and social value rather than excluding the student.
Decisions should be made in consultation with the student and family and based on
individual needs, not assumptions about the diagnosis.

Extracurricular participation supports social development, confidence, leadership, and
belonging. These experiences are not extras; they are important parts of a well-rounded
education.

Field Trips/Extracurricular Activities
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An accomodation allowed this
student with FSHD to participate
fully in a class performance 



For teachers and counselors supporting students with FSHD as they transition from high
school to college, trade school, or the workforce, early planning is important. Transition
services through an IEP or 504 process can connect a student’s strengths, goals, and
interests with post-secondary education, employment, and independent living
outcomes.

State vocational rehabilitation programs may provide career counseling, job exploration,
assistive technology, education or training support, and job placement assistance. Pre-
employment transition services, internships, work-based learning, and skill-building
opportunities can help students build confidence before leaving high school.

Additional supports may include college transition programs, dual enrollment, nonprofit
resources, and federal programs such as Ticket to Work. Students pursuing higher
education should be informed that accommodations can continue through college
disability services, though they may need to self-advocate and provide documentation.
The Muscular Dystrophy Association also offers scholarships for individuals with
neuromuscular diseases.

By guiding students to resources and encouraging self-advocacy, teachers and
counselors can help students with FSHD plan for college, trade school, employment, and
independent living while managing a progressive condition.

Transition from High School
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FSHD presents differently in every student, and symptoms can change over time.
Ongoing observation, communication, and flexibility are essential. By prioritizing
inclusion and providing access to supports such as speech, occupational, counseling,
and physical therapy, schools can create an environment where students feel safe,
supported, and valued.

Thoughtful accommodations, responsive teaching practices, and a willingness to adapt
can make a meaningful difference in a student’s experience. With the right supports and
an inclusive environment, students with FSHD can be successful and able to flourish in
school.

Conclusion
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Upper Body Potential Difficulties Considerations

Suggested Accommodations
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Mobility Considerations:

Raising hand in class Encourage regular participant in class by
establishing a way to gain attention without
raising hand. 

Consider using, red/green cards, hand signals
or gestures, or head nods.

Writing assignments and Test Taking Consider giving extra time for written
assignments.

Consider alternative test taking such as oral
response and additional time.

Use of low-tech pencil grips or slant boards. 

Higher tech options include speech to text,
word predictive software, touchscreens or
other lightweight word processors and
assistive software.

Note Taking Consider using close notes, digital notetaking
and smartpens, recording devices, or other
assistive technology. 

A staff member or peer to take/share lengthy
notes. 



Upper Body Potential Difficulties Considerations
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Carrying books, computers,
backpacks, lunch trays

Consider assigning a peer helper or staff
member to help with packing/unpacking
books, computers, etc.

Provide extra copy of books and laptops to
keep one at home and one at school.

Allow extra time at lunch and assign a helper
or staff member to assist in the cafeteria. Help
may be needed to carry lunch tray, open milk
cartons or other packaged food. Provide
straws for drinking. 

Reaching in front/writing on wall-
mounted surfaces

For lab work, physical projects, etc., consider
pairing with peer or staff member to assist
with manipulatives. 

Consider personal white boards or allow
verbal response.

Shoulder weakness and physical
education/Sport (throwing, catching,
push-ups, pulling/pushing, swinging
bats, clubs, etc.) 

Exercise and sport are essential to physical
and social well-being. Exercise is considered
both safe and beneficial with monitoring.
Involvement in appropriate physical activity
from a young age along with targeted exercise
is thought to correlate with better function in
FSHD. 

Allow student to participate in the largest
degree possible. Consider alternative warm-
up exercises and activities, as necessary.
Include Physical Therapists, student, and
parents in physical education and sports
decisions.



Lower Body Potential Difficulty Considerations

FSHD School Guide          18

Tripping/Falling Arrange classrooms to ensure clear paths
throughout. Keep aisles clear of backpacks,
lunch bags, etc.   

Be aware of uneven surfaces around school
grounds and have young students walk at the
front or back of line with helpers. 

Walking long distance/transitions Try to arrange schedules and classrooms to
limit the distances students must travel
throughout the day

Discuss whether a power wheelchair or
scooter would be helpful for traveling long
distances 

Allow extra time between classes; let students
leave class a few minutes early or arrive a few
minutes late

Make an emergency plan that accounts for
mobility limitations to ensure safe and speedy
movement to safety; be sure to practice this
plan during emergency

Toileting/Bathroom Consider giving extra time for bathroom
passes.

Allow students with mobility aids to use
alternative bathrooms that are
larger/accessible. 

Coordinate with the school counselor and/or
nurse regarding bathroom access or
assistance, particularly for non-ambulatory
students



Lower Body Potential Difficulty Considerations
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Desks/Chairs Adjoining desks and chairs may be difficult to
navigate—consider a table and chair.

For students with mobility aids, an adjustable
height desk or table is ideal. 

Classroom Design Ensure students with mobility aids are seated
with their classmates to avoid isolation and
can be included in group work.

Arrange classroom so student can maneuver
to all areas in the room. 

Students may have difficulty reaching
objects/cubbies, etc., above shoulder level.
Consider placing classroom objects at lower
levels.

Stairs Consider giving student an elevator pass
and/or limit stair use.

Attempt to arrange class schedule to minimize
distance between classes and use of stairs.

Sitting/Getting Up from Floor Provide a chair for student for floor activities.
Offer assistance to student getting up off the
floor, if needed.

Mobility Aids
(wheelchair/scooter/walker) 

Consult with a PT to consider use of mobility
devices for long distances, between classes,
or activities that require a lot of walking.

Have an emergency plan that incorporates the
mobility aid.



Lower Body Potential Difficulty Considerations
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Doors Consult a PT/OT and maintenance staff to
check door spring resistance and/or install
automatic door openers.

Ensure furniture, trash cans, etc., are not
placed in front of handicapped door buttons—
keep access clear.

Communication:

Speech

Limited Facial Expression Do not rely on facial expression for
understanding. Teachers should check for
understanding verbally rather than
interpreting facial cues.  

Allow alternative ways to express emotion or
intent. Use written responses, emojis/icons, or
communication cards. 

Encourage explicit verbal communication.
Teach the student to “say the feeling” (e.g.,
“I’m joking,” “I’m confused”). 

Allow extra response time. Speech may be
slower or require more effort due to facial/oral
muscle weakness.

Consult a speech language pathologist for
assessment.

Consider speech-to-text or text-to-speech
tools and communication apps or speech-
generating devices.

Be mindful of isolation due to difficulty
communicating.
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Hearing Impairment Consider preferential seating.

High frequency hearing loss is the most
common.

Consult a speech pathologist, audiologist, or
other specialists to determine if assistive
technology would be beneficial.

Transportation:

Field Trips

Transportation to/from school Consider door-to-door pickup/drop-off.

Wheelchair-accessible bus, if needed.

Consider early dismissal to allow extra time
and priority boarding.

Provide assistance entering/exiting vehicle for
student having problems navigating steps.

For students that drive, consider a parking
pass for spaces near entry/exits.

Ensure participation and access to school
trips.

Request accessible transportation, as needed.

Plan for close drop off/pick up if walking long
distance from parking lots.

Emergency Plans Make an emergency plan to safely evacuate
bus and field trip area
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Meals:

Adaptive Equipment

Physical Assistance May need help carrying lunch trays and clean-
up tasks.

May need assistance with opening cartons,
packages, thermoses, etc.

May need assistance cutting food.

Consider talking to an OT about adaptive
utensils.

Lidded cups and/or straws—light cups and
glasses.

Time and Scheduling Consider giving extra time to eat.

Consider giving extra time to get to and from
cafeteria.

Access Provide accessible and/or preferential seating.

Supervision and Assistance Monitor for choking or signs of fatigue.

Consider buddy or peer support.
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FSHD Canada, https://fshd.ca/

FSHD Europe, https://fshd-europe.info/

FSHD Europe, FSHD FAQs, https://fshd-europe.info/wp-
content/uploads/2024/09/FAQs-20240916.pdf

FSHD Global Research Foundation, https://fshdglobal.org/

FSHD Society, www.fshdsociety.org

FSHD Society’s YouTube channel, https://www.youtube.com/@FSHDSociety

Muscular Dystrophy Association, College Planning Worksheet,
https://www.mda.org/sites/default/files/2024/09/MDA_College_Planning_Worksheet.p
df

Muscular Dystrophy Association, FSHD Fact Sheet,
https://www.mda.org/sites/default/files/2024/07/Facioscapulohumeral-Muscular-
Dystrophy-FSHD-Fact-Sheet.pdf

Muscular Dystrophy Association, Quest College Experience Blogs:
https://mdaquest.org/tag/college-experience/
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