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K-12 students with Kleine-Levin Syndrome have a right to the same 
access to education as their peers who do not have KLS. Students 
with KLS may need significant adjustments to allow them to learn and 
participate in school life. KLS caregivers can advocate to ensure their 
child receives equal educational access.

This “how-to” is intended to help you effectively communicate your 
child’s KLS-related educational challenges and needs to the teachers, 
administrators, school counselors, school nurses, and athletic coaches 
who will help shape their academic and social participation and success. 

This guide combines knowledge and experience lovingly shared with the 
Kleine-Levin Syndrome Foundation by KLS patients and caregivers.
Special thanks to KLS caregiver Jen Lopes, LICSW, for her expertise and to 
the Hypersomnia Foundation whose quality information about educational 
choices for students with other sleep disorders informed this guide.

Please note: This guide focuses on K-12 schools in the United States and may also provide 
helpful guidance for members of the KLS community all over the world. 

This guide is provided for informational and educational purposes only. The suggestions 
in this guide are not intended as a substitute for the advice or guidance of professionals 
or the policies of school districts, campuses, or offices that provide services to those 
with disabilities in K-12 or higher education. This guide was compiled from a variety of 
cited sources and created by volunteers and a communications consultant to the KLS 
Foundation. While the insights and materials shared here are intended to be helpful, this 
guide is not an exhaustive resource. Each reader acknowledges that the KLS Foundation 
shall have no liability for providing the suggestions, insights or materials shared here.

Introduction

The KLS Foundation hosts Zoom meetings to support caregivers and KLS patients 
navigating K-12 schools. Led by KLS caregivers who work in the education field, 
former patients, and KLS Foundation Board Members, these meetings offer a 
place to ask questions, meet with other parents and patients, and ask for help. 
Email us at info@klsfoundation.org to join.

mailto:info%40klsfoundation.org?subject=
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Most everyone at your child’s school will be unfamiliar with KLS and its impact on learning. The job of educating 
teachers and school officials falls to you: No one else can best explain what KLS is, how it impacts your child, 
and why your child needs support.

During KLS episodes that can last days, weeks, or 
even months and during recovery periods when 
functioning can remain limited, a KLS patient is 
unable to learn. A KLS patient in an episode cannot 
go to school, complete assignments, participate 
in social clubs or sports, or take quizzes and tests. 
Some may also experience social, emotional, or 
mental health issues that arise separately or in 
response to managing KLS. 

To access the same academic opportunities as 
their peers, students with KLS may need changes 
to their learning and social environment through 
“accommodations, modifications, and/or services” 
(these are the words your child’s school will use). 

Because KLS is ultra-rare, it’s 
best to assume that school 
professionals have little to no 
prior understanding of KLS. At 
any time, be prepared to answer 
questions about the effect KLS 
has on your child’s life and to 
share informational resources 
about KLS.

Start Here: Educate
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KLS caregivers can advocate to ensure their child receives equal educational access. Though caring for 
your child with KLS can be overwhelming and exhausting, advocating for them at school is crucial to help 
them lead as normal an academic life as possible. 

The cornerstone of your advocacy is to seek out partners within your child’s school – people you can turn 
to help them and encourage them, and who understand what they need to achieve academic and social 
success. Begin by building relationships and establishing your child’s school team.

A large part of your advocacy will be maintaining regular contact with 
your child’s:

In every communication, it’s also a great idea to express your gratitude for all the time and effort team 
members dedicate toward normalizing your child’s learning environment. 

Next Step: Advocate

When all members of your child’s school team are actively involved and know you well, they are 
most likely to go the extra mile to ensure your child’s needs are met.

School Special
Education Coordinator

School
Counselor

Teachers

School
Nurse

Principal and/or
Vice Principal

Sports Coaches and
Club Advisors
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“Dos and Don’ts” to empower you as an advocate:
Wisdom from KLS Caregivers and Patients

Don’t be afraid to ask questions or make requests. Nothing that can help our kids learn is 
unreasonable.

Don’t give up if you are met with resistance from your school or a specific school official: 
There are steps you can take to overcome challenges to your child’s educational rights.

Do be ready to advocate for your child at any time – being an advocate for a KLS patient is an 
ongoing job, especially as their needs may change over time.

Do consider your child’s opinion as often as possible. He is the best expert about his personal 
experience with KLS and what he needs to make school as normal as possible. Students with 
a sense of control and an active involvement in their own self-advocacy are more likely to 
commit to changes to their learning environment. 

Do be aware that managing a child’s KLS needs in elementary, middle, and high school may 
be quite different. For example: In elementary school, you might work with your child’s main 
teacher the most. When your child is in middle/high school, you will likely have to communicate 
wivth five or more teachers. 

Do remember that at first, it may be difficult for school personnel to understand your child’s 
inability to attend school or learn while in an episode. Some may even make hurtful assumptions, 
such as your child is lazy or faking symptoms to avoid school. These misunderstandings can be 
addressed with patient and persistent education. 

Do try to “keep your cool” during difficult meetings or in written communication. You will get the 
best results when you present a calm, assertive, and respectful demeanor. Everyone wants the 
best for your child, even if it doesn’t feel that way in the moment.

6
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There are two formal ways to modify a child’s school experience to best meet their needs. In public schools, 
changes to a student’s academic and/or social environment are created with either a “504 plan” or an 
“Individualized Education Plan” (IEP). A student can receive either a 504 plan or an IEP, but not both.

An Individualized Education Plan (IEP) affects what 
the student learns.

The IEP framework was created by the U.S. Individuals 
with Disabilities Education Act (IDEA). The IDEA law is 
designed “… to ensure that all children with disabilities 
have available to them a free appropriate public 
education that emphasizes special education and 
related services designed to meet their unique needs 
and prepare them for further education, employment 
and independent living [… ].”

An IEP may include accommodations like those in a 504 
plan and additional services, specialized instruction, 
and modifications to the material. These modifications 
may include substituting regular textbooks with those 
using less complicated vocabulary, reducing the 
complexity of assignments, and adjusting tests so 
that they measure fewer standards than required 
for grade-level peers.

An IEP is a highly personalized plan for a student’s 
education. To be eligible for an IEP, individuals must 
have one of 14 specified disabilities that adversely 
affect the student’s educational performance (a full 
list of those specified disabilities is available here). KLS 
falls under the “other health impairment” category.

An IEP may be better suited for a student with KLS who 
also has learning differences not directly associated 
with KLS or as a result of/complication of KLS.

A 504 plan affects how a student learns, but does not 
change what the student learns. 

The “504” refers to the requirements laid out in Section 
504 of the United States Rehabilitation Act of 1973, 
an amendment to the Americans with Disabilities Act 
(ADA). A 504 plan guarantees that “students who meet 
the definition of an individual with a disability under 
Section 504 […] receive regular or special education 
and related aids and services that are designed to 
meet their individual educational needs as adequately 
as the needs of students without disabilities.”

Students with 504 plans complete the same assignments 
and assessments as their peers without disabilities, 
but receive accommodations in the timing, formatting, 
totality, setting, scheduling, or presentation. Examples 
of accommodations include extended time for testing, 
copies of teacher notes/presentations, and preferential 
seating.

To qualify for accommodations under a 504 plan, a 
student must have “a physical or mental impairment 
which substantially limits one or more major life 
activities.” Major life activities include caring for oneself, 
walking, seeing, hearing, speaking, breathing, working, 
performing manual tasks, or learning. KLS patients are 
typically impacted in several of these categories.

A 504 plan is most often recommended for students 
with KLS. 

Pursuing a 504 Plan or an Individualized 
Education Plan (IEP) for your Child

504 Plan Individualized Education Plans (IEP)

https://www.parentcenterhub.org/categories/
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When not in a KLS episode, 
your child may be quite capable 
academically. During the 504 
plan process, be prepared to have 
multiple conversations about the 
episodic nature of KLS.

Please see the below steps about how to initiate a 504 eligibility meeting. If your child is found to be eligible 
for a 504, you and your student, school administrators, teacher(s), and the school counselor or nurse will work 
together to develop appropriate accommodations. The agreed-upon accommodations are documented in a 
written 504 plan that is signed by you, the caregiver, and a representative from the school. Once signed, the 
504 goes into effect immediately, and school personnel must provide the accommodations under federal law. 

The 504 plan is typically reviewed annually. If any 
new concerns arise before the end of a year, you 
(the caregiver) can call an amendment meeting 
at any time to discuss accommodations for new 
symptoms or additional diagnoses.

Establishing a 504 Plan for Your Child

Step 1: Prepare

Step 2: Request Accomodations

Step 3: Meet & Plan

Step 4: Follow-Up

Step 5: Document & Show Gratitude

Step 6: Prepare for Annual Review

Steps to Establishing a 
504 Plan for your Child

Private schools are not obligated to provide 504 or IEP accommodations if they do not accept any 
federal funding. However, if your child attends a private K-12 school, you may still make a written 
request for a special evaluation through your assigned public school.

Many private schools do have their own systems in place to help support students with disabilities, 
including accommodations. Do not be afraid to ask about what those supports/accommodations are!

https://sites.ed.gov/idea/regs/b/b/300.131
https://sites.ed.gov/idea/regs/b/b/300.131
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ST E P # 2

Request Accommodations
	• Begin the formal 504 process by asking for the name and contact information of the 504 

	   coordinator at the school. You can ask any of your child’s teachers for this information.
	• Contact the 504 coordinator to request a 504 meeting.

	‣ In this email (sample), you should include:
	▪ A succinct description of KLS and the specific symptoms your child experiences.
	▪ An explanation of how these symptoms impact your child’s ability to learn, concentrate, 
take notes, study, participate in social events, complete classwork and homework, and take 
quizzes and tests.

	▪ Any documentation you can provide such as:
	՞ A letter from your child’s doctor that includes your child’s KLS diagnosis (sample) and the 
doctor’s recommended accommodations for school.

	՞ Any private academic or psychological testing results.
	՞ A fact sheet about KLS.
	՞ Medical journal articles about KLS, like this and media pieces about KLS, like this 
Washington Post article about a KLS patient’s diagnostic journey.

	‣ In this same email, you should request:
	▪ An evaluation from the school to determine if your child meets eligibility criteria for a 504 plan.
	▪ The people you would like to attend your child’s 504 meeting. These might include the 

	   school principal and/or vice principal, your child’s teacher(s), school nurse, school 
counselor, and the school special education coordinator, and any other individuals who 
can offer you support and who know your child. 

Follow these steps to ensure your student with KLS has a robust 504 plan 
to meet their needs:

ST E P # 1

Prepare
	• Outside of a KLS episode, ask your child how and when their KLS symptoms make learning 

	   more difficult.
	• Brainstorm with your child a list of learning environment changes and academic supports 

	   that might make learning and participating easier (you can reference the KLS Foundation’s 
	   list of possible accommodations here).

Students with KLS should be expected to achieve “mastery of content,” rather than “completion of 
work.” This distinction considers lost time in the classroom and allows students with KLS to receive 
the same educational access as their peers without KLS through reduced or modified classwork 
and homework. Examples reflecting the mastery of content approach may include reduced volume 
of assignments or fewer questions on a test to demonstrate understanding.

https://academic.oup.com/sleep/advance-article-abstract/doi/10.1093/sleep/zsac097/6647597?redirectedFrom=fulltext&fbclid=IwAR3K9zizJ1kDpL06o3n1FWVdWMcyRW0ScjICi2TPliAMNRSey3bBqrqNk0E&login=false
https://www.washingtonpost.com/wellness/2022/11/19/medical-mystery-teen-sleep/
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ST E P # 3

Meet & Plan
	• Bring: 

	‣ A letter from your child’s doctor that includes your child’s KLS diagnosis (sample) and 
	 the doctor’s recommended accommodations, modifications, and/or services for school.

	‣ Any private academic or psychological testing results.
	‣ A fact sheet about KLS.
	‣ Medical journal articles about KLS, like this or media pieces about KLS, like this Washington 

	 Post article about a KLS patient’s diagnostic journey.
	‣ The list of suggested academic and social accommodations you created with your child.
	‣ Any private educational or legal advocates you have engaged.

	• Determine and codify in the plan who at the school to notify at the onset of an episode as well 
as how frequently you will keep this point person updated. 

	• Determine the process of returning your child to school after an episode.
	• Determine how often you will check-in with the 504 team to ensure fluid communication, check 
progress, and pivot as necessary. 

	• Bring your child to the meeting if developmentally appropriate and if they are willing and 
capable. It is not required, however, that they attend the meeting.

Try to be as specific as possible when communicating your child’s KLS symptoms and the impact 
on your child’s school experience - your specificity will help school officials determine appropriate 
assessments and interventions.

ST E P # 4

Follow-Up
	• After the 504 meeting, send a brief email to all meeting attendees to thank them for their time. 
	• If you agree with the 504 plan, sign it and return it to the school. Once the signed copy is 
returned to the school, the 504 plan will go into effect immediately. 

	• If you do not agree with the proposed 504 plan or if you choose to reject the plan, there are 
steps you can take – please see overcoming obstacles. 

	• Keep a copy of the finalized 504 plan for your records and to reference when needed.

Because there is a lot of information shared at a 504 meeting, it may be 
helpful for you to bring a support person with you to listen, take notes and 
remind you of your concerns and requests. This can be a family member 
or friend. If financially feasible, some families choose to hire private 
educational or legal advocates to assist them through this process.

https://academic.oup.com/sleep/advance-article-abstract/doi/10.1093/sleep/zsac097/6647597?redirectedFrom=fulltext&fbclid=IwAR3K9zizJ1kDpL06o3n1FWVdWMcyRW0ScjICi2TPliAMNRSey3bBqrqNk0E&login=false
https://www.washingtonpost.com/wellness/2022/11/19/medical-mystery-teen-sleep/
https://www.washingtonpost.com/wellness/2022/11/19/medical-mystery-teen-sleep/
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ST E P # 5

Document & Show Gratitude (Ongoing)
	• Check-in with your child’s teacher(s) and school counselor either at the interval you determined 
during your 504 meeting or on an as-needed basis, such as when your child begins or ends an 
episode. 

	• When possible, communicate via email so that every change and piece of progress is 
documented.

	• When you check in, thank the teachers for their help and dedication toward your student’s 
success. Acknowledge that you are mindful of the extra demand on their time and are grateful 
for their support and understanding.

	• Periodically check in with your child to ensure that the 504 plan is being followed.

ST E P # 6

Prepare for Annual Review
	• Typically, your child’s school will initiate the annual review meeting. You may also initiate the 
annual review meeting by sending an email to your 504 team approximately six weeks before 
the plan’s anniversary.

	• At least one week before the annual review meeting, collect any emails and/or feedback from 
teachers that include useful information about current accommodations. 

	• During the annual review meeting, ask teachers which accommodations are working well, and 
which may need to be added, modified, or removed. As before, include your child in the process
to maximize success.

One potential obstacle specific to KLS: Your child may not be able to 
participate in the 504 plan meeting if they are in an episode. Speak to 
your school personnel about how to address this complication.

11
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Establishing an Individualized 
Education Plan (IEP) for your Child
Please see the steps below to initiate a specialized education evaluation. If your child is found to be eligible 
for an IEP, you and your student, their teacher(s), school administrators, and the school counselor and 
nurse will work together to develop an IEP with carefully tailored accommodations, modifications, and/or 
services to support your child’s academic progress and success. The agreed-upon modifications and goals 
are documented in a formal IEP that is signed by all team members. Once signed, the IEP goes into effect 
immediately, and school personnel must provide the modifications and goals under federal law. 

The IEP is reviewed annually. If any new concerns arise before the end of a year, you (the caregiver) can call 
an amendment meeting at any time to discuss accommodations for new symptoms or additional diagnoses.

Step 1: Prepare

Step 2: Contact & Request

Step 3: Evaluate

Step 4: Meet to Decide Eligibility

Step 5: Review Draft IEP Written by the School

Step 7: Assess Progress & Show Gratitude

Step 6: Sign the IEP

Step 8: Prepare for Annual Review

Steps to Establishing an 
Individualized Education 
Plan (IEP) for your Child
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ST E P # 2

Contact & Request
	• Contact your child’s teacher or counselor or a member of the administration and ask for a  

	  “Child Find” meeting also known as “special education evaluation.” (Child Find is a federal 	
 process which mandates that individual states identify, locate, and evaluate all children with   

	  disabilities possibly needing special education and related services.)
	‣  In this email (sample) you should include:

	▪ A succinct description of KLS and the specific symptoms your child experiences.
	▪ An explanation of how these symptoms impact your child’s ability to learn, concentrate, 
take notes, study, participate in social events, complete classwork and homework, and take 
quizzes and tests.

	▪ Any documentation you can provide such as:
	՞ A letter from your child’s doctor that includes your child’s KLS diagnosis (sample) and the 
doctor’s recommended accommodations for school.

	՞ Any private academic or psychological testing results.
	՞ A fact sheet about KLS.
	՞ Medical journal articles about KLS, like this and media pieces about KLS, like this 
Washington Post article about a KLS patient’s diagnostic journey.

	‣ In this same email, you should include written requests for:
	▪  An evaluation from the school to determine if your child meets eligibility criteria for an IEP.

	՞ You will be emailed or mailed a consent form that you must sign and return to the school 
to allow your child to be evaluated.

Follow these steps to ensure your student with KLS has an IEP that meets 
their needs and goals:

ST E P # 1

Prepare
	• When your child is NOT in an episode, ask them how and when their KLS symptoms make  

	  learning more difficult.
	• Brainstorm with your child a list of learning environment changes and academic supports that 

	  might make learning and participating easier (you can reference the KLS Foundation’s list of 
	  possible accommodations here).

Students with KLS should be expected to achieve “mastery of content,” rather than “completion of 
work.” This distinction considers lost time in the classroom and allows students with KLS to receive 
the same educational access as their peers without KLS through reduced or modified classwork 
and homework. Examples reflecting the mastery of content approach may include reduced volume 
of assignments or fewer questions on a test to demonstrate understanding.

https://academic.oup.com/sleep/advance-article-abstract/doi/10.1093/sleep/zsac097/6647597?redirectedFrom=fulltext&fbclid=IwAR3K9zizJ1kDpL06o3n1FWVdWMcyRW0ScjICi2TPliAMNRSey3bBqrqNk0E&login=false
https://www.washingtonpost.com/wellness/2022/11/19/medical-mystery-teen-sleep/
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ST E P # 3

Evaluate
	• Your child’s school will schedule a time for the evaluation to take place during school hours at 

	   no cost to you. You are not permitted to attend the evaluation. 
	• The evaluation may include academic and psychological testing and will be customized to your child. 
	• The evaluation must assess the child in all areas related to the child’s suspected disability. 

	   The evaluation results will be used to determine the child’s eligibility for special education and 
	   related services and to make decisions about an appropriate educational program for the child.

	• The evaluation must be completed within a required timeframe (which varies by state) after 
	   the parent gives consent.

	• You should be provided any evaluations in advance of your meeting. Read the evaluations 
	   carefully and prepare any questions you have based on the results.

ST E P # 4

Meet to Decide Eligibility
	• Bring all the documentation you provide to the school team in your initial email. (Such as your 

	   child’s written formal diagnosis of KLS from a doctor, recommendations for accommodations, 
	   modifications, and/or services suggested by your child’s medical providers, any private testing 
	   results, a fact sheet about KLS, medical journal articles about KLS, like this and media pieces 
	   about KLS, like this Washington Post article about a KLS patient’s diagnostic journey).

	• Bring the list of suggested academic and social accommodations you created with your child.
	• Bring any private educational or legal advocates you have engaged.
	• Examine the evaluation results with your child’s IEP team. 
	• Decide in concert with your child’s IEP team if your child is eligible for special education services.  
	• Determine and codify in the plan who at the school to notify at the onset of an episode as well 

	   as how frequently you will keep this point person updated. 
	• Determine the process of returning your child to school after an episode.
	• Determine how often you will check-in with the IEP team to ensure fluid communication, check 

	   progress, and pivot as necessary. 
	• Bring your child to this meeting if developmentally appropriate, and if they are willing/capable 

	   of attending. It is not required for your child to attend the meeting, however.

One potential obstacle in the IEP process specific to KLS: Your child may not be able to participate 
in the evaluation if they are in an episode. Speak to your school personnel about how to address this 
complication.

Try to be as specific as possible when communicating your child’s KLS symptoms and the impact 
on your child’s school experience - your specificity will help school officials determine appropriate 
assessments and interventions.

https://academic.oup.com/sleep/advance-article-abstract/doi/10.1093/sleep/zsac097/6647597?redirectedFrom=fulltext&fbclid=IwAR3K9zizJ1kDpL06o3n1FWVdWMcyRW0ScjICi2TPliAMNRSey3bBqrqNk0E&login=false
https://www.washingtonpost.com/wellness/2022/11/19/medical-mystery-teen-sleep/
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Because there is a lot of information shared at an IEP meeting, it may be helpful for 
you to bring a support person with you to listen, take notes and remind you of your 
concerns and requests. If financially feasible, some families choose to hire private 
educational or legal advocates to assist them through this process.

ST E P # 5

Review Draft IEP Written by the School
	• Within a required timeframe (which varies by state) after your child is determined eligible, you 

	   will receive the draft IEP.
	‣ If you do not agree with the draft IEP, you can appeal it through an official appeal process. 

	 Ask the school counselor how to begin that process.

ST E P # 6

Sign the IEP
	• Once you are comfortable with your child’s IEP, sign it, and send the signed copy back to the 

	   school. With your signature, the IEP goes into effect immediately.

There are steps you may take if you do not agree with the IEP drafted by the school, or if you choose 
to reject the IEP. Please see overcoming obstacles.

ST E P # 7

Assess Progress & Show Gratitude (Ongoing)
	• After the IEP meeting, send a brief email to all meeting attendees to thank them for their time. 
	• Get a copy of the finalized IEP to keep for your records and to reference when needed.
	• Check-in with your child’s general education teacher(s) and specialized education teacher(s) 

	  either at the interval you determined during your IEP meeting or on an as-needed basis, such as 
	  when your child begins or ends an episode. 

	• When possible, communicate via email so that every change and piece of progress is documented.
	• When you check in, thank the teachers for their help and dedication toward your student’s 

	  success. Acknowledge that you are mindful of the extra demand on their time and are grateful 
	  for their support and understanding.
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ST E P # 8

Prepare for Annual Review
	• Typically, your child’s school will initiate the annual review meeting. You may also initiate the 

	   annual review meeting by sending an email to your 504 team approximately six weeks before 
	   the plan’s anniversary.

	• At least one week before the annual review meeting, check in with your child about any
	   successes or challenges related to their specialized education accommodations, modifications, 
	   and/or services. Be prepared to share your child’s observations and feedback with your school 
	   team. 

	• At least one week before the annual review meeting, collect any emails from teachers that 
	   include useful information about current accommodations. 

	• During the annual review meeting, ask teachers which accommodations are working well and 
	   which may need to be added, modified, or removed. As before, include your child in the 
	   process to maximize plan efficacy.

	• Bring your child to this meeting if developmentally appropriate, and if they are willing/capable 
	   of attending. It is not required for your child to attend the meeting, however.
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If at any point in the process of advocating for your child’s educational rights you feel frustrated or 
ignored, please remember that there are steps you can take to troubleshoot:

	• If your child is denied an evaluation or accommodations or if you don’t agree with the proposed 
   504 or IEP evaluation, you can seek a second opinion outside the school system through an 
   Independent Educational Evaluation (IEE), and you can ask that the school system pay for this IEE
   (this is part of the federal IDEA Act).

	• If after your initial 504 or IEP plan is created you think that your child did not receive all necessary 
   accommodations, calmly state your concerns and request the name of the person you may 
   contact to discuss it further (which will likely be someone at the school district level). 

	• If there are any problems with implementation, contact the teacher first. If a problem remains 
   unresolved after speaking with the teacher, contact the school counselor and/or the specialized 
   education coordinator. If there is still no resolution, contact the school principal.

	• You can request a team meeting at any time to change an IEP or 504 plan.

There are many resources you can consult for further ideas and advice:

	• Parent Advocacy Groups, like the KLS Foundation’s Facebook Support Group, which includes KLS 
   caregivers and current and former KLS patients with years of experience navigating these issues. 
   This group is an attentive and empathic community, ready and willing to help. 

	• Your school district’s Parent Advisory Council (PAC). 

	•  Your state’s department of education.

	• The Office for Civil Rights, U.S. Department of Education. 

	• Education lawyers, known as advocates. 

	• An educational consultant with experience in 504 and/or IEP plans (often, other parents within your
   school district will have a recommendation for a consultant).

Overcoming Obstacles

Moving Forward
As a caregiver, it can be heartbreaking to watch your child missing out on life and 
school. The KLS Foundation is here to help and support you. Please reach out to us 
at info@klsfoundation.org.  

https://www.facebook.com/groups/KLSFoundation/permalink/1858655214304839/
https://www2.ed.gov/about/offices/list/ocr/index.html
mailto:info%40klsfoundation.org?subject=
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What is Kleine-Levin Syndrome?
KSL is an extremely rare neurological condition that primarily 
impacts teenagers and young adults and is characterized by 
recurrent episodes of hypersomnia (excessive sleep), and a 
mixture of cognitive and behavioral abnormalities. 

Because KLS is so rare, it is often misunderstood. Patients suffer from 
episodes of illness that last from weeks to months at a time. During 
a KLS episode, patients sleep most of the day and night and have 
trouble getting out of bed even to shower or eat. Other symptoms 
include derealization and brain fog, a sense of being in a dream-like 
state, and changes in appetite, speech, memory, and behavior. 

In between episodes, most patients experience no symptoms 
though some patients experience some level of cognitive deficits. 
Patients pursue life as they normally would – but they live with 
the frightful reality that they can get sick again at any moment. 
KLS patients may go for a period of weeks, months or even years 
between episodes. KLS episodes may continue to reoccur for many 
years, and most patients stop experiencing episodes all together.

Who gets KLS?
KLS is extremely rare, with an estimate of 1-2 cases per million 
people worldwide. KLS typically begins during adolescence, however, 
symptoms may arise earlier or later in life. KLS presents itself in all 
races and ethnicities and affects both males and females.

How is KLS diagnosed?
Diagnosing KLS can be very difficult because there is no biomarker 
for the diagnosis of KLS. Diagnosis is currently a matter of exclusion 
based on the patients’ symptoms and ruling out other diseases. 
Cases of KLS may look like another disorder, so doctors must 
rule out other diseases and disorders including, bipolar disorder, 
encephalitis, psychiatric disorders, head trauma, and PANDAS/
PANS. It is important to find a provider that is willing to look at a 
patient on a case-by-case basis and familiarize themselves with 
current literature on KLS to diagnose and support the patient in 
exploring treatment options. 

I. KLS Fact Sheet

About Foundation 
The Kleine-Levin Syndrome Foundation is a 
non-profit patient advocacy organization that 
is an educational hub for doctors and clinicians, 
an incubator for research to find a cause and 
treatment for KLS, and a home for patient and 
caregiver support. Support clinical research 
and learn how the KLS Foundation supports 
our community at www.klsfoundation.org. 

Goals of the Foundation
	•  Create awareness of KLS and its 

    complexity
	• Connect patients and caregivers to a     

    global community of support and    
    advocacy 

	• Help patients receive expedient diagnosis
	• Accelerate scientific understanding 

    about KLS

Patient Registry 
The KLS Foundation partnered with public 
health research firm Beneufit to create a 
patient registry that will accelerate our 
collective understanding and treatment 
of KLS. The registry is used to maintain an 
accurate list of KLS patients, caregivers, and 
doctors for connecting the community to 
information, research opportunities, and one 
another.

Kleine-Levin Syndrome Foundation, Inc.
P.O. Box 5382
San Jose, CA 95150-5382

www.klsfoundation.org
info@klsfoundation.org
(408) 265-1099
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http://www.klsfoundation.org
http://www.klsfoundation.org 
mailto:info%40klsfoundation.org?subject=
https://twitter.com/KLS_Foundation
https://www.instagram.com/klsfoundation/
https://www.facebook.com/KLSFoundation
https://www.youtube.com/channel/UCEmTPre2R_qjwnU5IhOoaOg


What causes KLS?
The underlying mechanisms of KLS are not known. 
However, there are hypotheses, including:
 
1.	 Genetics: Gene association studies have shown a link 

to changes in the gene called TRANK1. The suspicion is 
that changes in the TRANK1 region may increase the risk 
of developing KLS in patients who have had obstetric/
birth difficulties. Other studies have found changes in 
the gene called LMOD3. 

2.	 Underlying autoimmune mechanisms: Clinical 
observations reveal that a majority of patients exhibit 
KLS symptoms soon after experiencing a bacterial 
or viral-like illness. Although studies are inconsistent, 
some patients have an increase in the frequencies of 
HLA alleles and a small cohort of patients may have 
demonstrated a low level inflammatory response 
within and in-between episodes compared to normal 
controls. 

3.	 Dysfunction in the hypothalamus: Patients typically 
have normal CT and MRI studies. The most consistent 
finding is hypoperfusion (decrease is blood flow) and 
hypometabolism (decrease in metabolism of oxygen 
and glucose) in the thalamus, hypothalamus, and right 
and left parieto-temporal junctions. 

Please visit https://klsfoundation.org/treatment-options-
diagnostics-and-causes-of-kls/ for more detailed 
information on current research efforts.

How is KLS treated?
There is no definitive treatment plan to reduce, prevent, 
or stop KLS episodes. Various medications have been 
tried to relieve KLS episode symptoms, however, there 
are not consistent results from any one treatment. The 
most common medications that have been attempted 
for relieving KLS symptoms include mood stabilizers, 
antiepileptics, stimulants, immune-modulators, antibiotics, 
and high doses of vitamin D3. A treatment may have 
benefit for one person, but not for another. It is important 
to have a supportive provider that is willing to “think 
outside the box” to properly manage a patient’s care. 
Please visit the KLS Foundation website under “Treatment 
Options” for more detailed information.

Students, Parents and Employees
KLS can pose challenges in academics and in employment. 
The Foundation wants patients to know that it is mandated 
by law for patients to have assistance. Students can 
receive accommodations through their school, and 
employees have rights through the Americans with 
Disabilities Act. More information can be found on the 
Foundation’s website under the “Resources” tab. 

Foundation Board of Directors
Steve Maier, President 
Dani Farber
Jenny Grossman 
Caron Krieger
Arielle Poleg
Gaylene Grossman
Richard B. Maier

Medical Board Advisory
David Rye, MD, PhD;
Professor of Neurology, Emory 
University School of Medicine

Emmanuel Mignot, MD, PhD;
Professor of Psychiatry and Behavioral 
Sciences, Stanford University Center for 
Narcolepsy

Kiran Maski, MD;
MPH Department of Neurology, Boston 
Children’s Hospital Associate Professor 
of Neurology, Harvard Medical School

Orrin Devinsky, MD;
Department of Neurology, NYU School 
of Medicine
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Isabelle Arnulf, MD, PhD; 
Sleep Center, University Hospital, Pitié- 
Salpêtrière, Paris, France 

Andrea Goldstein-Piekarski, PhD; 
Assistant professor (research) of psychiatry 
and behavioral sciences (sleep medicine), 
Stanford University School of Medicine

Alcibiades J. Rodriguez, MD;
Medical director, Comprehensive 
Epilepsy Center—Sleep Center, NYU 
Langone Health

Christopher Hamper PA-C; 
Jupiter Primary Care Group, Jupiter, FL

How to Donate
You can support clinical research and find 
out more about how the KLS Foundation 
supports our community at:
https://klsfoundation.org/donations

https://klsfoundation.org/donations/
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II. Sample Email from Parent Requesting 504 or IEP Meeting
Please personalize this template before using it

Dear [Names of teacheres[s], guidance counselor, principal, assisant principal, school nurse, and 
school psycologist]: 

Our son/daughter has been diagnosed with a very rare episodic neurological condition called 
Kleine-Levin Syndrome (KLS) that requires modifications to his/her academic and social learning 
environments. I formally request that [CHILD’S NAME be considered for a 504 plan] / [a Child Find 
meeting to discuss CHILD’S NAME’S elibility for an Individualized Education Plan]. I request that the 
school principal and/or vice principal, my child’s teacher(s), school nurse, school counselor, and the 
school special education coordinator be present at this meeting.

[CHILD’S NAME’S] symptoms include episodes of excessive sleep (up to 23 hours per day), 
debilitating fatigue, and cognitive impairment that can last one to two weeks or more. When he/
she is experiencing one of these episodes, he/she is unable to attend school or do work at home. 
When he/she is not in an episode, he/she returns to his/her normal level of functioning. 

The onset and number of KLS episodes is unpredictable. Sometimes episodes begin over the 
course of days and sometimes they begin immediately. They can last days, weeks, or months 
and reoccur at irregular frequency. Each episode limits daily activities and/or complicates them 
significantly. As you may imagine, KLS is quite disruptive for [CHILD’S NAME].

Because the syndrome is so rare, there is little information about a cause, treatment, or cure (though 
children eventually outgrow the symptoms in most cases). We are working with doctors at [hospital/
doctor’s name, etc.] to manage his/her symptoms. 

Here and attached is a brochure from the KLS Foundation with more information. If you would like 
to read more about KLS, I’m providing a few links:
1.	 A description of KLS 
2.	 A study of KLS written by medical researchers published in “Brain,” a medical journal
3.	 Media pieces and patients’ stories about their experiences with KLS

Thank you,
[Parents/Guardians]

	• Here is an editable email template from a parent requesting a 504 Meeting
	• Here is an editable email template from parent requesting an IEP Meeting

https://academic.oup.com/brain/article/128/12/2763/420465
https://klsfoundation.org/kls-in-the-media/
https://klsfoundation.org/wp-content/uploads/2023/07/1689962974162-klsf-editable-letter-to-schools-504-education-guide.pdf
https://klsfoundation.org/wp-content/uploads/2023/07/1689962974163-klsf-editable-letter-to-schools-iep-education-guide.pdf
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III. Sample Letter to School Officials from your Child’s Doctor
Please personalize this template before using it

To Whom it May Concern:

[CHILD’S NAME] is a patient under our care for the treatment of Kleine-Levin Syndrome (KLS). 
[CHILD’S NAME] condition is characterized by periodic episodes of hypersomnia (need for 
excessive sleep), cognitive and behavior changes that can persist for several days to weeks. During 
an acute episode, [CHILD’S NAME] can experience severe impairments in attention, concentration, 
and higher cognitive function. Those who suffer from KLS are typically amnestic (suffering from 
a loss of memory) for the duration of the episode and experience changes in personality and 
behavior.

The clinical course of KLS can be unpredictable, but episodes will typically occur every few months 
and last on average 5-15 days, although some episodes can be prolonged. Please be advised that 
[CHILD’S NAME] condition will require some accommodations during episodes, including possible 
absences from class, extra time to complete assignments, and/or rescheduling of exams.

Sincerely,

[Doctor’s Name and Contact Information]

A letter from your child’s doctor confirming a diagnosis of KLS should include:
	• An explanation of symptoms from the International Classification of Sleep Discorders - Third Edition 

    (ICSD-3) diagnostic criteria of KLS
	• The impact on your child’s ability to attend school/learn during episodes
	• A medical excuse for absenses
	• Recommendations for accommodations

—
	• Here is an editable email template to school officials from your child’s doctor

https://klsfoundation.org/treatment-options-diagnostics-and-causes-of-kls/
https://klsfoundation.org/wp-content/uploads/2023/07/1689962974158-klsf-editable-letter-to-doctor-education-guide.pdf
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IV. Sample list of accommodations for K-12 Students with KLS

Academic accommodations for students with KLS may include physical accommodations (such as sitting 
at the front of the classroom or close to the teacher), instructional accommodations (such as shorter 
assignments and extended time to complete assignments), and special education and related services (such 
as assignments tailored to the student’s academic level).

Importantly, students with KLS should also be provided social accommodations so they have access to the 
same activities and events and sports-related participation as their peers without KLS. When a KLS patient 
comes out of an episode, he is not only catching up on schoolwork but is also making up for lost time with 
friends, family, work, and athletics. 

The list of sample accommodations below includes a broad range of possible supports that may help your 
child, but not every accommodation will suit every child or school setting. Your IEP or 504 team may suggest 
additional accommodations unique to your child and your child’s school and/or school district.

Accommodations for General Education:
	• Student will be permitted to take any classes 

	   pass/fail *  
	• Student will be permitted to take a modified 

	   program without penalty (examples: four high 
	   school classes instead of five in a semester, 
	   additional semesters or years to achieve 
	   graduation) *

Accommodations for Start of an Episode:
	• Develop a plan with the school nurse in the 

	   event the student feels an episode beginning
	   (example: go to the nurse, call home, etc.)

	• Come up with a plan to access appropriate
	   support personnel when needed during the
	   school day (school nurse, counselor, etc.)

Accommodations for Testing:
	• Between KLS episodes, teacher(s) will 

	   consider alternate ways for a student to 
	   demonstrate knowledge and assess 
	   understanding of content as needed 
	   (example: teachers can provide study guides 
	   for all tests, student and teacher can engage 
	   in a verbal exam, student can be assigned a 
	   project rather than a test, etc.) *

	• Between KLS episodes, student will be given 
	   opportunity to take tests or quizzes on a 
	   different day

	• Between KLS episodes, student will be 
	   permitted to take tests at home

Some accommodations are tailored specifically for an IEP and may not be 
available in a 504 plan. We’ve noted the accommodations that may be limited 
to IEPs in some school districts with an asterisk. Because each school district is 
unique, we recommend you ask your school team about any accommodations 
that may be helpful to your child.
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Accommodations for Assignments:

	• Student will have assignments reduced in length
	   (e.g., odd problems only, answers written as bullet
	   points instead of paragraphs, etc.) in order to 
	   demonstrate “mastery of content” *

	• Student will be provided a daily study hall for
	   completing homework or makeup work

	• Student will be provided a shorter school day
	   (student’s doctor will need to recommend this)

	• Student will be given exemption from group
	   projects when in an episode and provided
	   alternate assignments/assessments

Social accommodations:
	• Student will be permitted to participate in athletics, 

	   field trips, school sponsored social events, and 
	   after-school classes, etc. whenever able even   
    if student has been unable to follow the school 
    district’s attendance policy because of KLS (For 
	   example, if student is in an episode and does 
	   not attend school the day of the prom and wakes 
	   later in day and is well enough to attend, they will 
    be allowed to do so.) 

	• Student will be allowed to participate in any and
	   all school-sponsored social activities even if a 
    prolonged absence occurs and student receives 
    an incomplete grade for the term

	• Student will be encouraged to come to class in-
    person even if classwork or homework is not  
    complete

Accommodations for Attention and 
Understanding:

	• Student will have a designated peer notetaker 
	   during episodes

	• Student will receive preferential seating based
    on their specific needs (examples: near the teacher, 	
    near the door, near the window for alertness, etc.)

Accommodations for Missed School Days:
	• Teacher(s) will provide student with copies of 

	   teacher notes and presentations
	• Teacher(s) will share missed assignments online

	   OR collect missed assignments in folder in main
	   office for pickup by caregiver

	• Teacher(s) will meet with student when they return
	   to school after an episode to reschedule missed
	   quizzes, tests, and assignments 

	• School counselor will work with administration 
	   to schedule home instruction if the student is able

	• Teacher(s) will provide student with 50% 
	   extended time on tests and quizzes upon 
	   student’s return to school from a KLS episode

	• Teacher(s) will provide classwork in advance 
	   (when possible and appropriate) so student 
	   may work ahead when healthy

	• Administration and caregivers will consult and 
	   arrange outside/online courses and award the 
	   student credit for that work in place of schoolwork
	   they are unable to complete

	• Student will be provided tutoring in accordance 
	   with district policy (speak with your school 
	   counselor or an administrator to learn more)
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K-12 Student Success: Physicians Can Make an Important Difference
https://www.hypersomniafoundation.org/document/physician-importance-for-k-12-success/

K-12 Academic Resources Guide
https://www.hypersomniafoundation.org/document/k-12-academic-resources/

Protecting Students With Disabilities
https://www2.ed.gov/about/offices/list/ocr/504faq.html

Education Essentials for Students
https://www.hypersomniafoundation.org/ed-essentials/

What is the difference between an IEP & a 504 Plan?
http://www.washington.edu/doit/what-difference-between-iep-and-504-plan

6 Things to Know about Private Schools & Special Education
https://www.understood.org/en/school-learning/choosing-starting-school/finding-right-school/6-things-
to-know-about-private-schools-and-special-education

Parent & Educator Resource Guide to Section 504 in Public Elementary & Secondary Schools 
https://www2.ed.gov/about/offices/list/ocr/docs/504-resource-guide-201612.pdf

The Difference between IEP & 504 Plans
https://www.understood.org/en/articles/the-difference-between-ieps-and-504-plans

Reasonable Accommodations Explained
http://www.apa.org/pi/disability/dart/toolkit-three.aspx

A Guide to the Individualized Education Program
http://www2.ed.gov/parents/needs/speced/iepguide/index.html

The National Center for Family and Community Connections with Schools
https://sedl.org/connections/

Protecting Students With Disabilities: Students Protected Under Section 504
https://www2.ed.gov/about/offices/list/ocr/504faq.html#:~:text=Section%20504%20requires%20that%20
school,or%20more%20major%20life%20activities

V. Sources & Additional Reading

https://www.hypersomniafoundation.org/document/physician-importance-for-k-12-success/

https://www.hypersomniafoundation.org/document/k-12-academic-resources/

https://www2.ed.gov/about/offices/list/ocr/504faq.html
https://www.hypersomniafoundation.org/ed-essentials/
http://www.washington.edu/doit/what-difference-between-iep-and-504-plan
https://www.understood.org/en/school-learning/choosing-starting-school/finding-right-school/6-things-to-know-about-private-schools-and-special-education
https://www2.ed.gov/about/offices/list/ocr/docs/504-resource-guide-201612.pdf
https://www.understood.org/en/articles/the-difference-between-ieps-and-504-plans

http://www.apa.org/pi/disability/dart/toolkit-three.aspx
http://www2.ed.gov/parents/needs/speced/iepguide/index.html
https://sedl.org/connections/
https://www2.ed.gov/about/offices/list/ocr/504faq.html#:~:text=Section%20504%20requires%20that%20school,or%20more%20major%20life%20activities
https://www2.ed.gov/about/offices/list/ocr/504faq.html#:~:text=Section%20504%20requires%20that%20sch
https://www2.ed.gov/about/offices/list/ocr/504faq.html#:~:text=Section%20504%20requires%20that%20sch
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The Americans with Disabilities Act (ADA) Protects People with Disabilities from Discrimination.
https://www.ada.gov/

Crash Course: Public School Accommodations for Children with Hypersomnia: Part 2
https://www.hypersomniafoundation.org/crash-course-public-school-accommodations-for-children-with-
hypersomnia-part-2/

What is the Definition of Disability under the ADA?
https://adata.org/faq/what-definition-disability-under-ada

U.S. Department of Education’s Individuals with Disabilities Education Act
https://sites.ed.gov/idea/

Sec. 300.111 Child find
https://sites.ed.gov/idea/regs/b/b/300.111

V. Sources & Additional Reading (Continued)

https://www.ada.gov/

https://www.hypersomniafoundation.org/crash-course-public-school-accommodations-for-children-with-hypersomnia-part-2/
https://adata.org/faq/what-definition-disability-under-ada
https://sites.ed.gov/idea/
https://sites.ed.gov/idea/regs/b/b/300.111
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