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SECTION 1: INTRODUCTION     

ABOUT THIS TOOLKIT 
A big obstacle for kids with a chronic illness like lupus is the uncertainty of their condition. They may 
feel fine one day and then unwell the next. Add the stress of school to this and, understandably, kids 
and their parents can feel overwhelmed. The good news is that there are ways to make getting 
through school with lupus easier. Developing a plan is essential for parents, kids, and their school. This 
toolkit provides useful resources that will help you create a plan for your child. 

How to Use This Toolkit 
This toolkit is a guide to resources about lupus and school available on the National Resource Center 
on Lupus at Resources.Lupus.org. The resources aim to help educate and empower parents, 
children, and teens affected by lupus. They are available in the Resource Center as web articles in 
English and Spanish, and as PDFs in English, Spanish, and simplified Chinese.  

There are several resources that you may want to read later, some that you can send to people at your 
child’s school, and some you may want to share with your child. To find them: 

1. Go online and type in Resources.Lupus.org. 

2. On the website, enter the title of the resource in the search bar. 

3. Select the desired resource from the search results.    
 
What Do the Icons (Symbols) Mean? 

ICON MEANING 

 

To find more information on a topic 

 

 
Resources to read 
 

 

 
Resources to download 
 

 

Resources to save to your child’s care file (a file with your child’s health 
records and important information) 
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SECTION 2: WHAT YOUR CHILD’S SCHOOL NEEDS TO 
KNOW ABOUT LUPUS 
HOW TO EXPLAIN LUPUS TO TEACHERS AND STAFF  
It is important to recognize that most teachers and staff at your child’s school probably won’t know 
much about lupus. Many of them may never have heard of this disease, and some may be confused if 
your child’s performance is affected by symptoms they cannot see. 

For teachers and staff who don’t know about lupus, it may be difficult to understand  
why your child: 

• Misses class and assignments frequently 
• Doesn’t look sick 
• Needs to rest during class 
• Needs to stay out of the sun 
• Needs protection from indoor fluorescent lights  
• Needs to avoid sitting near sick classmates 

It will be a lot easier for teachers and school officials to meet your child’s needs when they  
understand lupus.  

Start by sharing this information about the disease: 

• Lupus is an autoimmune disease, meaning that the immune system attacks healthy  
parts of the body. 

• Lupus is a chronic disease — people who develop lupus will have it for the rest of  
their lives. 

• Lupus is unpredictable — symptoms can appear, disappear, and change. 
• Lupus medications can weaken the immune system, causing your child to be more  

likely to get infections than other children. 
• Lupus has a lot of different symptoms and affects each person differently. 

You may then want to describe some of the common symptoms of lupus: 

• Fatigue 
• Joint pain 
• A butterfly-shaped rash on the cheeks and nose  
• Swelling in the hands, feet, or around the eyes  
• Low-grade fevers  
• Sensitivity to sunlight or fluorescent light 

You may also want to explain what lupus is not: 

• Lupus is not contagious — you can’t catch it from someone or give it  
to someone. 

• Lupus is not like or related to cancer. 
• Lupus is not like or related to HIV or AIDS. 
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FOR MORE INFORMATION 

You may want to go to our website, Resource.Lupus.org, to download “What 
Teachers Should Know about Lupus” and share it with school staff. Or, you can send 
school staff an email with the web address so they can view it online. 

 
HOW LUPUS SYMPTOMS MAY AFFECT YOUR CHILD’S NEEDS AT SCHOOL 
Before you talk with teachers and staff about what they can do to help your child stay healthy and 
succeed, you may want to identify your child’s specific needs. Try asking yourself the following 
questions about how lupus affects your child: 

Identifying Health Needs 

• What are your child’s most common lupus symptoms? If they are visible, how do they 
appear? 

• How does your child’s lupus vary from day to day? What is it like on a good day, and what 
is it like on a bad day? 

• What can bring on your child's symptoms, or make them worse? 

• Is your child sensitive to sunlight or indoor fluorescent lights?  

• What medicines does your child take, and when does your child need to take them? 

• Do the medicines have side effects? Has your child experienced any side effects from the 
medicines? 

• Does your child take certain medicines to manage lupus symptoms? 

Also, consider: 
• Has your child ever had a medical emergency due to lupus? 
• How frequently does your child have doctor appointments? 

• Does your child have a history of depression or other mental illnesses? 

Identifying Educational Needs   

• Do lupus symptoms make it harder for your child to complete assignments? 

• Do lupus symptoms or doctor appointments cause your child to miss classes often? 

• How could sensitivity to light (photosensitivity) affect your child’s ability to participate in 
school activities? 

• Does your child have lupus “brain fog” (cognitive challenges)? How might this affect your 
child in school? 

• Do lupus symptoms make any school activity more difficult for your child? 



  Page 7 

 

 

FOR MORE INFORMATION 

For additional resources that can help you answer these questions, go to 
Resources.Lupus.org and download and read our fact sheet, “Lupus and Children.” 
Also, check out “Explaining Your Child’s Lupus to Others” for ideas on how to 
explain your child’s needs to teachers and school staff. 

 

SUMMARY 
Visit Resources.Lupus.org 

   

READ 
Lupus and Children  
Explaining Your Child’s Lupus 
to Others 

DOWNLOAD  
What Teachers Should Know 
about Lupus 

SAVE TO YOUR CHILD’S  
CARE FILE 
Summary of your child’s health 
and educational needs  
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SECTION 3: HOW TO COMMUNICATE WITH  
YOUR CHILD’S SCHOOL 
 

UNDERSTANDING AND NURTURING THE PARENT-SCHOOL PARTNERSHIP 
You may not be able to monitor your child’s health during the school day, but there's still a lot you can 
do get others to help your child. That’s why it's vital to develop good relationships and frequently 
communicate with teachers and staff at the school. They can work with you to keep your child healthy. 
 

Tips for Communicating with the School 
Be proactive. 
It’s essential for your child’s health that you start communicating with the school sooner instead of 
later. You may need to be the one to start the conversation. Identify which teachers and staff members 
you should work with to address your child’s needs and contact them. Before you do, think about 
ways they may be able to help and how you’ll work together.  

Be collaborative.  
Teachers and staff will be most comfortable working with you if you show them you are a team player. 
Try to be open to their suggestions, recognizing that they may have helpful insights based on their 
experiences with children at the school. You may also want to ask for their recommendations, in 
addition to providing your own. 

Avoid misunderstandings.  
Make sure you ask questions if you are confused about what teachers or staff members say. You may 
want to ask direct questions, ask them to explain their point differently, or ask them to provide 
examples to illustrate what they mean. It can also help to restate what you think they are saying in 
your own words. 

Acknowledge the school’s needs and challenges.  
By showing that you understand the school’s perspective, you also show that you are reasonable and 
willing to cooperate. This recognition will encourage the school to carefully consider your needs in 
return. 
 

HANDLING DIFFICULT SITUATIONS AT SCHOOL  
Even if you have an excellent relationship with your child’s school, you may still face stressful 
situations. You might struggle to communicate your child’s needs to a particular teacher or staff 
member, or you may disagree with the school on how best to meet your child’s educational needs. In 
these instances, you’ll want strategies to help you shift the situation in your favor, and keep 
disagreements from interfering with your efforts and damaging your relationship with the school. 
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Do: 
Address the issue right away.  
Promptly dealing with issues that come up will prevent small problems from becoming big ones. The 
sooner you address them, the sooner you'll help your child. 
 
Listen to their side of the story.  
It helps to understand the reasons behind the school’s actions. Also, by listening, you show that you 
value their opinion, which can help restore trust. 

Find something positive to say.  
Complimenting the teacher or staff member on something they do that you appreciate can help 
reframe the conversation and encourage collaboration. 

Work toward a solution. 
Remind yourself that you and the school share the goal of meeting your child’s needs. Even if there is a 
disagreement about how to accomplish this, you and the school should be on the same team. 

Reach out to other staff if necessary.  
If you've taken steps to work with a teacher or staff member, but they aren't responsive or helpful, you 
may need to reach out to a different staff member for help. 
 
Don’t: 
Stop communicating.  
Communication with the school is vital to having your child’s needs met. Shutting off the connection 
you have with the school prevents issues from being addressed and may make things worse. 

Become too negative.  
Even if a situation is frustrating, it is important not to express only negative feelings to the school. The 
negativity may make teachers and staff feel defensive instead of wanting to work together. 

Make assumptions.  
Instead of assuming that you know why a staff member made a particular decision, ask questions to 
help you understand the goals of that decision or the barriers that might be in the way of the choice 
you prefer. 
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SECTION 4: BUILDING YOUR CHILD’S SCHOOL  
CARE TEAM 
SCHOOL CARE TEAM 
Your child’s school care team is the group of teachers and staff members you will want to educate 
about the specifics of your child’s lupus. You’ll want to build relationships with them and work 
together on an ongoing basis to meet your child’s needs. 

The school care team may include:   
• Teacher(s) 
• School nurse 
• School counselor   
• Special education coordinator  
• Special education teachers 
• School principal 

Create a list with the names and contact information for these people.   
 

 

FOR MORE INFORMATION 

Go to Resources.Lupus.org, and download and customize the “My School Care 
Team” resource to help you keep track of people on your child’s care team. 

 

STEPS TO CONSIDER 
Steps for building your child’s school care team: 

1. Talk to your child’s doctor. 
Find out what medical information the school nurse will need, and ask your child’s doctor for 
any suggestions that you can share with your child’s school care team. Ask the doctor for a 
letter that explains your child’s illness and needs. Keep a copy of the letter in your child’s file. 
You’ll also want to ask your child’s doctor to update it every year. 

2. Set up a meeting.  
Contact your child’s teacher(s), the school nurse, the school counselor, and other relevant staff 
members to set up a meeting to discuss your child’s lupus needs and create a plan together. 
You’ll also want to notify the school principal to keep her or him in the loop.  

You can go to Resources.Lupus.org to download and customize our “Template Letter to Your  
Child’s School” or write one on your own. Be sure to include the following in your letter or email: 

• Your child’s name, grade, and teacher 
• An explanation of what lupus is and how it affects your child’s ability to succeed  

in the classroom 
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• An invitation to the teacher(s) and staff members to meet with you to talk about how the 

school can help address your child’s needs, including a suggested date and time 
• A thank you to everyone for their cooperation and a message that you look forward to 

meeting with them 
• The name of your child’s doctor and his or her recommendations (make sure you get 

approval from your child’s doctor first) 
• Your contact information and how teachers and staff can to respond to your request 

3. Come prepared. 
Before meeting with your child’s school care team, download and customize our “Template 
School Care Plan.” It will help guide your meeting and provide school staff with details of your 
child’s lupus and how it affects him or her at school. You may also want to review it with your 
child’s doctor. Bring two copies of the care plan to the meeting so you can leave one at school. 
You’ll also want to bring a copy of the letter from your doctor that explains your child’s needs. 

The school care plan covers these crucial points: 

• What lupus is and how it affects your child’s health 
• Your child’s symptoms and what triggers can cause him or her to have a lupus flare 
• The medications your child takes and their side effects 
• The ways lupus affects your child’s mental, emotional, and social well-being 
• When and how school staff can contact you about issues related to your child’s physical 

and emotional health 
 

 

FOR MORE INFORMATION 

For additional resources to help you prepare for your meeting, go to 
Resources.Lupus.org and download and customize the “Template Letter to Your 
Child’s School” and “Template School Care Plan” resources to help you educate the 
care team and craft your child’s school care plan. 
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SUMMARY 
Visit Resources.Lupus.org 

  

DOWNLOAD  
My School Care Team Template 
Template Letter to Your Child’s School  
Template School Care Plan 

SAVE TO YOUR CHILD’S CARE FILE 
Documents completed above  
Letter from your child’s doctor   
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SECTION 5: DEVELOPING A SPECIFIC PLAN  
FOR YOUR CHILD  

CREATING PLANS FOR MANAGING LUPUS AT SCHOOL 
Lupus and the medicines used to treat it can affect your child at school. You’ll want to have plans in 
place that tell teachers and other staff at school how to support your child. 

Children who have lupus may experience: 

• Low energy and extreme tiredness  
• Absences from school for medical reasons  
• Poor concentration and memory loss 
• Sensitivity to the sun and indoor lighting 
• Increased risk of infections 

Because of these challenges, your child may need the school’s help to be healthy and successful. Most 
of the time, you’ll have to be proactive and formally ask the school for the support your child needs.   

Steps to Consider 
Learn about the different types of plans at school that may be used to manage chronic illnesses or 
disabilities that affect everyday living, like lupus. 

1. Research different ways the school may be required to help your child, and learn about 
the types of assistance available at your child’s school.  

Types of School-Based Plans 

• A 504 plan can help a child with a qualifying disability learn and succeed in school. This 
type of plan describes how a child will have access to their learning environment and the 
kinds of adjustments or assistance that will be provided to them. This assistance is 
appropriate for students who need help to access the learning environment but who don’t 
require specialized instruction (special education). 

• An Individualized Education Plan (IEP) is a plan used for children who need specialized 
instruction (special education) to learn and succeed in school because of a disability. An 
IEP lays out the program of instruction, supports, and services that will be provided to the 
student. It contains annual goals that the child can reasonably accomplish. These goals 
may relate to physical needs or address other educational needs. 

• An Individualized Health Care Plan is a plan written by the school nurse for children with 
health care needs that require attention or action from the school (like administering 
medications). 

• An Emergency Care Plan can be developed by the school nurse to ensure the school 
follows the correct steps when managing a lupus-related medical emergency. 
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2. Formally request assistance from the school in writing. Ask the school to evaluate your 

child.   

Email or write a letter to your child’s teacher (also send a copy to the principal) that explains 
your child’s needs and what the school can do to help your child succeed in school.  

Make sure the letter includes the following information: 

• A statement that says your child has lupus  
• A brief description of what lupus is 
• A brief description of how lupus can affect your child at school 
• A summary of your child’s health and educational needs (see Section 2 of this toolkit) 
• Type(s) of school-based plans that you’re requesting 
• Why you believe the plans are needed 
• Your name, contact information, and the date  
• Types of adjustments and assistance that may help your child succeed 

 
3. After you send this letter or email, the school will schedule a meeting with you to discuss 

your child’s needs and determine the next steps of the process. During this process, you 
may want to work with an educational advocate. An education advocate is often an attorney or 
someone who can help you navigate the processes and understand your child’s rights as 
protected by the laws that pertain to these plans.  

4. If the school deems your child eligible for assistance, work with the school team to create 
the most appropriate plans for your child.  

5. Once the plans are in place, follow up with your child’s school often to see how they’re 
working and to make sure the school is following them. Sometimes changes are needed, so 
you’ll want to check on your child’s progress frequently. Be sure to keep a copy of all finalized 
plans in your child’s care file. Also, keep detailed records of any correspondence with your 
child’s school about these plans.  
 

 

FOR MORE INFORMATION 

You may want to go to Resource.Lupus.org to read our resource, “Assistance at 
School for Children with Lupus” and learn more about how to get support for your 
child at school. 
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SECTION 6: WHAT TO TEACH YOUR CHILD ABOUT 
LUPUS AND SCHOOL 
HOW TO STAY WELL AND DO WELL IN SCHOOL 

Start by Sharing This Message with Your Child  
Your parents and doctors make a lot of the critical decisions about your health, but you have a 
significant role to play, too. When you’re at school, it’s vital that you manage your lupus as well as you 
can. Maintaining your health means making smart decisions and thinking about how you feel. Having 
lupus may make you feel different from classmates, but you can help them understand why you have 
to do certain things and be aware of your health. Here are some things you can do to make sure 
school is as productive and fun as possible. 

Tips to Share with Children  

• Tip 1: Try not to sit near anyone who is sick. 
• Tip 2: Tell your teacher if you aren’t feeling well. 
• Tip 3: It’s OK to talk about your lupus at school — and it’s OK if you don’t want to talk 

about it too. 
• Tip 4: You need your rest. 
• Tip 5: You might need to do things a little differently than other kids at school — and 

that’s OK. 
 

 

FOR MORE INFORMATION 

Go to our website, Resource.Lupus.org, and download “School Survival Guide for 
Kids with Lupus” to share these tips with your child. Or, download the resource on 
your computer or mobile device so your child can interact with it online. You may 
also want to check out “Tips for Teaching Children and Teens about Their Lupus” for 
talking points on how to explain lupus to your child. 

 
Tips to Share with Teens   

• Tip 1: Have a school wellness plan for managing your lupus symptoms at school 
• Tip 2: Stay on top of your meds — make it part of your routine 
• Tip 3: Speak up if something feels off or not right — physically or emotionally 
• Tip 4: Take charge of stressful situations — learn how to manage your reactions to stress   
• Tip 5: Find your voice — know what you need and how to ask for it 
• Tip 6: Get enough rest  
• Tip 7: Learn to juggle multiple classes and activities — and balance them with rest 
• Tip 8: Don’t let lupus define you — you have lupus, but lupus doesn’t have you 
• Tip 9: Stay connected to friends and family — social media can help keep you engaged 

and informed 
• Tip 10: Hold on to your dreams and goals — figure out how to reach them despite 

limitations 
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FOR MORE INFORMATION 

To share these tips with your teen, go to Resource.Lupus.org and download the 
“School Survival Guide for Teens with Lupus.” Or, you can email the web address so 
your child can view it on their computer or mobile device. You may also want to share 
the resources, “Ten Things to Tell Your Friends about Lupus” and “Create Your ‘About 
Lupus’ Elevator Speech,” so your child knows how to explain lupus to people at 
school. 

 
EDUCATING THE SCHOOL COMMUNITY ABOUT LUPUS 
Educating your child’s school community about lupus may help others better understand your child’s 
situation and needs. It may also help dispel myths about lupus and reduce any stigma around the 
disease. 

Here are some ways you and your child can educate the school community about lupus: 

• Ask your child’s teacher to share information about lupus with students, read a book 
about it to the class, or integrate information on the topic into a lesson. Incorporating it 
into instruction is an excellent way to share information about the disease without 
singling out children who have lupus. 

• If your child feels comfortable talking about lupus in front of peers, ask the teacher to 
allow him or her time to teach classmates about the disease and how it affects him or her. 
Or, ask the teacher if your child can read a children’s book about lupus to the class. 
(Depending on the age of the students, you could also read a book to the class.)  

• Older children may also want to invite classmates to join them at a lupus walk or organize 
events at school to raise awareness about the disease in the community. 
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SUMMARY 
Visit Resources.Lupus.org 

  

READ: FOR YOU AND YOUR CHILD  
Tips for Teaching Children and Teens about  
Their Lupus (for parents and caregivers) 
Lupus and Teenagers (for teens) 
Ten Things to Tell Your Friends about  
Lupus (for teens) 

DOWNLOAD AND SHARE 
School Survival Guide for Kids with Lupus  
(for younger children) 
School Survival Guide for Teens with Lupus  
(for teens) 
Create Your 'About Lupus' Elevator Speech (for 
teens) 
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SECTION 7: PREPARING YOUR CHILD FOR COLLEGE 

OFF TO COLLEGE  
Living away from home for the first time means more responsibility—especially when it comes to your 
child’s health. So, before your child goes to college, share these 10 steps to make sure their first year is 
the best it can be. 
 
Top 10 Action Items for College-Bound Teens with Lupus 

Share this list with your college-bound child: 

1. Understand your health insurance. 
2. Find a rheumatologist in the city or town where you’ll be living. 
3. Arrange a way to get your medications. 
4. Update your emergency contact information card. 
5. Complete the "Authorization to Release Medical Information" form. 
6. Know the early warning signs of infection, blood clots, heart or kidney disease, and other 

lupus-related complications. 
7. Be alert to the triggers that can lead to a lupus flare. 
8. Register with the student accessibility office on campus. 
9. Make your schedule manageable. 
10. Know who to talk to if you need emotional support. 

 

 

FOR MORE INFORMATION 

You may want to go to our website, Resource.Lupus.org, to download and share 
with your high-school aged child our resource, “Off to College: 10 Action Items for 
College-Bound Teens with Lupus.” 
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