
PANS/PANDAS is a medical condition that occurs when a person gets sick with an infection like strep, a cold, the flu,
COVID, etc., but instead of typical symptoms like a sore throat, cough, or a fever, they have physical and behavioral
symptoms like tics, fears, anxiety, sadness, and anger. Sometimes, these symptoms are hard to control because the brain
has inflammation, causing it not to function normally. PANS/PANDAS can be extremely difficult because the symptoms
are distressing, but the good news is that with the right treatment, someone can get better. To help a friend with
PANS/PANDAS, learn about it, understand that it may take time for them to heal, be patient with them even when you
do not understand changes in their behavior, and keep being their friend.

Symptoms
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PANS/PANDAS

"Symptoms change and I can be absolutely fine one
day and then be in tears or rages the next. I want them
to know that they will never fully understand unless
they have been through it. I need support, not conflict
or too many questions. I need to be positive and don’t
need them bringing me down. I want them to know
how hard it is. It is harder for a person with PANS to do
ordinary things that others don’t struggle with. I want
them to trust me. Every success for me is so, so, so, so,
so, so, so, so, so big and shouldn’t be ignored or
underrated.”  - Avilee, 8th grade

11th

PANS: Pediatric Acute-Onset  Neuropsychiatric Syndrome

PANDAS: Pediatric Autoimmune Neuropsychiatric  Disorder Associated with Streptococcus
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“It can make me 
feel really sad. It can make
 me really angry and I say
things I don’t mean. It can

make some easy things feel
really impossible, like clean
my teeth or brush my hair.

Sometimes I’ll need to leave if
there is too much noise and
too many people because 

it actually hurts 
my body.”

– Anna, 5 grade

“That all my
symptoms are real
and uncontrollable.

I’m doing my best to
control them and

live a normal life.I am
more that my

diagnosis.” 
– Shelby, 11th grade

“We are not 
contagious, we are 

not diseased, we are 
people with feelings.
Just because we are

sick doesn’t mean we
are worth less

than anyone else.”  
– Ava, 11th grade

Please never
 treat my hyperactivity
 like it’s a choice, it is a 

 symptom. Please be under
stand when I jump 
through topics in a

conversation. It’s 
unintentional and

 just how I am.”
     – Romy

20+ year old

 “Having to 
deal with this

illness is
traumatizing.
PANS causes

symptoms that I
cannot control.”

 – Abby, 9th
grade

         “It’s okay
 to ask questions. I

want people to
better understand

this  disease instead
of making

assumptions.”
 – Annika, 
10th grade

Obsessions: Distressing, repetitive, intrusive thoughts,
images, or urges that do not align with a person's
actual values or desires, which can trigger intense
emotional responses. They often come with strong and
uncomfortable emotions like fear, disgust, uncertainty,
doubt, or a sense of needing things to be “just right.” 
Compulsions: Repeated actions or thoughts to try to
make obsessions disappear temporarily, but they
worsen them. Common themes: washing/grooming,
checking, reviewing, counting, ordering/symmetry,
hoarding, restrictive eating, repetitive questioning,
perfectionism, confessing, trying to get things “just
right,”  avoidance
Severe Food Restriction: Avoiding certain foods and/or
limited intake, OCD issues related to fear of poisoning,
choking, swallowing, and vomiting. Sensory issues
related to textures, smells, and taste. Body dysmorphia.
Loss of appetite 
Anxiety: General and separation anxiety, which often
leads to school refusal/attendance issues
Depression: Emotional lability, mood swings
Aggression: Severe oppositional defiance, rage, anger
Behavioral Regression: not acting your age, tantrums,
baby talk, difficulty relating to peers
Tics and Motor Movements: Complex & simple tics,
motor & vocal tics, choreiform movements, akathisia,
dysgraphia, hyperactivity
Sensory Issues: Sensory defensiveness and/or seeking
hallucinations
Decline in Academics: Loss of math skills, handwriting
changes, ADHD-like symptoms, executive functioning
decline, short-term memory loss, brain fog, slow
processing, decline in visual-spatial recall
Sleep Problems: night terrors, no REM, sleep problems
falling due to OCD, problems staying asleep
Urinary Issues: Daytime urinary frequency or urgency,
nighttime  bedwetting
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“PANDAS isn’t
contagious. Some days 

I have leg pain, but it
doesn’t really hurt all

the time. And
sometimes I have a hard
time with certain things

but I am still just like
other kids.”

– Lily, 4th grade

“We’re not
crazy! PANS isn’t just
anxiety, there’s much
more to it. It’s hard to
function sometimes.

Just because I look fine
or  don’t look sick

doesn’t mean I’m not.” 
– Rylee, 11th grade

“I have
         been sick and my 

       regular life has been put
on hold for a while and it can
be really hard to talk about.

So, when I get back to school,
I may not give a lot of details
but your friendship is really

important to me even
though I have been MIA for 

a few months.” 
– Ben, 12th grade

I don’t mind 
you knowing  

what’s going on, 
I just don’t want

Is PANS/PANDAS contagious? 
No, it’s not contagious.

What I Want My What I Want My Friends to Know!Friends to Know!  

“I really just 
want to have fun with 

my friends and do 
regular kid stuff. I have to

go to the doctor a lot.
Sometimes it’s hard to

control my feelings and I
fight with my friends. It

makes me sad.”
– Will, 3rd grade

Why do you say mean things and 
get mad easily? PANS/PANDAS 
happens when my immune system 
attacks the area of my brain and 
causes inflammation, which 
changes my behaviors & actions. 
I can’t always control what I say or 
do. Please be patient. I don’t mean 
the things I say. I’m sorry.

Why don’t you don’t look sick?
The immune system isn’t working
properly, so even on a “good day,”
I am is still sick. “Sometimes I look
REALLY sick but not when I am
able to go school. It‘s sometimes

What’s the hardest part about
PANDAS/PANS? The symptoms are
very stressful. OCD, anxiety  

Why do you only eat certain foods or not much at all?
Sometimes, it’s because it tastes or smells funny to me;
sometimes, I don’t like the texture. Other times, I am afraid
I might choke, or the food is contaminated.

What happens when you get 
sick? Why does it happen?
Antibodies attack my brain 
instead of the germs, making 
me  sick. It’s a misdirected
autoimmune response. Many

and other symptoms
are horrible. Struggling
& missing school 
and all my activities
makes me feel very
alone. It’s hard to 
make and keep 
friends. I just want to
feel “normal.”

to answer questions 
every day about why I
am absent so much.”

     – Lucy, 7th 
grade

PANS/PANDAS are also immune
 deficient. “It’s not my choice to be
 sick. I don’t want to be. Just treat me 
normally, not special.” – Keira, 9th grade

called an invisible illness.” - Mike,
9th grade 

“That I may have flare ups
even if I have been doing so

much better. I am not
cussing or flipping you off

on purpose it’s a tic.
Everyone is different with

symptoms and everyday is
different. I can’t do

everything they can do. I
may have to cancel plans

that day.” 
– Emma, 11th grade

“PANS/PANDAS
means I may be

with you, but lost
in the tangle of

anxiety or OCD in
my head.” –Audri,

11th grade

“I can’t control 
it or I would. Why 

would I want to do this? 
It sucks. It attacks my

brain and causes it to be
on fire or inflammation
and it makes my brain
not work right. Like it is
temporarily broken.” –

Max, 6th grade

“I would like my friends
 to know that my symptoms 

are not easy to manage. I am still 
an adult with all the rights and

responsibilities of adulthood, but
sometimes I use strategies or act in 

ways that may seem childish (staying in
my room all day, having fidget toys,

wanting to be close to family, struggling
to regulate my emotions, struggling 

with communication). I am still an 
adult and I wish to be treated 

like one.” 
- Cici, college student

Does everyone with
PANS/PANDAS act the same
way? We can act pretty
differently. Some kids have more
severe cases than others. They
can have different symptoms or  
behaviors  and those look
different for each kid. - Alex, ﻿11th
grade 

    How come you can be okay one week   
        then suddenly be sick again? PANS 
         typically relapses and remits. “I’m always 
          sick. Some days are just  better than 
          others.” – Annie, 9th grade

        Why are you so scared to be away from  
     your Mom and Dad? Separation anxiety is   
  one of the types of anxiety caused by
PANS/PANDAS. Some of us are anxious to
leave the house. 

Why are you always late to school and
absent all the time? “Every day is
different. My symptoms can vary by the
hour. In the morning, I may feel horrible
and by afternoon, I’m fine again.” –
Nicole, 10th gradeWill it go away? Some kids get better 

quickly; others are sick for years. A lot of 
us get better for a while, then relapse, so we 
are better for a while, but then we get 
another infection and symptoms come back. 

Do only kids have PANS/PANDAS? 
No, kids don't only have PANS/PANDAS.
Pediatric is in the name, but symptoms
can stay through adulthood, and new
onset as an adult can happen. The
diagnostic criteria have no age
requirement. 

Why do you have symptoms like tics or 
issues at school sometimes but not 
always? Symptoms can come and go. 
They worsen when I am sick or stressed﻿.

Why do you always go to the school 
nurse? Sometimes I have to take medicine 
at school. Sometimes, I need a brain break 
or a safe place to go to.

Are you sure it’s not just all in your 
head? No, it’s a medical condition. 
The treatment includes antimicrobials, 
medicines that help my  immune system 
and inflammation and psychotherapeutic 
treatment if needed. 

What is OCD? Obsessive Compulsive Disorder. It’s not just
hand washing or cleaning like some people think.
Sometimes OCD means things like I can only focus on one
thing or something has to be “just right.” I may need to do
things in a certain order or a very specific way. I may 
even need to repeat behaviors over & over.

What is a tic? Why do you repeat things 
over and over? Why is your body jerking? 
Can you make it stop? First, it’s not the 
same as the bug (tick). Tics are sudden 
movements or sounds that we repeat 
over and over. It is a medical problem, 
and I can’t control it. I wish I could. 


