SLEEP DYSREGULATION DURING FLARES (ALL AGES)
Executive Summary

Sleep disruption is one of the most common, destabilizing, and overlooked features of
PANS/PANDAS flares, autism meltdowns, immune activation, and neuroinflammatory
episodes. When the nervous system and immune system are in crisis, sleep architecture
collapses: children and teens may refuse to go to bed, lie awake for hours, wake repeatedly
through the night, experience vivid nightmares or night terrors, or sleep excessively during
the day while being unable to sleep at night. For families already managing behavioral
storms, OCD spikes, and medical appointments, sleep loss becomes the breaking point—
parents are exhausted, the child's symptoms worsen from lack of rest, and the entire
household enters a cycle of dysregulation.

This guide is organized into three phases: early childhood (ages 3-7, when sleep problems
first appear or worsen during flares), school age (ages 8-12, when sleep loss affects school
and family functioning), and teens (ages 13-18, when autonomy battles, screens, and
circadian shifts complicate flare-related insomnia). Each phase includes: what sleep
dysregulation looks like during flares versus baseline, what to prepare, biomedical
considerations for discussion with clinicians, sample sleep schedules and environmental
modifications, sibling considerations, "In Case of Emergency" protocols, discussion guides
for families, and a resource box. The focus is on supporting sleep as a medical and nervous
system issue—not a behavior problem—while maintaining safety and family sanity.

Critical Disclaimer: Educational Resource Only

This guide is an educational resource only. It is not medical, psychiatric, or sleep medicine
advice. Always coordinate with qualified professionals (pediatricians, sleep specialists,
psychiatrists, PANS/PANDAS specialists, immunologists, neurologists, functional medicine
practitioners) for personalized guidance specific to your situation. Never start, stop, or
change medications, supplements, or treatments based on this guide alone. All biomedical
interventions must be discussed with and monitored by qualified healthcare providers.

Biomedical Overview: Why Sleep Falls Apart During Flares
The Immune-Sleep Connection

Sleep is profoundly influenced by the immune system. During PANS/PANDAS flares,
autoimmune episodes, or other inflammatory states:

¢ Inflammatory cytokines (IL-1, IL-6, TNF-alpha) disrupt normal sleep architecture,
particularly deep sleep and REM sleep.



Microglial activation in the brain creates a state of neuroinflammation that
interferes with normal sleep-wake signaling.

Blood-brain barrier disruption may allow inflammatory molecules to directly affect
sleep-regulating brain regions.

Circadian rhythm disruption occurs when inflammation affects the hypothalamus
and suprachiasmatic nucleus (the brain's "clock").

Neurotransmitter Dysregulation

Sleep requires precise balance of multiple neurotransmitters:

Melatonin deficiency or disruption: Immune activation can suppress melatonin
production or interfere with melatonin receptors.

GABA insufficiency: The calming neurotransmitter GABA is essential for sleep
initiation; inflammation, gut dysfunction, and certain genetic variants can reduce
GABA availability.

Glutamate excess: The excitatory neurotransmitter glutamate may be elevated
during flares, creating a "revved up" nervous system that cannot calm down.

Serotonin and dopamine imbalance: Both are involved in sleep-wake cycles and
mood regulation; inflammation and nutrient deficiencies can disrupt their function.

The Gut-Brain-Sleep Axis

Gut dysbiosis (imbalanced gut bacteria) is common in autism, PANS/PANDAS, and
inflammatory conditions; gut bacteria produce neurotransmitter precursors and
communicate directly with the brain via the vagus nerve.

Leaky gut (intestinal permeability) may allow inflammatory molecules and bacterial
byproducts to enter circulation and affect the brain.

Poor gut health can impair production of serotonin (90% is made in the gut) and
melatonin, both critical for sleep.

Mitochondrial Dysfunction

Mitochondria (cellular energy factories) are often impaired in autism and
inflammatory conditions.

Poor mitochondrial function leads to oxidative stress, which disrupts sleep and
worsens inflammation in a vicious cycle.



Sleep itself is critical for mitochondrial repair; sleep deprivation further damages
mitochondria.

Oxidative Stress and Antioxidant Depletion

Inflammation generates reactive oxygen species (free radicals) that damage cells
and disrupt normal brain function.

Children with autism, PANS/PANDAS, and inflammatory conditions often have lower
levels of antioxidants (glutathione, vitamins C and E, selenium).

Addressing oxidative stress may support better sleep and overall nervous system
function.

Nutrient Deficiencies Common in Sleep Disorders

Many children with autism and PANS/PANDAS have documented deficiencies in nutrients

essential for sleep:

Magnesium: Critical for GABA function, muscle relaxation, and nervous system
calming.

Vitamin D: Deficiency is associated with poor sleep quality and mood disorders.

B vitamins: Especially B6, folate, and B12, which support neurotransmitter
production.

Iron: Low ferritin (stored iron) is linked to restless leg syndrome and poor sleep.
Zinc: Supports immune function and neurotransmitter balance.

Omega-3 fatty acids: Anti-inflammatory and support brain health and sleep quality.

All biomedical interventions targeting these pathways should be discussed with qualified

clinicians and monitored carefully. Lab testing, individualized protocols, and attention to

side effects and interactions are essential.

Early Childhood (Ages 3-7): When Sleep Falls Apart

At-a-Glance Summary



Item Key Points

Typical Most young children sleep 10-12 hours at night; may still nap; bedtime
baseline routines work most nights.

Bedtime resistance becomes extreme, sleep onset takes hours, frequent
During flares|inight waking, early morning waking, nightmares or terrors, exhaustion but
cannot sleep.

Darkened, cool, quiet sleep space; weighted blankets or deep pressure;

Core
melatonin or other sleep support as prescribed; parent presence and co-
supports . L . L .
ded regulation; daytime immune support; biomedical interventions as
neede
appropriate.
Minimize sleep loss during flares to prevent worsening of neuropsychiatric
Goal symptoms; keep child and family as safe and rested as possible until the

flare resolves.

What Sleep Dysregulation Looks Like (Early Childhood)
Baseline (non-flare) sleep patterns:
¢ Child falls asleep within 30-45 minutes of bedtime with usual routine.
¢ Wakes 0-2 times per night, usually brief.
e Totalsleep 10-12 hours.
¢ Naps may still occur and are restorative.
During flare sleep patterns:

¢ Extreme bedtime resistance: screaming, running away, aggression, panic when
asked to go to bed.

e Sleep onset takes 1-3 hours or more despite exhaustion.

¢ Frequent waking every 1-2 hours, often with confusion, fear, or distress.

¢« Nightmares or night terrors with screaming, thrashing, no memory in morning.
e Early morning waking (for example, 4:00 or 5:00 AM) and cannot return to sleep.

¢ Daytime exhaustion but unable to nap, or naps for hours and then cannot sleep at
night.



e Total sleep may drop to 4-7 hours in 24-hour period.
Why Sleep Dysregulation Happens During Flares

Sleep is regulated by complex interactions between the brain, immune system, and
circadian rhythms. During PANS/PANDAS flares, autism-related stress responses, or other
neuroinflammatory episodes:

¢ Inflammatory cytokines disrupt normal sleep architecture and circadian signaling.

¢ Anxiety, intrusive thoughts, and hypervigilance keep the nervous system in "threat
mode."

¢ Physical discomfort (headaches, body pain, restless legs, Gl pain) prevents
relaxation.

e Sensory sensitivities intensify at night when the world is quieter and internal
sensations feel louder.

¢ Normalsleep pressure and melatonin signaling may be disrupted by immune
activation.

Sleep dysregulation is a medical symptom of the flare, not willful defiance or poor
parenting.

Biomedical Considerations (Early Childhood)

These are discussion points for your child's healthcare team—not recommendations
to implement independently.

Melatonin and Sleep Support

¢ Melatonin is often the first intervention; typical pediatric doses range from 0.5-3 mg
given 30-60 minutes before desired bedtime.

¢ Some clinicians recommend liquid melatonin for easier dose adjustment in young
children.

¢ Extended-release melatonin may help with middle-of-night and early morning
waking.

¢ Discusstiming, dose, and formulation with your provider; more is not always better.
Magnesium

¢ Magnesium supports GABA function, muscle relaxation, and nervous system
calming.



¢ Forms commonly used for sleep: magnesium glycinate, magnesium threonate, or
magnesium citrate (citrate may have laxative effect; helpful if constipation is
present).

e Typical pediatric doses range from 50-200 mg depending on age and weight;
discuss with provider.

¢ Magnesium baths (Epsom salt baths) may provide transdermal absorption and
sensory calming.

Addressing Inflammation

e Ifyour child is under care of a PANS/PANDAS specialist, anti-inflammatory
protocols may include:

o Prescription anti-inflammatories (ibuprofen, naproxen, steroids, or others as
prescribed).

o Omega-3 fatty acids (fish oil or algae-based); anti-inflammatory and support
brain health; doses vary widely, discuss with provider.

o Curcumin (from turmeric); some formulations are designed for better
absorption; discuss pediatric dosing.

o Other targeted anti-inflammatory supplements or medications based on
individual case.

Gut Health
e Address constipation, diarrhea, or Gl pain, which can worsen sleep.

e Probiotics may support gut-brain axis and reduce inflammation; strain selection and
dosing should be discussed with provider.

¢ Consider food sensitivities or intolerances (gluten, dairy, others) if suspected;
elimination diets should be supervised.

Nutrient Repletion

¢ Consider testing for vitamin D, iron/ferritin, B vitamins, zinc, and other nutrients if
not recently assessed.

¢ Correct deficiencies with appropriate supplementation under medical guidance.

Addressing Immune Triggers



If PANS/PANDAS is present, treatment of underlying infections (strep, mycoplasma,
others) with appropriate antibiotics or antivirals is essential.

Some children benefit from prophylactic antibiotics to prevent recurrent infections
and flares.

IVIG (intravenous immunoglobulin) or other immune modulation may be
recommended in severe cases.

Caution: Always Discuss with Providers

Young children have different dosing needs, metabolism, and risks than older
children or adults.

Supplements can interact with medications and each other.
Quality and purity of supplements vary; use pharmaceutical-grade when possible.

Monitor for side effects and keep detailed records of what is tried and how the child
responds.

What to Prepare (Early Childhood)

Sleep Environment Modifications

Blackout curtains or eye masks to eliminate all light.
White noise machine, fan, or nature sounds to mask household noise.
Cool room temperature (65-68°F is often ideal; adjust based on child's preference).

Weighted blanket, compression sheet, or deep-pressure sleep sack if child finds
pressure calming.

Removal of stimulating toys, screens, and bright colors from sleep space.

Bedtime Routine and Timing

Consistent, calming routine: bath, dim lights, gentle music, story, snuggle.
Start routine 1-2 hours before desired sleep time during flares (earlier than usual).
Accept that sleep onset will take longer; do not punish or pressure.

Consider floor mattress or co-sleeping arrangement if safe and helpful for
regulation.

Medical and Supplement Support



¢ Discuss with your child's doctor: melatonin, magnesium, or other prescribed sleep

aids.

¢ Review current medications and supplements with clinician; some may worsen

sleep.

e Address pain, itching, or Gl discomfort that may be waking the child.

Daytime Immune and Nervous System Support

¢ Follow your PANS/PANDAS or immune protocol as prescribed (antibiotics, anti-

inflammatories, IVIG, etc.).

e« Maintain regular meal times, hydration, and gentle physical activity to support

circadian rhythms.

¢ Minimize screen time, especially in the 2 hours before bed.

Parent and Family Resilience

e Sleep loss affects the whole family; rotate parent overnight duties if possible.

e Accept lower standards for everything else during flares: meals, housework, social

obligations.

¢ Userespite care or trusted family to allow parents to catch up on sleep.

Sample Sleep Schedule (Early Childhood During Flare)

Example Flare-Day Sleep Routine (Ages 3-7)

Time

7:00 AM

8:00 AM

9:00 AM

12:00 PM

Activity

Wake (if slept at all; may have been
awake since 4:00 AM)

Breakfast with protein

Gentle outdoor time (even 10
minutes)

Lunch

Notes

Keep wake time consistent even if sleep
was poor; helps anchor circadian
rhythm.

Blood sugar stability supports nervous
system regulation.

Morning light exposure helps set
circadian clock.

Avoid heavy, high-sugar meals that
spike and crash energy.



Time Activity

1:00 PM Quiet time (not forced nap)

3:00 PM Snack and gentle play

5:00 PM Dinner

Bath with Epsom salts or calming
6:00 PM o
oils (if tolerated)

6:30 PM Dim lights throughout house

Evening supplements/medications

6:45 PM . .

if prescribed

Bedtime routine begins: story,
7:00 PM

snuggle, lullaby
7:30 PM In bed, lights out, white noise on

10:00 PM Sleep onset (finally)

12:00 AM,
2:00 AM, Frequent waking
4:00 AM

Things to Discuss Together (Early Childhood)
Use simple, concrete language.

¢ Why sleep is hard right now:

Notes

Dark room, white noise, rest even if not
sleeping; limit to 60 minutes to protect
nighttime sleep.

Avoid high-stimulation activities in late
afternoon.

Protein and complex carbs; avoid
caffeine (hidden in chocolate, some
sodas).

Warm bath can lower body temperature
afterward, signaling sleep; magnesium
absorption.

Begin gradual transition to nighttime;
reduce blue light exposure.

Melatonin 30-60 minutes before bed,
magnesium with dinner or at bedtime
per provider.

Keep routine predictable; avoid new or
exciting activities.

Parent stays nearby; may take 1-3 hours
for sleep to come.

Parent can leave or stay depending on
child's needs and safety.

Parent provides brief comfort, helps
child return to sleep; do not turn on
bright lights or start activities.



o "Your body is sick with the thing that makes you feel worried and upset. When
your body is sick, sleep gets tricky. It is not your fault."

¢ What we are doing to help:

o "We are making your room dark and quiet, giving you your heavy blanket, and
staying close. The doctor is also giving medicine to help your body calm
down."

¢ Whatto do if you wake up:

o "If you wake up in the dark, call for Mommy or Daddy. We will come help you.
You do not have to be alone."

¢ Daytimerest:

o "Evenif you do not sleep, lying quietly in your dark room helps your body rest
a little bit."

Siblings (Early Childhood)

Young siblings may be scared by nighttime screaming, jealous of parental attention, or
exhausted from being woken up repeatedly.

What to tell siblings:

e "Your brother/sister's body is sick right now, and one of the ways it shows up is that
sleep is really hard for them. That is why you hear crying or yelling at night. We are
helping them, and you are safe."

Sibling sleep protection:

e If possible, move the well sibling to a quieter room during flares.

¢ Use white noise in sibling's room to mask sounds.

¢ Explain: "We are doing everything we can to keep your sleep safe too."
In Case of Emergency (Early Childhood)
Acute safety concerns:

e Ifyour child is so exhausted they are falling, injuring themselves, or cannot stay
awake during the day, contact your doctor immediately; hospitalization may be
needed for |V fluids, sedation, or immune treatment.



e If night terrors include violent thrashing that risks injury to self or others, discuss
emergency sedation protocols with your doctor.

Parent exhaustion emergencies:

e Ifyou are so sleep-deprived you are unsafe to drive or care for your child, call for
help: partner, family, friend, respite worker.

e« Chronic severe sleep deprivation in parents is a medical emergency; you cannot
care for your child if you collapse.

When sleep does not improve:

e If sleep remains severely disrupted for more than 1-2 weeks despite interventions,
contact your PANS/PANDAS specialist or sleep medicine doctor.

e Sleep deprivation worsens all other symptoms; aggressive treatment of the
underlying flare is essential.

School Age (Ages 8-12): When Sleep Loss Derails Everything

At-a-Glance Summary

Item Key Points
Typical School-age children need 9-11 hours; most can follow bedtime routine
baseline independently or with light support.

During fl Insomnia becomes extreme, anxiety about sleep itself develops, school
uring flares
g absence increases, daytime meltdowns worsen, family conflict escalates.

Core Medical treatment of flare, sleep hygiene without rigidity, school
supports accommodations for late arrival or absence, biomedical interventions,
needed family schedule flexibility, mental health support for sleep anxiety.

Goal Prevent sleep deprivation from becoming the primary driver of disability;
oa
treat sleep as a symptom that will improve as the flare resolves.

What Sleep Dysregulation Looks Like (School Age)
Baseline sleep patterns:

e Falls asleep within 30-60 minutes.



Wakes 0-1 times per night, returns to sleep quickly.
Total sleep 9-11 hours.

Wakes with alarm, able to get ready for school.

During flare sleep patterns:

Severe sleep-onset insomnia: lies awake for 2-4 hours despite exhaustion.
Intrusive thoughts, fears, or compulsions keep mind racing.
Middle-of-night waking with inability to return to sleep.

Early morning waking (3:00-5:00 AM) with rumination or panic.

Nightmares with themes of death, danger, or harm.

Daytime fatigue so severe child cannot focus, stay awake in class, or tolerate
normal activities.

Total sleep may be 3-6 hours per night for days or weeks.

Child may develop intense anxiety about bedtime itself: "l am scared | will not be
able to sleep."

Why School-Age Sleep Dysregulation Is Particularly Destructive

At this age, sleep loss directly impacts:

School attendance and performance: missed days, inability to focus, failing grades.
Social functioning: irritability, emotional dysregulation, peer conflict.

Physical health: weakened immune system, worsening of flare symptoms.

Mental health: depression, anxiety, suicidal thoughts can emerge or worsen.

Family stress: battles over bedtime, siblings disrupted, parents exhausted and
arguing.

Sleep deprivation in this age group often becomes the crisis that finally gets medical

attention, even when other flare symptoms were dismissed.

Biomedical Considerations (School Age)

These are discussion points for your child's healthcare team—not recommendations

to implement independently.



Melatonin and Sleep Medications

Melatonin doses for school-age children typically range from 1-5 mg; some may
need higher doses or extended-release formulations.

If melatonin alone is insufficient, prescribers may consider:
o Clonidine (alpha-2 agonist; can help with sleep onset and anxiety).

o Trazodone (serotonin modulator; helps with sleep initiation and
maintenance).

o Mirtazapine (antidepressant with sedating properties; may help appetite and
mood as well).

o Gabapentin (nerve pain medication that can calm nervous system and
support sleep).

o Others based on individual needs, symptoms, and medication history.

All sleep medications require close monitoring for side effects, tolerance, and
interactions.

Magnesium and Calming Nutrients

Magnesium glycinate or threonate 100-400 mg at bedtime (dose varies by weight
and tolerance).

L-theanine (amino acid from tea; promotes relaxation without sedation); typical
pediatric doses 50-200 mg.

Taurine (amino acid; calming and supports GABA); discuss dosing.

GABA supplements (controversial; unclear how much crosses blood-brain barrier,
but some families report benefit).

Addressing Glutamate Excess

High glutamate (excitatory neurotransmitter) may contribute to "wired but tired"
feeling.

Some practitioners recommend reducing dietary glutamate sources (MSG,
processed foods, certain additives).

NAC (N-acetylcysteine) may help modulate glutamate; typical pediatric doses
600-1200 mg daily, split or at bedtime; discuss with provider.



Omega-3 Fatty Acids

Anti-inflammatory and support brain health and sleep.

Typical pediatric doses: 500-2000 mg combined EPA/DHA daily; higher doses may
be used under medical supervision.

Choose high-quality, third-party tested products to avoid contaminants.

Mitochondrial Support

CoQ10 (ubiquinol form preferred): Supports mitochondrial energy production;
typical doses 50-200 mg daily.

Carnitine (L-carnitine or acetyl-L-carnitine): Supports mitochondrial function and
energy; doses vary.

B vitamins (especially B2, B3, B12): Support mitochondrial function and
neurotransmitter production.

Discuss comprehensive mitochondrial protocols with a provider experienced in this
area.

Gut Health and Neurotransmitter Support

Probiotics: Multi-strain formulations may support gut-brain axis; specific strains
(such as Lactobacillus rhamnosus, Bifidobacterium longum) have been studied for
anxiety and mood.

Address gut dysbiosis, SIBO, yeast overgrowth, or parasites if suspected; testing and
treatment require qualified provider.

Support serotonin production: 5-HTP (precursor to serotonin) may be considered
under medical supervision; requires careful dosing and monitoring, especially if on
other serotonergic medications.

Immune and Infection Treatment

Aggressive treatment of underlying PANS/PANDAS triggers: antibiotics, antivirals,

anti-inflammatories, IVIG, plasmapheresis in severe cases.

Some families work with integrative or functional medicine providers on additional
immune support (vitamin D, zinc, vitamin C, others).

Caution and Monitoring



e School-age children may be on multiple medications and supplements; interactions
and cumulative effects must be monitored.

¢ Keep detailed logs of what is given, timing, and responses (both positive and
negative).

¢ Work with a provider who understands complex cases and can coordinate care.
What to Prepare (School Age)
Medical Intervention

e Aggressive treatment of underlying flare: antibiotics, anti-inflammatories, immune
modulation as prescribed by your specialist.

e Sleep medication discussion: work closely with prescriber to find effective, safe

options.

e« Rule out or treat co-occurring issues: strep, other infections, pain, restless leg
syndrome, sleep apnea.

Sleep Environment and Hygiene
¢ All modifications from early childhood section apply.
¢ Remove all screens from bedroom; consider removing phone or using app blockers.
¢ Teach basic sleep hygiene without making it a rigid rulebook that increases anxiety.
e Acceptthat "perfect"” sleep hygiene will not fix a flare-driven sleep disorder.

School Accommodations

¢ Notify school of medical situation; request late arrival, excused absences, or
modified schedule if needed.

e Use 504 Plan or IEP to document sleep disorder and related accommodations.

¢ Provide school with letter from doctor explaining sleep disruption as medical
symptom, not behavior issue.

Mental Health Support for Sleep Anxiety

e If child develops fear of bedtime or sleep, address with therapist trained in CBT or

exposure techniques.

e Avoid lectures or pressure: "You need to sleep" increases anxiety and worsens

insomnia.



¢ Normalize: "Your body is sick, and sleep is hard right now. We are working on helping
your body heal."

Realistic Expectations

e Acceptthat bedtime may shift later during flares; fighting biology makes things
worse.

¢ Morning routine may need to be ultra-streamlined or eliminated (breakfast in car,
clothes laid out, no-rinse hygiene).

¢ School may need to be reduced or paused if sleep loss becomes dangerous.
Sample Sleep Schedule (School Age During Flare)

Example Flare-Day Sleep Routine (Ages 8-12)

Time ||Activity Notes

7:00 ||Wake (with great difficulty; may Keep wake time consistent to support

AM have slept 11 PM-5 AM) circadian rhythm, even if sleep was poor.
7:30 ||Minimal morning routine: face Streamline everything; child is exhausted and
AM wash, deodorant, clothes dysregulated.

8:00 ||Protein-based breakfast (even if Blood sugar stability helps with school
AM small) functioning.

8:30 ||School (late arrival or modified day||May only attend morning, leave before lunch,
AM if needed) or skip entirely on worst days.

3:00 ||Home, snack, brief screen time Allow some decompression but avoid long
PM (limited to 30 minutes) screen use that disrupts evening.

4:00 ||Gentle outdoor activity (walk, yard ||[Late-afternoon light exposure can support
PM play, 10-20 minutes) circadian health.

5:30 ||Dinner (early, to allow digestion Avoid large, heavy, or stimulating foods close
PM before bed) to bedtime.

6:30 ||Dim lights in house; begin wind- Gradual transition; no exciting games, news,
PM down or conflict.




Time ||Activity Notes

7:00 ||Bath or shower, possibly with Warm water, low stimulation; magnesium

PM Epsom salts absorption if using Epsom salts.

7:30 ||Quiet activity: coloring,

. - No screens, no homework battles.

PM audiobook, calm music

7:45 ||Evening supplements/medications|Melatonin, magnesium, other sleep supports

PM as prescribed 30-60 minutes before bed.

8:00 . . . Parent stays nearby initially; lights out, white
Bedtime routine: teeth, into bed .

PM noise on.

8:30 Child may lie awake; parent reassures: "ltis

PiVI Lights out, sleep attempt begins okay if sleep takes a while. Just rest your

body."
10:30 Parent checks in briefly, offers water,
PIV.I Still awake (common during flare) |bathroom, reassurance; does not engage in
long conversations or turn on bright lights.

11:00 . Parent can leave or stay based on child's
Sleep onset (finally)

PM needs.

2:00 . . . Child may come to parent's room or call out;
Middle-night waking .

AM brief comfort, help return to bed.

5:00 ||Early morning waking, cannot Parent may allow quiet activity (reading,

AM return to sleep audiobook) in dim light until official wake time.

Things to Discuss Together (School Age)

What is happening with sleep:

o "Theillnessin your body is affecting the part of your brain that controls sleep.

That is why even though you are tired, your brain will not turn off. It is not your

fault, and we are working with the doctor to fix it."

Sleep anxiety:




o "lknow you are scared you will not be able to sleep. That fear makes it even
harder to sleep, which is really frustrating. Let's focus on resting your body,
even if sleep does not come right away."

School:

o "Schoolisimportant, but so is your health. If you are too tired to go safely, we
will let you stay home or go in late. You will not be in trouble."

What helps at night:

o "What do you need when you are lying awake? Do you want me to check on
you? Do you want music or a podcast? Let's figure out what feels safest."

When this will end:

o "We do not know exactly when sleep will get better, but we do know that as
the illness calms down, sleep will start to improve. We are doing everything
we can to help that happen faster."

Siblings (School Age)

Siblings may resent missed school, special treatment, or being woken up at night. They
may also be genuinely worried about their brother or sister.

What to tell siblings:

"Your brother/sister has a medical condition that is making it almost impossible for
them to sleep. That is why they are so tired and cranky, and why we are letting them
stay home from school sometimes. We are not being unfair; we are trying to keep

them safe."

Protecting sibling sleep:

"We know you are being woken up too. We are doing everything we can to keep it
quieter. If you need earplugs or to sleep in a different room, let us know."

In Case of Emergency (School Age)

Severe sleep deprivation:

If your child has not slept more than a few hours per night for 5-7 consecutive days
and is showing confusion, hallucinations, extreme mood instability, or inability to
function, contact your doctor immediately; emergency evaluation or hospitalization

may be needed.



Suicidal thoughts or self-harm:

e Sleep deprivation significantly increases risk of suicidal thinking; if your child
expresses hopelessness, self-harm, or suicidal thoughts, seek immediate mental
health evaluation and follow local emergency protocols.

School crisis:

e If schoolis threatening truancy action or refusing accommodations, contact your

special

education advocate or attorney; sleep disorder related to documented

medical condition is protected under federal law.

Teens (Ages 13-18): Autonomy, Screens, and Circadian Chaos

At-a-Glance Summary

Item Key Points
Typical Teens naturally shift to later sleep/wake times; need 8-10 hours; many
baseline struggle even without flares.

During flares

Severe insomnia, often paired with daytime hypersomnia; teen may stay up
all night and sleep all day; screens and autonomy battles complicate
treatment; depression and anxiety worsen.

Core Medical treatment of flare, sleep medication management, biomedical
supports interventions, screen limits negotiated collaboratively, school schedule
needed flexibility, mental health crisis monitoring.
Goal Prevent complete circadian inversion; reduce suicide risk; maintain

oa

minimum functioning until flare resolves.

What Sleep Dysregulation Looks Like (Teens)

Baseline sleep patterns:

¢ Naturally later bedtime (10:00 PM-midnight) and later wake (7:00-9:00 AM).

e Total sleep 7-10 hours (often insufficient due to early school start times).

e Canusually fall asleep within 60 minutes.

During flare sleep patterns:




¢ Extreme insomnia: awake until 2:00-6:00 AM or later despite exhaustion.
e Intrusive thoughts, rumination, panic attacks at night.
e« Middle-night waking with inability to return to sleep.

¢ Daytime hypersomnia: sleeping 12-16 hours on weekends or when allowed; still
exhausted.

¢ Complete circadian inversion: asleep during the day, awake all night.
¢« Nightmares with violent, disturbing, or intrusive content.

e Total sleep may be 2-5 hours per night for prolonged periods, or chaotic sleep/wake
cycle with no pattern.

¢ Teen may stay up on screens all night because "l can't sleep anyway."
Why Teen Sleep Dysregulation Is Particularly Dangerous

e« Teens are at high risk for depression and suicide; sleep deprivation dramatically
increases this risk.

¢ Autonomy needs clash with medical reality: teen resists parental control over
bedtime and screens, even when desperately sleep-deprived.

e Socialisolation worsens: missing school, too tired for activities, awake when
everyone else is asleep.

¢ Academic consequences: failing classes, loss of opportunities, school refusal.

e Substance use risk: some teens turn to alcohol, marijuana, or other substances to
try to sleep or cope with exhaustion.

Biomedical Considerations (Teens)

These are discussion points for your child's healthcare team—not recommendations
to implement independently.

Sleep Medications for Teens

¢ Melatonin doses may be higher for teens: 3-10 mg, sometimes higher; extended-
release often helpful.

e Prescription options may include:

o Trazodone (commonly used; 25-100 mg at bedtime, sometimes higher).



o Clonidine (0.05-0.3 mg at bedtime; can lower blood pressure, requires
monitoring).

o Mirtazapine (7.5-30 mg at bedtime; may increase appetite and help with
depression/anxiety).

o Gabapentin (100-600 mg at bedtime or split doses; can help with anxiety
and pain as well).

o Hydroxyzine (antihistamine with anti-anxiety properties; 25-100 mg at
bedtime).

o Benzodiazepines (such as lorazepam, clonazepam; used cautiously due to
dependence risk; short-term crisis management).

o Antipsychotics (such as quetiapine, olanzapine; used in severe cases;
significant side effects, requires close monitoring).

Sleep medication in teens requires careful risk-benefit analysis and close
monitoring for side effects, mood changes, and dependence.

Supplements and Nutrients

Magnesium: 200-600 mg at bedtime (glycinate or threonate forms preferred).
L-theanine: 100-400 mg before bed.

Phosphatidylserine: May help with elevated cortisol at night; typical dose 100-300
mg.

Ashwagandha (adaptogenic herb; may reduce cortisol and anxiety); doses vary,
discuss with provider; some teens respond well, others not.

Valerian root, passionflower, lemon balm: Herbal sleep aids; variable evidence;
discuss with provider.

Addressing Underlying Pathways

Cortisol dysregulation: If teen has high nighttime cortisol (common in chronic
stress and inflammation), work with provider on cortisol-lowering strategies
(adaptogens, timed dosing of certain supplements, stress management).

Methylation support: Some teens with genetic variants (MTHFR, others) may
benefit from methylated B vitamins (methylfolate, methylcobalamin); requires
testing and provider guidance.



Histamine intolerance: High histamine can cause wakefulness; if suspected, low-
histamine diet and quercetin or DAO enzyme supplementation may help; discuss
with provider..

Omega-3s and Anti-Inflammatories

High-dose omega-3s (2000-4000 mg EPA/DHA daily) for anti-inflammatory and
brain support.

Consider COX-2 inhibitors or other prescription anti-inflammatories if appropriate
for the underlying condition.

Mitochondrial and Antioxidant Support

CoQ10: 100-400 mg daily.
NAC: 600-1800 mg daily (may split doses or take at bedtime).
Glutathione support (NAC, selenium, milk thistle).

Alpha-lipoic acid: Antioxidant and mitochondrial support; typical doses 200-600 mg
daily.

Caution for Teens

Teens may be at risk for medication misuse or overdose, whether intentional or
accidental; store medications securely and monitor use.

Some supplements and medications can worsen mood, increase suicidal thinking,
or cause paradoxical reactions; close monitoring is essential.

Always inform prescribers of all supplements; interactions can be serious.

What to Prepare (Teens)

Medical and Psychiatric Intervention

Aggressive treatment of underlying flare.

Sleep medication may be essential; work closely with prescriber to find effective,
safe options.

Rule out or treat depression, anxiety, PTSD, or other mental health conditions that
interact with sleep.

Consider sleep study if snoring, pauses in breathing, or excessive daytime
sleepiness suggest sleep apnea.



Screen Management (Collaborative, Not Punitive)

Screens are often the only source of comfort and connection for isolated, anxious
teens; removing them entirely may worsen mental health.

Negotiate limits collaboratively: "No screens in bed" or "Phone charges in parent
room after midnight" rather than total bans.

Use blue light filters and night mode on all devices.

Educate about how screens interfere with melatonin and sleep onset; let teen help
problem-solve.

Sleep Environment

All modifications from previous sections apply.

Respect teen's autonomy over room setup (within safety limits); do not impose
"perfect" sleep environment that feels controlling.

School and Activity Flexibility

Late start schedule, online school, or reduced course load may be necessary during
severe flares.

Consider gap semester or medical leave if sleep deprivation is life-threatening.

Prioritize sleep and mental health over grades during crisis periods.

Mental Health Crisis Monitoring

Check in daily about mood, hopelessness, and safety.
Have a written safety plan: who to call, where to go, how to access crisis services.

Do not minimize statements like "l wish | could just not wake up" or "l am too tired to
keep living."

Sample Sleep Schedule (Teen During Flare)

Example Flare-Day Sleep Routine (Ages 13-18)

Time ||Activity Notes
9:00 |Wake (with great difficulty; may have Wake time should be as consistent as
AM fallen asleep at 4:00 AM) possible, even if sleep was minimal.




Time

Activity

Notes

9:30 |[Minimal hygiene, breakfast (protein Teen is likely dysregulated and

AM shake or easy option) exhausted; keep demands low.

10:00 (|School (late arrival, partial day, or May only manage a few hours or skip

AM online) entirely on worst days.

2:00 o . Allow some decompression; avoid
Home, snack, limited screen time ]

PM battles over screens during the day.

3:00 . . Critical for circadian health; may need
Outdoor light exposure (even brief walk) Lo

PM parent to initiate.

6:00 . Family meal if possible; opportunity for
Dinner . o

PM connection and monitoring.

7:00 |[INo homework if too exhausted; Communicate with school that sleep

PM prioritize rest over academics crisis is medical emergency.

8:00 N N . . .

PM Dim lights, begin wind-down Gradual reduction of stimulation.

9:00 ||Shower, evening Warm shower can help relaxation; take

PM medications/supplements sleep meds/supplements as prescribed.

10:00 (|Screen use limited to non-stimulating |Negotiate ahead of time; avoid

PM content (calm videos, audiobooks) arguments at bedtime.

11:00 ([Phone/devices charge outside bedroom|Collaborative limit; explain rationale,

PM (if agreed) respect teen's input.

11:30 |[In bed, lights out, white noise or calm |Teen may lie awake for hours; parent

PM music checks in briefly without pressure.

1:00 . Parent offers brief reassurance; does not
Still awake (common) . . .

AM engage in problem-solving or conflict.

4:00 . Sleep is fragmented; teen may wake
Sleep onset (finally) ] )

AM multiple times.




Time ||Activity Notes

If too early to get up, encourage restin
Middle-night waking or early waking dim light; avoid turning on bright lights or

7:00

AM .
starting the day.

Things to Discuss Together (Teens)
¢ Whatis happening with sleep:

o "The medical condition you have—the thing causing your anxiety, OCD, and
other symptoms—is also destroying your sleep. This is not laziness or bad
habits. Your brain is sick, and sleep is one of the casualties."

e Screens and sleep:

o "lknow screens are your main connection and comfort right now. | am not
trying to take that away. But we need to figure out some limits together,
because screens at 3 AM are making the sleep problem worse. What feels
doable to you?"

¢ School expectations:

o "Right now, sleep and mental health are more important than grades. If you
are too exhausted to go to school safely, you can stay home. We will deal
with school later; we need to deal with your health now."

¢ Safety:

o "lIneedto know if you are thinking about hurting yourself or not wanting to be
alive. | know you are exhausted and miserable, and those thoughts can show
up when sleep is this bad. Please tell me so we can get help."

¢ When this will get better:

o "l do not know exactly when, but sleep will improve as we treat the underlying
condition. It may take weeks or months, but this is not permanent. We will
keep trying things until we find what helps."

Siblings (Teens)

Siblings may feel invisible, resentful, or scared. They may also be under pressure to "be the
easy one" while the family focuses on the crisis.

What to tell siblings:



e "Your brother/sister is going through a serious medical crisis that includes not being
able to sleep. That is why they seem like a completely different person, why they are
home from school, and why we are so focused on helping them. Your needs still
matter, and we need you to tell us if you are feeling left out or scared."

Sibling support:
e Schedule regular one-on-one time with well siblings.
¢ Allow siblings to express frustration or anger without guilt.
e« Consider therapy for siblings if family stress is high.

In Case of Emergency (Teens)

Suicidal ideation or self-harm:

e Ifyourteen expresses suicidal thoughts, has a plan, or engages in self-harm, seek
immediate evaluation: call crisis line, mobile crisis team, or go to emergency room.

e Sleep deprivation in teens is a significant suicide risk factor; do not wait to see if it
improves.

Complete non-functioning:

¢ Ifyourteen cannot get out of bed, is hallucinating, showing signs of psychosis, or is
so exhausted they are medically unsafe, contact your doctor and seek emergency
evaluation; hospitalization may be needed for sleep reset, medication
management, or psychiatric stabilization.

Substance use:

e Ifyou discoveryourteen is using alcohol, marijuana, or other substances to try to
sleep or cope, address immediately with doctor and consider substance use
evaluation.

What No One Tells You: The Hidden Realities of Sleep Dysregulation
Sleep Loss Is Not a Behavior Problem

Many schools, relatives, and even some doctors will frame insomnia during flares as "poor

sleep hygiene," "screen addiction," or "oppositional behavior." This is profoundly wrong and

harmful. Sleep dysregulation during PANS/PANDAS, autism flares, or neuroinflammatory



episodes is a medical symptom driven by immune and neurological dysfunction. Blame
and punishment make it worse.

Sleep Deprivation Worsens Everything

Every other symptom of the flare—OCD, anxiety, rage, sensory sensitivity, cognitive
impairment—gets worse with sleep loss. Treating sleep is not optional or secondary; it is
central to managing the crisis.

"Sleep Hygiene" Is Not Enough

Standard sleep hygiene advice (consistent bedtime, dark room, no screens) is helpful but
will not fix a flare-driven sleep disorder. Medical and biomedical intervention is almost
always necessary.

Parents Become Sleep-Deprived Too

When your child does not sleep, you do not sleep. Parent sleep deprivation leads to
impaired judgment, medical errors, car accidents, and mental health crises. Prioritizing
your own sleep is not selfish; it is essential for everyone's safety.

Sleep Problems May Outlast Other Symptoms

Sleep dysregulation often improves more slowly than other flare symptoms. Your child may
seem "better" in many ways but still struggle with sleep for weeks or months. Continued
treatment is necessary.

Some Sleep Loss Is Unavoidable

Despite best efforts, some flares cause sleep disruption that cannot be fully prevented. The
goal becomes harm reduction: getting any sleep at all, preventing total circadian inversion,
and keeping everyone safe until the flare resolves.

Biomedical Interventions Take Time

Supplements and dietary changes often take weeks to show effects. Medications may
need dose adjustments or changes. Be patient and keep detailed records to track what
helps.

Not All Providers Understand

Many conventional doctors dismiss biomedical approaches or PANS/PANDAS itself.
Finding knowledgeable, supportive providers is essential but can take time and resources.
Parent advocacy and networking are often necessary.



Sleep Dysregulation Resources

Medical and Clinical Resources
¢ PANS/PANDAS specialists (immunologists, neurologists, integrative physicians).
e Pediatric sleep medicine clinics.
¢ Child and adolescent psychiatrists with experience in sleep disorders.

¢ Functional and integrative medicine practitioners who understand biomedical
approaches.

¢ Neuropsychologists who can assess cognitive impact of sleep deprivation.
Parent Support and Advocacy

¢ PANS/PANDAS family support groups (online and local networks such as PANDAS
Network, ASPIRE).

¢ Autism family networks with experience in sleep challenges.

e Special education advocates for school accommodations.
Biomedical Resources

¢ Compounding pharmacies for custom formulations.

¢ High-quality supplement companies with third-party testing (ConsumerLab, USP
verification).

¢ Functional medicine labs for nutrient, mitochondrial, gut, and immune testing.
Practical Tools

e Sleep tracking apps or logs to document patterns for medical appointments.

¢ Weighted blankets, compression sheets, blackout curtains.

¢ White noise machines, sleep headphones, sleep masks.

¢ Blue light blocking glasses or screen filters.
Crisis Resources

o National Suicide Prevention Lifeline: 988

o Crisis Text Line: Text HOME to 741741

¢ Local mobile crisis teams and psychiatric emergency services.
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