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WHAT'S UP WITH
YOUR BODY'S
CONTROL ROOM?

Welcome to the world of dysautonomial! This book is here to help you understand a part

of your body that works behind the scenes, keeping everything running smoothly. Imagine
your body as a big, busy city. Just like a city has a control room to manage traffic lights,
water supply, and electricity, your body has a control room too. This control room is called
the autonomic nervous system (ANS). It makes sure your heart beats, your lungs breathe,
and your stomach digests food, all without you having to think about it. But what
happens when this control room doesn't work right? That's where dysautonomia comes in.

WHY THIS BOOK
MATTERS

Understanding dysautonomia is important because it affects many people around the
world. It can make everyday activities like standing up, eating, or even breathing a
challenge. By learing about dysautonomia, you can better understand your body or help
someone you know who might be dealing with this condition. This book will explain what
dysautonomia is, how it affects the body, and what can be done to manage it. Let's dive
in and explore the fascinating world of your body's control room!



WHAT IS
DYSAUTONOMIA?

Dysautonomia is a disorder that disrupts the autonomic nervous system, which controls
involuntary bodily functions such as heart rate, blood pressure, and digestion. Affecting
over 70 million people globally, this condition presents a complex array of symptoms that
can be difficult to diagnose and manage. Treatment often involves a multifaceted
approach, including medications, lifestyle changes, and physical therapy. Emotional
support and counseling are also crucial for coping with the mental health challenges
associated with dysautonomia. Diagnosing the condition requires a variety of tests, and
understanding its root causes and types is essential for effective management. Despite
the challenges, many individuals find ways to lead fulfilling lives through tailored
treatment plans and ongoing support.



YOUR BODY'S
HIDDEN HELPER

The autonomic nervous system (ANS) is like your body's built-in autopilot, working tirelessly
behind the scenes to keep everything running smoothly. Imagine your body as a complex
spaceship, with the ANS as its sophisticated control system, constantly adjusting and
fine-tuning to keep you flying straight.Here's how this amazing autopilot works:

o Mission Control: The ANS has its headquarters in your brain and spinal cord, acting
like NASA's mission control center. From here, it sends out commands to various parts
of your body.

o Two-Team Operation: The ANS has two main crews:

o The Sympathetic System: This is like the "action" team, preparing your body for
takeoff or to dodge space debris. It gets you ready for "fight or flight" situations.

o The Parasympathetic System: Think of this as the "cruise control" team. It helps
your body relax and conserve energy, like when your spaceship is on a smooth
journey through calm space.

o Instant Messaging: The ANS uses special chemical messengers called
neurotransmitters to communicate. It's like sending rapid-fire text messages
throughout your body:

o Acetylcholine is the universal language, used by both teams.
o Norepinephrine is mainly used by the action team to spread the "all hands on
deck" message.

o Automatic Adjustments: Just as a spaceship's autopilot constantly adjusts to keep
the craft on course, your ANS automatically tweaks things like your heart rate,
breathing, and digestion. It's always working, whether you're sleeping peacefully or
facing a stressful situation.

e Balancing Act: The two teams of the ANS work together like a perfectly
choreographed dance. When one steps up, the other usually steps back, keeping
your body in balance.

o Multi-System Management: The ANS is in charge of various systems in your body-
spaceship:lt controls your heart's engine, adjusting its speed and the pressure in your
blood vessels.

o It manages your breathing thrusters, speeding them up or slowing them down as
needed.

o It oversees your digestive processing plant, controlling how quickly food moves
through and is broken down.

o It operates your temperature control system, making you sweat when you're too
hot.

o It even adjusts your eye's camera lens, changing your pupil size to let in more or
less light.

o Always On Duty: Like a vigilant co-pilot, the ANS is always monitoring both inside and
outside your body-spaceship, ready to make adjustments at a moment's notice.

This incredible autopilot system allows your body to respond automatically to various
situations, from relaxing after a meal to preparing for sudden action, all without you
having to think about it. It's the unsung hero keeping your body-spaceship flying smoothly
through the journey of life.



HOW YOUR BODY'S
AUTOPILOT WORKS

The autonomic nervous system (ANS) works like a sophisticated control center for your

body's automatic functions. Imagine it as the backstage crew of a theater production,
tirelessly working behind the scenes to keep everything running smoothly without the
audience (you) having to think about it.Here's how this hidden helper operates:

o Command Center: The ANS has its headquarters in the brain and spinal cord, like a
central office sending out instructions to different departments.

e Two-Team System: The ANS has two main divisions:

o Sympathetic system: Think of this as the "action" team, preparing your body for
"fight or flight" situations.

o Parasympathetic system: This is the "relaxation” team, helping your body "rest
and digest".

o Chemical Messengers: The ANS uses neurotransmitters to send signals, like text
messages zipping between body parts:

o Acetylcholine: Used by both systems, it's like a universal language.
o Norepinephrine: Mainly used by the sympathetic system, it's the "get ready for
action" message.

o Rapid Response: The ANS can quickly adjust things like heart rate, breathing, and
digestion in response to what's happening around you. If's like a smart home system
automatically adjusting lighting and temperature based on your activities.

e Balancing Act: The sympathetic and parasympathetic systems work together to
maintain balance. When one revs up, the other usually calms down, like a see-saw
keeping your body in equilibrium.

o Organ Control: The ANS influences various organs and systems:Heart: Controlling
heart rate and blood pressure

o Lungs: Regulating breathing rate

o Digestive system: Managing digestion and metabolism
o Sweat glands: Controlling body temperature

o Eyes: Adjusting pupil size.

o Constant Monitoring: The ANS continuously monitors internal and external conditions,
like a vigilant security system always on the lookout for changes.

This intricate system allows your body to automatically respond to various situations, from
relaxing after a meal fo preparing for a sudden emergency, all without conscious effort
on your part.



WHEN ANS
MALFUNCTIONS

When the autonomic nervous system (ANS) malfunctions, it's like your body's internal
control center goes haywire. Imagine your home's smart system suddenly deciding to
crank up the heat in summer and blast cold air in winter - that's what dysautonomia can
feel like for your body. Here's what can happen:

1.Blood Pressure Rollercoaster: Your blood pressure might drop suddenly when you
stand up (orthostatic hypotension), making you feel dizzy or faint. It's like the gravity
suddenly got stronger just for you.
2.Heart Rate Chaos: Your heart might race like you're running a marathon even when
you're sitting still, or it might beat too slowly. This is especially common in conditions
like POTS (Postural Orthostatic Tachycardia Syndrome).
3.Thermostat Troubles: Your body might struggle to regulate its temperature. You
could feel like you're in a sauna one minute and an ice bath the next.
4.Digestive Distress: Your digestive system might slow down or speed up
unpredictably. f's like your stomach and intestines are on a strike, refusing to work
properly.
5.Sweat Gland Rebellion: You might sweat excessively or not at all. Imagine your
body's cooling system either going into overdrive or completely shutting down.
6.Bladder Betrayal: Your bladder might not signal when it's full, or it might feel urgently
full when it's not.
7.Vision Vexation: Your pupils might not adjust properly to light changes, making it
hard to see clearly in different lighting conditions.
8.Energy Drain: Fatigue can hit you like a ton of bricks, as if someone unplugged your
body's battery.
9.Brain Fog: You might experience difficulty concentrating or remembering things, like
trying to think through a thick fog.
10.Sleep Struggles: Your sleep patterns might be disrupted, leaving you feeling
unrested even after a full night's sleep.

These symptoms can vary widely from person to person and can fluctuate in severity. It's
like each person with dysautonomia is dealing with their own unique mix of
malfunctioning body systems. The unpredictable nature of these symptoms can make

everyday activities challenging, turning simple tasks into Herculean efforts.




COMMON
DYSAUTONOMI A
TYPES

Dysautonomia comes in many forms, like different flavors of ice cream - each with its
own unique characteristics. Here's a breakdown of some common types:

1. Postural Orthostatic Tachycardia Syndrome (POTS): This is like your heart running a
sprint every time you stand up. People with POTS experience a rapid increase in
heart rate upon standing, often accompanied by dizziness, fatigue, and brain fog.
It's one of the more common types, affecting an estimated 1-3 million Americans.

2.Neurocardiogenic Syncope (NCS): Also known as vasovagal syncope, this is like your
body's dramatic way of fainting when stressed. It's triggered by things like standing
for long periods, heat, or emotional stress.

3. Orthostatic Hypotension (OH): Imagine feeling dizzy every time you stand up quickly.
That's OH - a sudden drop in blood pressure upon standing.

4. Multiple System Atrophy (MSA): This rare but serious condition is like your body's
systems slowly shutting down. It affects movement, balance, and automatic
functions.

5.Pure Autonomic Failure (PAF): This is like your body's autopilot system gradually losing
power. It causes a progressive decline in autonomic functions.

6.Familial Dysautonomia (FD): This genetic type is like being born with faulty wiring. It
primarily affects people of Ashkenazi Jewish descent and can cause a wide range of
symptoms.

7.Baroreflex Failure: Think of this as your body's blood pressure thermostat breaking. It
can cause wild swings in blood pressure.

8. Autoimmune Autonomic Ganglionopathy (AAG): In this rare condition, your immune
system attacks your autonomic nervous system, like friendly fire in your body's
defense system.

9.Inappropriate Sinus Tachycardia (IST): This is like your heart always being in "rush
hour" mode, beating faster than normal even at rest.

Remember, these types can overlap, and some people may experience multiple forms of
dysautonomia. I's like having a mix of different ice cream flavors - each person's
experience can be unique



CAUSES OF
DYSAUTONOMIA

Dysautonomia can arise from various factors, much like a complex machine breaking

down due to different issues. Here's a list of common causes and contributing factors:
o Autoimmune disorders: The body's defense system mistakenly attacks the autonomic
nervous system, like friendly fire in a battle. Examples include:Lupus
o Sjégren's syndrome
o Guillain-Barré syndrome
o Genetic factors: Some forms of dysautonomia are inherited, passed down like a
faulty blueprint:Familial dysautonomia, primarily affecting those of Ashkenazi Jewish
ancestry
o Neurological conditions: Disorders affecting the brain and nervous system can
disrupt autonomic function:Parkinson's disease
o Multiple sclerosis
o Charcot-Marie-Tooth disease
o Infections: Certain viruses or bacteria can trigger dysautonomia:Lyme disease
o HV
o Some people develop dysautonomia after COVID-19 infection
o Trauma: Physical injuries, especially to the brain or spinal cord, can impact
autonomic function
o Diabetes: Long-term diabetes can damage nerves, including those of the autonomic
nervous system
o Toxins and medications: Exposure to certain substances or side effects from
medications can cause autonomic dysfunction:Chemotherapy drugs
o Alcoholism
Nutritional deficiencies: Lack of certain vitamins can affect nerve
function:Vitamin BI2 deficiency
o Vitamin E deficiency
Connective tissue disorders: Conditions affecting the body's structural
components can impact autonomic function:Ehlers-Danlos syndrome
o Idiopathic causes: In some cases, the exact cause remains unknown, like a mystery
malfunction in the body's operating system

It's important to note that dysautonomia can be primary (where autonomic dysfunction is
the main issue) or secondary (resulting from another condition). Often, it may involve a
combination of factors, making it a complex condition to diagnose and treat



DIAGNOSING
DYSAUTONOMIA

Diagnosing dysautonomia can be like solving a complex puzzle, as symptoms often
overlap with other conditions. Healthcare providers use a variety of tools and tests to
piece together the diagnostic picture. Here's a look at the common methods used to
diagnose dysautonomia:

o Clinical Assessment: This is the foundation of diagnosis, like laying the groundwork
for a building. It includes:
a.Comprehensive medical history
b.Detailed physical examination
c.Discussion of symptoms and their impact on daily life

o Orthostatic Vitals Test: Think of this as a "stand up and see what happens" test. It
involves:
a.Measuring blood pressure and heart rate while lying down, sitting, and standing
b.Observing for changes that might indicate orthostatic intolerance

o Tilt Table Test: This is like a more advanced version of the orthostatic vitals test. It
involves:
a.Strapping the patient to a table that tilts to different angles

b.Monitoring heart rate, blood pressure, and symptoms during position changes




DIAGNOSING
DYSAUTONOMIA

o Quantitative Sudomotor Axon Reflex Test (QSART): This test checks how well your
sweat glands work, like testing the sprinkler system in your body

o Valsalva Maneuver: This test involves exhaling against a closed airway, like trying to
blow up a balloon without letting air out. It helps assess how your heart rate and
blood pressure respond

o Heart Rate Variability Testing: This measures how your heart rate changes over time,
like checking the rhythm of your body's internal drummer

o Blood Volume Testing: This test measures the amount of blood in your body, like
checking the oil level in a car

o Catecholamine Tests: These blood or urine tests measure stress hormones in your
body, like checking the fuel mixture in an engine

o Antibody Tests: These look for signs that your immune system might be attacking your
autonomic nervous system, like checking for saboteurs in your body's defense system

o Skin Biopsies: In some cases, a small sample of skin might be taken to look at nerve
fibers, like examining the wiring in your body's electrical system

It's important to note that diagnosing dysautonomia often involves ruling out other
conditions and may require multiple tests over time. The process can be like peeling an
onion, with each layer revealing more information. Patience and persistence are key, as it
may take time to arrive at an accurate diagnosis.




TREATING
DYSAUTONOMIA

There is no cure for dysautonomia, but there are many treatments that can help manage

the symptoms. Treatment plans are different for each person and depend on the type of
dysautonomia and the symptoms they have. Some common treatments include:

1.Medications: There are many medications that can help manage symptoms like
dizziness, heart problems, and digestive issues.
2. Lifestyle Changes: Drinking more water, eating a healthy diet, and getting regular
exercise can help manage symptoms.
3.Physical Therapy: Physical therapy can help improve strength and balance.
4.Counseling: Counseling can help manage the emotional and mental health
challenges that come with dysautonomia.



MEDICATIONS FOR
DYSAUTONOMIA

Managing dysautonomia symptoms often involves a combination of approaches, with
medication playing a key role for many patients. Like a toolbox filled with different
instruments, doctors have various medications at their disposal to help address specific
symptoms. Here's a list of common medications used in treating dysautonomia:

o Fludrocortisone (Florinef): This medication acts like a sponge, helping the body retain
more salt and water. f's often used to increase blood volume and blood pressure,
which can help with orthostatic intolerance and orthostatic hypotension.

e Midodrine (Proamatine): Think of this drug as a blood vessel tightener. It helps
increase blood pressure and can prevent fainting, making it useful for orthostatic
hypotension and some forms of POTS.

o Beta-blockers: These medications work like a brake pedal for your heart, slowing
down heart rate and reducing the effects of adrenaline. They're commonly used in
POTS and hyperadrenergic conditions.

o Pyridostigmine (Mestinon): This drug acts like a signal booster for nerve impulses,
potentially improving blood pressure and muscle strength.

e Clonidine (Catapres) or Methyldopa (Aldomet): These medications are like volume
controls for the sympathetic nervous system, helping to decrease blood pressure and
hyperadrenergic responses.

o Amphetamines (e.g., Adderall) or Methylphenidate (e.g., Ritalin): These stimulants
can help tighten blood vessels, increase alertness, and improve cognitive function,
potentially helping with brain fog and fatigue.

o Droxidopa (Northera): This medication is like a blood pressure booster, specifically
approved for neurogenic orthostatic hypotension.

o Antidepressants: Some types, like tricyclic antidepressants or SSRIs, may be used to
improve mood and reduce anxiety associated with dysautonomia.

It's important to note that many of these medications are used "off-label" for
dysautonomia, meaning they're FDA-approved for other conditions but have shown
benefits for dysautonomia symptoms. The choice of medication depends on the specific
type of dysautonomia and individual symptoms. Patients should work closely with their
healthcare providers to find the most effective and safe medication regimen, as it often

requires some trial and error to find the right combination




DAILY HABITS FOR
HEALTH

Lifestyle changes can play a crucial role in managing dysautonomia symptoms, acting
like a natural medicine for your body's autonomic system. Here's a list of key lifestyle
modifications that can help:

o Hydration: Drinking more water is like adding fuel to your body's engine. Aim for 2-3
liters per day to help maintain blood volume and reduce symptoms like dizziness and
fatigue.

o Salt intake: Increasing salt consumption can help boost blood pressure and reduce
orthostatic intolerance. Think of it as adding weight to keep your blood pressure from
dropping too low.

o Healthy diet: Eating a balanced diet rich in fruits, vegetables, and lean proteins
provides your body with the nutrients it needs to function optimally. Consider it as
giving your body the right ingredients to run smoothly.

e Regular exercise: Engaging in gentle, consistent physical activity can improve
cardiovascular health and reduce symptoms over time. Start slow and gradually
increase intensity, like training for a marathon one step at a time.

o Compression garments: Wearing compression stockings or abdominal binders can
help improve blood flow, acting like a supportive hug for your circulatory system.

e Sleep hygiene: Maintaining a regular sleep schedule and creating a restful
environment can improve overall health and reduce fatigue. Think of it as giving your
body's reset button a chance to work properly.

o Stress management: Practicing relaxation techniques like deep breathing,
meditation, or yoga can help reduce the impact of stress on your autonomic nervous
system.

o Avoiding triggers: Identifying and avoiding personal triggers (like heat, alcohol, or
certain foods) can help prevent symptom flare-ups. It's like steering clear of potholes
on the road.

o Elevating the head of the bed: Raising the head of your bed by 4-6 inches can help
reduce morning dizziness by allowing your body to adjust to positional changes more
gradually.

e Small, frequent meals: Eating smaller meals more frequently can help manage
digestive symptoms and maintain stable blood sugar levels.

Remember, these lifestyle changes should be implemented gradually and under the
guidance of a healthcare professional. What works for one person may not work for
another, so it's important to find the right combination of strategies for your individual
needs.



STRENGTHENING
AND BALANCING

Physical therapy can be a powerful tool in managing dysautonomia symptoms, acting
like o personal trainer for your autonomic nervous system. Here's how physical therapy
can help improve strength and balance for those with dysautonomia:

o Gradual Exercise Programs: Physical therapists design customized exercise plans
that slowly build strength and endurance, like climbing a ladder one rung at a time.
This helps prevent symptom flare-ups while improving overall fitness.

o Balance Training: Therapists use specific exercises to improve balance and reduce
fall risk, similar to teaching your body to be a skilled tightrope walker.

o Postural Education: Learning proper posture techniques can help manage
orthostatic intolerance, like teaching your body to stand tall against gravity's pull.

o Cardiovascular Reconditioning: Carefully monitored aerobic exercises can help
improve heart function and blood flow, gradually rebuilding your body's endurance
like training for a marathon.

o Breathing Exercises: Techniques to improve breathing can help manage symptoms
like shortness of breath and enhance overall autonomic function.

o Manual Therapy: Hands-on techniques can help relieve muscle tension and improve
circulation, like giving your nervous system a soothing massage.

o Vestibular Rehabilitation: For those with balance issues, specialized exercises can
help retrain the inner ear and brain connection, like recalibrating your body's internal
gyroscope.

o Education on Energy Conservation: Therapists teach strategies to manage daily
activities without triggering symptoms, helping patients navigate life more efficiently.

o Home Exercise Programs: Therapists provide tailored exercises to continue progress
at home, empowering patients to take an active role in their treatment.

Physical therapy for dysautonomia is not a one-size-fits-all approach. It requires careful
monitoring and adjustment based on individual responses, much like fine-tuning a
delicate instrument. While it may take time to see results, many patients find that physical
therapy significantly improves their quality of life and ability to manage dysautonomia
symptoms



EMOTIONAL SUPPORT
AND COPING

Living with dysautonomia can be emotionally challenging, like navigating a roller coaster
that never seems to end. Counseling offers valuable support for managing the mental
health aspects of this condition. Here's how counseling can help individuals with
dysautonomia:

o Emotional Support: Provides a safe space to express feelings and frustrations, like
having a trusted confidant to lean on.

o Coping Strategies: Teaches techniques to manage stress, anxiety, and depression
often associated with chronic illness.

o Cognitive Behavioral Therapy (CBT): Helps identify and change negative thought
patterns, like rewiring the brain's response to symptoms.

o Mindfulness-Based Stress Reduction (MBSR): Combines mindfulness meditation and
yoga to better manage stress and reduce symptoms.

o Relaxation Techniques: Teaches methods like progressive muscle relaxation and
deep breathing to help reduce muscle tension and manage anxiety.

e Education and Support: Provides information about dysautonomia and guidance on
communicating with family, friends, and employers about the condition.

o Addressing Isolation: Helps combat feelings of loneliness often experienced by those
with chronic illnesses.

o Adapting to Lifestyle Changes: Assists in adjusting to new limitations and finding
ways to maintain quality of life.

o Processing Grief: Helps individuals work through feelings of loss related to changes
in health and lifestyle.

o Family Therapy: Can involve loved ones to improve understanding and support within
the family unit.

e Group Therapy: Offers opportunities to connect with others facing similar
challenges, providing a sense of community.

It's important to find a therapist who understands dysautonomia or is willing to learn
about it. Many patients find that combining counseling with medical treatment provides
a more holistic approach to managing their condition, addressing both the physical and

emotional aspects of living with dysautonomia.




MOVING FORWARD
WITH HOPE

Living with dysautonomia is like navigating a ship through unpredictable waters. While

there's no magic cure, understanding and managing the condition can help smooth out
the journey. Here's a recap of the key points:

o Dysautonomia affects the body's "autopilot” system, causing a range of symptoms
that can vary from person to person.

e Treatment often involves a combination of approaches, including medications,
lifestyle changes, and therapies tailored to individual needs.

o Lifestyle modifications, such as increasing fluid and salt intake, regular gentle
exercise, and stress management, can play a crucial role in symptom management.

o Physical therapy can help improve strength, balance, and overall function, acting like
a personal trainer for your autonomic nervous system.

o Counseling provides emotional support and coping strategies, helping individuals
navigate the mental health challenges that often accompany chronic illness.

o Diagnosis can be complex, often requiring multiple tests and patience to piece
together the puzzle.

Remember, managing dysautonomia is often a process of trial and error, like finding the
right combination to unlock a safe. It's important to work closely with healthcare
providers and to be patient with yourself as you learn to navigate life with this condition.
While the journey may be challenging, many people with dysautonomia find ways to lead
fulfilling lives, adapting to their new normal and even discovering unexpected strengths
along the way



"Your present circumstances
don't determine where you go:
they merely determine where
you start.” - Nido Qubein

"Self-care is how you take your

power back.” - Lalah Delia

"You are not your illness. You
have an individual story to
tell. You have a name, a
history. a personality. Staying
yourself is part of the battle.” -
Julian Seifter

More helpful information at:
iheartguide.com



