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Twnhrodudhion

Your doctor says you have autonomic dysfunction. You
probably have a lot ot questions about what that means.

This booklet explains what it means to have autonomic dysfunction.
You'll read what autonomic dysfunction is and what you can do to feel better.

You'll also hear from some teens with autonomic dysfunction. Their experiences might give
you ideas about things you can do to feel better.

Nhat is autonomic dysfunction, exactly?

& You probably already know that this is a question without a good answer.
Doctors do know that autonomic dysfunction is a physical illness — it’s
not “all in your head.” They just don’t fully understand it.

In some cases, autonomic dysfunction can be associated with other
conditions.

. You might be familiar with these terms: autonomic instability,

tachycardia syndrome). Basically, these are just different names for
the same thing.

If you've been told you have one of these
conditions, it means that the part of your
nervous system that you can’t control —
the part that regulates blood flow, body
temperature, breathing, and digestion —
may be out of balance. This is called
; \ your autonomic nervous system.
oh

Chronic fatigue is a common
symptom of autonomic

; \ dysfunction.

it’s not “all in
your head.”
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What is the autonomic nervous system?
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Normally, the autonomic nervous system sends messages or signals
from the nerves to the muscles that surround the blood vessels,
controlling blood flow to all parts of the body. The muscles tighten or
relax, according to the signals they receive.

What happens if the autonomic
nervous system doesn’t work the
way it should?

If the signals telling your blood vessels to loosen and contract aren’t
doing their job, blood can pool in your body and your circulation can
slow down.

Think of a blood vessel as a river (Figure 1). When a river is wide, the
water in it tends to pool and run slowly downstream. When a river
narrows, the water is forced to flow much more quickly through the
smaller space — if you've ever been rafting, think about where the
swiftest rapids are found (Answer: where the river is the narrowest!).



5 "'-.r_ L i el "_'-'.' %ﬁﬁ- ]
3 ‘nmknfrm-hmiuaﬂm &

~ e e :- H
Mmumumm‘mﬁ% -

mitt-en&nuppn]md

~ Your body has three mechanisms
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R -. Fe ‘narrow or wide yourblood vessels
% : are. Seratonin (SSRI), beta (B), and

o ™ alpha (a) signals tell the muscles to
SR e tighten or relax in order to balance
o the rate at which blood flows
through your veins.
Sumetimes medications that work
Faster blood flow to either suppress or encourage
these signals are prescribed in
: order to regulate the signals and
Alpha signals cause the - ensure that blood returns to
vessel b courtract, forcing your heart.
¥ - oo feoard the Rede,
| Beta signals tell the vessel
] L fo relay o loosen up - Hiis
e blaod fo pool miher
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Figure 1. Signaling in autonomic dysfunction e m
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Bh ~ddibon to Feeling sick,
Symptoms having stomach cramps and being really
tired, I started feeling a lot of anxiety and
frustration. I didn’t know how to handle
feeling so bad.”

If your autonomic nervous system
isn’t doing its job, you may
experience some of the symptoms
of autonomic dysfunction because
the right amount of blood isn’t

going where it should. Common symptoms of autonomic dysfunction

A common symptom of You might have some (a few or many) of these symptoms:

autonomic dysfunction is

dizziness and a fast heartbeat ® Dizziness/light-headedness B Lots of sweating

— especially when you stand up ® Fainting B Flushing

(Figure 2). B Fatigue (being tired all the time) B [ncreased heart rate
Headaches B Chest pain

Because these symptoms can be Stomach pains or cramps ;

seen in other conditions, people P " ® Weakness in your legs

who have autonomic dysfunction Nausea B Color changes in your legs

may have a lot of tests or see Difficulty concentrating or (blue or purple discoloration)

many doctors before getting “Brain fog” ® Mood changes including

diagnosed. B Vision changes or loss of vision feelings of anxiety or
depression

Feelings of hot or cold

Who gets autonomic dysfunction?

Anybody can get autonomic dysfunction, but it’s Teens can often connect their symptoms with a

more common in: specific event or trigger:

® Caucasians ® Acute illness such as a respiratory infection

® High achievers (successful in school, athletics, (cold virus), intestinal viral infection, or “mono”
etc.) or a “mono-like” infection

® Females “ Injury

® People who are flexible or double jointed ® Major surgery or a stay in the hospital

B Weight loss
Autonomic dysfunction can occur at any age. For
teens, it is often within a year of starting puberty.

T Aanke Wy lo‘\g est ) f()i'owxs were
dizziness and vomiting. I had.. d1f iculty with vomiting
and getting food down. I would get sick every time I ate.
And even when I didn’t eat, my stomach would really
hurt. I also was very exhausted. I was dizzy and had
blackouts. [ was sleeping a lot. I didn’t have any energy.”
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Wil T Get vetter?

is that most teens recover from autonomic dysfunction and

return to normal health.

In fact, there are specific things you can do that may help you feel better more quickly.

Of course, it won't always be easy. And it's going to take some time to get better...
but

Many teens experience symptoms of autonomic dysfunction. And many teens
have been able to control their symptoms by working with their health care
team to create a recovery plan and sticking to it.

You can beat autonomic dysfunction.

By committing to a recovery plan, you can focus your energy on getting your
life back.

it has to do with
my attitude and
'hi' A my ;spirit.
L 'hi At first, I wanted
._to just wake up
‘one day and be
completely better.

But...that wasn’t
gonna happen.

So I decided to
fight it.”
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What can I do to feel better?

Even if you feel terrible, it's important that you take STEPS to function.
REALLY!!

Making the following EE the center of your recovery plan can put

you on the road to recovery.

S Salt. Add as much salt as your taste buds can tolerate to everything. This
can be any kind of salt — table salt, sea salt, garlic salt, onion salt, seasoned
salt, etc.

Take in large amounts of fluids (3-4 liters every day). Recommended
fluids include water, Pedialyte™, Gatorade™, Powerade™, Propel™, milk,
juices, soups. Non-caffeinated beverages are preferable. You should pass
colorless urine all day (at least four times).

=]

Exercise regularly. Make it a goal to develop an exercise program with
the help of your health care team. They will consider your starting point
and help you set realistic goals for your rehabilitation program. Make a
commitment to do aerobic exercise every day. It’s also important to do
strengthening exercises every day.

Prescription medications. Take medications as directed. Don't stop
taking any medication without talking to your doctor, even if you feel better.

Support system. This is important! Stay involved with your family,
friends, psychologist, and others you can turn to for support.

kB L

Sleep. Get at least nine hours of sleep each night. Avoid naps.

School. Set up a plan with your family and teachers to return to school if
you are not attending currently.

Set priorities and goals. Autonomic dysfunction is a medical condition.
Prioritize your activities so that you use your energy in ways that help you
stick to your recovery plan.

Safety. Do not do activities where you are at risk for falling as you cannot
predict when you might get lightheaded or dizzy and pass out.




Why STEPS can help

Read on to discover the details of why

recovery plan can put you in control!

Salt and Taking
in Fluids

The power of salt and fluid
Taking in extra fluids pumps up
the volume in your blood vessels
and increases blood flow, which
improves your circulation. This
helps prevent dizziness and
lightheadedness and helps regulate
your body temperature.

However, if you just increase fluids
without adding salt...you’ll spend
most of your day in the restroom!
Salt helps your body retain the
extra fluid, so the key is to take in
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making Eﬂ a part of your

S Fxten saltand Aakd
will Inchsase vour
blood volume,

S SR i

as much salt as your taste buds can Figure 3. Increase your salt intake

tolerate.

Make it a goal to drink 3 to 4 liters of non-
caffeinated fluid every day (caffeine is a diuretic,
which means it pulls water out of your body).
That’s equal to about twelve to sixteen 8-ounce
glasses a day...or six to eight 16-ounce bottles
a day.

Some beverages have a lot of salt in them. These
are mostly sports beverages such as Gatorade™,
Powerade™, and Propel™. Drinking salty
beverages lets you get both salt and fluids in one
shot.

Make it a goal to up your salt intake. Drink
salty fluids. Add salt to your meals. Eat salty
snacks like

B pretzels
B pickles
B cheese and crackers

® pumpkin seeds

Incorporate salty foods like pizza and Chinese
food into a healthy diet.




Don’t forget to brush...if you
drink a lot of sugary liquids be
sure to brush your teeth often.

Beware of empty calories in the
beverages you drink!

Sugar-free liquids can help you
get the fluids you need without
added calories.

‘ é 50\6\(&\\ QO(.U\S 100)% day
drinking enough fluids and

getting enough salt to maintain
my blood pressure.”

If you feel dizzy when
you get out of bed,
try drinking 8 ounces
of salty fluids 15 to
20 minutes before

you get up.




Exercise,

exercise,
exercise

It may be hard to believe. How
could exercise make you feel
better?

In fact, exercise is another
powerful weapon against
autonomic dysfunction.

Ideally, you want to do two types
of exercise on most days of the
week:

B strengthening exercises, which
focus on certain muscle groups,
deliver an energy surge to get
your blood flowing

B aerobic exercise, which elevates
your heart rate over a sustained
period of time, conditions your
body for the long run

Avoid exercise close to bedtime,

as it can keep you awake.




morning routine.
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Strengthening exercises
Do 25 repetitions of each of the following exercises each day.

Try to do these exercises when you are at your low point for the
day in terms of how you feel. Think of strengthening exercises

as a jump start for your body. For example, if mornings
are the toughest for you, incorporate these exercises into your

BEFORE YOU START your strengthening exercises, drink 8 ounces of a salty fluid
(Gatorade™, Powerade™, or Propel™). This may help prevent feelings of dizziness as you

exercise.

If any of these exercises cause you pain or discomfort, tell your doctor or physical therapist so

your exercises can be adjusted.

® Toe raises. Stand with your hands at your
sides and your feet slightly apart. Rise up on the
balls of your feet. Hold for a second. Return
to starting position. Repeat 25 times. (You can
do these holding 3 to 5-pound weights if you
choose.)

® Squats. Stand with your feet shoulder-width
apart. Bend your knees and slowly lower your
upper body as if you were going to sit down in
a chair. Hold for a second. Return to starting
position. Repeat about 10 times if you are able.
Gradually increase your repetitions until you
can do three set of ten. (You can do squats with

your back against a wall or door. Make sure you
can see your toes sticking out beyond your knees
when you do these.)

Biceps curls with 3- to 5-pound weights.
Stand with your feet shoulder-width apart. Hold
weights at your side, palms facing out, elbows
slightly bent. Keep your abs tight and your back
straight. Slowly raises the weights toward your
collar bones. Stop before you fully flex your
elbows. Keep your wrists straight. Slowly lower
the weights to the starting position. Repeat 10
times and build up to 3 sets of 10.

Strengthening exercises not only help you build muscle,
but they increase your circulation by giving groups of muscles a focused work out.

This workout focuses on your major muscle groups, which helps stop blood from
pooling in your hands and feet and gets your blood going to the places you need it!

11



aefobic exefrdise?

Anything that raises your heart rate for a

sustained period of time. A few examples:

Walking
Biking
Dancing
Skating
Jogging
Playing soccer

Hiking
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Aerobic exercise

Start doing aerobic exercise in small amounts
if that is all you can do. Work to increase the
amount of time you exercise.

Aim for some exercise every day — even on a
bad day.

For many teens, aerobic exercise is the KEY
to recovery!

Set an exercise goal

Making a commitment to fit in aerobic exercise
every day can seem difficult at first—especially if
you aren’t used to exercising.

YOU CANDO IT...

by going slowly and not giving up.

Don’t layer your clothing.
Too many layers can cause
your blood vessels to

relax—which can make you

feel dizzy or lightheaded.

A Bt 20O winutes
OQ exerdse eadhh ANO

Geepned ‘\\M()OSS‘\‘o\e...But
[ started slowly and added a
few minutes each day. And I
stuck to it. Now I can’t believe
the difference it has made in
my life. My energy level is up,
and I just feel better!”



e <torted wA\L‘\v\g afound the Llocdk, as far as we

could make it. And that took a very long time... And now I'm at the
point where I can run four miles at a time...It’s taken a lot to work
up to where I am now. But I think it’s totally worth it that I can live a

normal life.”

If you're at the bottom looking up, that’s a major challenge. But by
breaking it down, you can reach your goal. Start where you are.
If it’s on the bottom, fine.
Half-way up, fine.

Build from there.

wn mnmm-uﬂ m“f- Pace

a way to think it At the top

is the ultimate achievement: merting the yOUI’SGlf

datly exercise goal you've set with the help

af yonr fealth care feam, [f you're at Focus on
increasing
gradually to

reach your goal.

If you do too
much because
you feel good
one day, you
may pay for it

the next.

If you can do 5 minutes, great. Take a brisk If there are days you can’t increase, don’t

walk for five minutes. Time yourself. The worry about it. Do what you can every
next day, add a minute or two. Slowly day. And don’t overdo. This is really one
increase the time you walk until you reach ~ of those times where SLOW & STEADY
your goal. wins the race!

Each day
getting your lite back.

13



Prescription medications

Medicines can’t cure autonomic dysfunction,
but they may help with your symptoms:

> Some medicines (alpha-adrenergic) tell your
blood vessels to tighten up, which may improve
your circulation.

> Beta-blocker medicines tell your blood vessels
when to tighten and when to relax. These
medications may prevent your heart from
racing.

> Drugs affecting the serotonin level can help
moderate some body responses and may
potentially lessen feelings of dizziness and
weakness.

Take all medications exactly as they are prescribed,
and let your doctor know about any side effect
right away.

L didn't wanl to take wedication. Ididn’t want
people thinking I was weird, taking it out at meals... But after

I found what worked for me, I just really feel like I can do so

much more.”

14
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Support system

A good support system is very important.

You know that what you are feeling is real, even if
others may not think you look “sick.” But others
might not understand what you're going through.

Figure out how much you want to tell them about
your condition and practice telling your story with
your parents. Explaining your illness briefly is
probably all your friends need. You may find them
more supportive than you expect if you talk about
how you're feeling.

Even if your friends are supportive, it may be tough
to stay in touch if you can’t participate in your
normal activities. If you don't feel up to going out,
invite your friends to your house for pizza and a
movie.

In addition to counting on family and friends to
be there when you need them, consider seeing a
psychologist. He or she may be able to:

® Motivate you to follow your plan

® Teach you techniques for managing pain
and fatigue

® Help you return to a more active lifestyle

been f\eo\“\g Wice

Halayinoy out with friends
makes me feel like things are getting
back to normal. Even if it isn't always
easy to find the energy, it’s definitely
worth it!”




Most
teenagers
need

between
8% and

9% hours
of sleep
each night
to feel
rested.

Plan to get
enough
sleep each
night.
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Catch your ZZZ7Z7Z's

Getting a good night’s sleep isn’t always
easy, especially for teenagers. Changes in
your body clock, a jam-packed schedule and
a 24/7 lifestyle can combine to undermine
healthy sleep.

For teens with autonomic dysfunction, getting a
good night’s sleep is even more important. In
fact, it is one of the keys to recovery.

Healthy sleep is vital to your well being, as
important as food and water. It helps you think,
feel and look better, as well as perform better

in school and sports. And it only makes sense
that your fatigue level will go down and your
energy level will go up if you work sleep into your
schedule.

Plan for 8% to 9% hours each night, and try to
stick to a regular sleep schedule. Sleeping in for
an hour or so on the weekend is fine, but if you
sleep the morning away, it will be much harder to
fall asleep at night...and much harder to get up
on Monday!

The “No Nap” rule. Asa rule, save naps
for those rare occasions when you will be up late.
And even then, limit naps to no more than 45
minutes.

A V\A()

e\ be a \‘\Qeso\\}ef‘...butlknowl

need to save it for a very special occasion. The last
titme I took a nap was on the day of the prom. It

was well worth it

'//
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m Stay away from pop, sugar and big ® Make a bedtime routine. Doing the same
meals two to three hours before you things each night before you go to bed will
go to bed. give your body the signal that it’s time to

sleep.

® Skip the caffeine two to three hours
before bedtime. m After 9 p.m., focus on calming activities.
Avoid video games and violent or scary

® Exercise. Daily exercise will help you IV €00, Soes @ el

sleep (do it at least two hours before _
bedtime). = Don’t nap during the day. Naps do more to

mess up your sleep cycle than they do

i to hel tch leeD.
® Clear your mind. Several hours before © LT JOTET EEIEla) T O s e

bedtime, write down things that are on
your mind or tasks you need to do.



6 ..

for staying in school on a rough day

18
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1. Slow down. Take a moment to relax and release the tension from your body using relaxed
breathing. Focus your energy on your goal of getting your life back. You made it to school, and the best
thing you can do is stay there. If you need to take a quiet moment, ask to go to the nurse’s office, the
library or another quiet room at school. Go back to class as soon as you can.

2. Prioritize. when you're very fatigued or in a lot of pain, focus on the things you really need to do,
and do them. Skip activities that aren’t critical.

3. Revise your expectations. Even if you're having a hard time concentrating, or you're
worried because you can’t do as well as you'd like, remember that your goal is simply to stay at school
and do the best you can.

4. Call in reinforcements. Tell a trusted friend or teacher that you're having a rough day. Ask
them to help you relax and distract your attention.

o. Stay POSItIVe. Focus on what's going right in your life, rather than your pain or fatigue. Remind
yourself that you've made it through tough days before, and you can do it again. Tell yourself that it will
get better — because it will!

6. Plan ahead. 1s hard to figure out what you're going to do on a difficult day when you're in the
middle of it. Before a tough day hits, decide what you'll do when things get bad, where you can go to
relax and who you can talk to. Tell your support people ahead of time that you'd like their help, so they
won't be surprised when you ask for assistance.

When to stay home

So, when should you bag it and stay home? When should you go home if
you're at school? If you're having any of the following symptoms, stick close to
home. Otherwise, try going to school or staying at school. You may feel better
once you get into the routine of your day.

A temperature of 100.4 degrees Fahrenheit (38 degrees Celsius) or higher
» Vomiting
» Diarrhea
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beH"\V\f) YOWr L\Qe Back

[t’s all about balance

You know it’s going to take hard work to get your life back. You're

going to have to push your body to do things it doesn’t want to do.

But you can do it.

20



By focusing your energy on beating autonomic
dysfunction, you can begin to take back your life.

The first step is to prioritize. Focus on the
things you need to do. By deciding what’s really
important, you can better choose how to spend
your time and energy — and you can let go of
those things that don’t make the cut.

Think about how you are going to balance those
things throughout your day. Take into account
when your energy level is at its peak or at its
lowest. Give yourself a break when you need

one...but then tackle a goal!

Make a plan that you can live with.

If you feel like you're
getting off track, if things
aren’t improving, or if
you just want some new
ideas on how to handle
something, talk to a
member of your health

care team.
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I think that’s what I
really struggle with because I wanna do gverything

17
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S LIPS for ety

YOW" \‘\pe back on frack

6 6 Prioritize. Focus on the things you need to do to get well, and
. do them. Skip activities that aren’t critical.

Z Revise your expectations. Even if you feel exhausted or
you're worried because you don’t think you'll be able to do as
at my body for well as you'd like, remember that your goal is to do the best
you can. Adjust your schedule if you have to, but don’t give up!

making me feel

so bad. But then

Call in the reinforcements. Tell t your
I decided I was plan to feel better...and let them kno ving a
rough day. Ask a friend to walk with you if you don’t think you
going to beat this. can exercise, or ask if you can skip chores so you can get your
homework done. Talk to a counselor or psychologist about your
I refuse to give feelings of frustration or anxiety.
in to autonomic
dysfunction! Stay positive. Don’t dwell on your symptoms. Remind

yourself that you've made it through tough days before, and
you can do it again. Tell yourself it will get better — because it
will!

Sticking to my

recovery plan -

even when it’s

5 Plan ahead. It’s hard to figure out what you're going to do on . h"”
a difficult day when you're in the middle of it. Before a tough
day hits, decide what you’ll do when your symptoms get bad,
where you can make adjustments to your schedule, and who
you can talk to.

hard - is my secret

weapon.”
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Make a plan and stick to it
Write down what you're going to do each day to take back your life.

Include things like
> what time you're going to get up in the morning
> when you're going to exercise
> your school and homework schedule

> when you're going to make time for relaxation and fun

> when you're going to bed

Share your
schedule with
your parents,
and ask them
to help you
stick to it
even when
it’s hard.

23
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Exercise

Eat right

Take meds

Relax

Do school

Have some fun
Hang with friends

Laugh

Let yourself sleep in an hour or so
on the weekend...but changing your
sleep schedule more than that can

make it harder to get up on Monday.

Keep it cool...Don’t take hot showers
or baths. Hot water can cause your
blood vessels to relax—which can

make you feel dizzy or lightheaded.
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Condnsion

Living with autonomic dysfunction
isn’t €4SY. By making a plan to get your life back,
you are one step closer to your goal of getting well.

And every day that you stick to your plan, you are another step closer.

There will be peaks and valleys that you will need to
deal with—maybe even on a daily basis—but you can
do it.

Some teens say that dealing with their symptoms
feels like climbing a mountain...and the key is to
keep climbing!

Slow and steady is winning!

You can beat
autonomic dysfunction.

And your health care team is here to
help. If you have any questions regarding your
treatment plan or your symptoms, talk to a member
of your health care team.

whena T decided s mves go\v\ﬁ
to P \g\f\f \{\Aj ngwxpfc.)w\s, I was
scared. My first day following my plan
felt like boot camp. But my mom and dad
helped me stick to it. Today my life is way

better than it used to be.”
25
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Focus on the “3 C’s”

[ J

‘ even if you don’t look sick.
But others might not understand what you're going through. Explain
autonomic dysfunction to those who count — your family, close friends
and other trusted adults. They are your first line of support.

Spend time with friends. Laugh. Humor really is therapeutic.

Use strategies like relaxed breathing or guided imagery — or relax with
your favorite playlist — to calm you when you're stressed.

See a counselor or other health professional to address issues of anxiety,
frustration and depression.

A

rd Get enough salt and
fluids; don’t skip meals; stick to your exercise plan; keep a regular sleep
schedule and don’t nap during the day; don’t overdo it; go to school and
maintain a regular schedule while working through your symptoms.

v” for autonomic dysfunction

— you can’t take a pill and feel better — you can stick to your recovery
plan...even when you feel like you can't.

exercise, exercise, exercise
is at the heart
of beating autonomic dysfunction.
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My plan to beat autonomic dysfunction

Plan your typical day. Be sure to include time for exercise, relaxation, and, of course, those things that you
have to do, like homework and chores.

\,Jeekckwﬁ Scdednle weekend Schedunle

27
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Log

Keep track of your goals and accomplishments! Post this log where you will see it every day to keep you on
track with your recovery strategy.

Salt

Fluid

Exercise

Medications

Sleep

School

Other

Resources

Ask your doctor or nurse about where you can find reliable information about autonomic dysfunction.

28
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BARBARA WOODWARD LIPS PATIENT EDUCATION CENTER

Mrs. Lips, a resident of San Antonio, Texas, was a loyal patient of Mayo Clinic for more than 40 years. She was a self-made business leader who significantly
expanded her family’s activities in oil, gas and ranching, even as she assembled a museum-quality collection of antiques and fine art. She was best known by
Mayo staff for her patient advocacy and support.

Upon her death in 1995, Mrs. Lips paid the ultimate compliment by leaving her entire estate to Mayo Clinic. Mrs. Lips had a profound appreciation for the care
she received at Mayo Clinic. By naming the Barbara Woodward Lips Patient Education Center, Mayo honors her generosity, her love of leamning, her belief in patient
empowerment and her dedication to high-quality care.
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Rochester, Minnesota 55905
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