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What to Do If You Think You Have
Autonomic Dysreflexia:

Prompt action 12 essential! If you can't follow these steps vourself, tell a
tamily member, an attendant, or a friend what to do. Its important to do
these steps m the order below.

1.

Sit up, or raise your head to 90 degrees. If you can lower your
legs, do.

Important: You need to stay sitting or upright until your

6.

blood pressure is back to normal.

Loosen or take off anything tight:

v External catheter tape v Abdominal binders
v Clothes v Shoes or leg braces
v Elastic hose or bandages v Leg bag straps

If you have a blood pressure kit, take your blood pressure read-
g about every 5 minutes to see if youre getting better.
Check to see if vour bladder 1s draining properly (see page 4, step 4).

Call your health-care professional, even 1if the warning =igns go
away. Report the symptoms you had and what you did to correct the
problem.

I[fthe warning signs come back again, repeat these steps. Even

if the warning signs go away again, call vour health-care
professional and go to the emergency room.

At the emergency room, make sure you:

v Tell the emergency room statfthat yvou think vou may have
autonomic dysreflexia and need immediate treatment.

v Ask to have your blood pressure checked immediately.

v Request to keep sitting up as long as your blood pressure i¢ high.

v Ask the emergency room staffto look for causes of the problem.
Suggest that they check for causes 1 this order: (1) bladder,
(2) bowel, and (3) other causes.

v Suggest that your health-care protessional instill anesthetic jelly
into your rectum before checking vour bowel.

Important: Inform the emergency room staff that there is a

complete clinical practice guideline available at the
website: www.pva.org.

http://www.scicpg.org/cpg_cons_pdf/ADC.pdf
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The information in this Guide is not intended to substitute for prompt profes-
sional care. If you develop warning signs of autonomic dysreflexia, contact a
physician or other appropriate health-care professional as soon as peossible.

This Guide has been prepared based on scientific and professional information
known about autonomic dysreflexia, its causes, and treatment, in 1997. It is rec-
ommended that you periodically review this Guide with health-care professionals

from whom you regularly receive care.

Consortium for Spinal Cord Medicine
Administrative and finandal support provided by the Paralyzed Veterans of America

Copyright 1997, PARALYZED VETERANS OF AMERICA
August 1997
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VWho Should Read This Guide?
v People with spinal cord injury (SCI)at or
above T-6

v Their family, friends, and personal care
attendants

Health-care professionals may obtain a copy
of the full clinical practice guideline by calling toll-
free (888) 860-7244 or at www.pva.org.

If yvou have SCI at or above T-6, this Guide 1s for
you. Why? Because you have a greater chance of
developing a serious condition called autonomic
dysreflexia.*

If your mnjury 1s below T-6, this Guide may still
be helptul. People with SCI as low as T-8 have
sometimes developed autonomic dysretlexia.

Even if you've already learned what to do for
autonomic dysreflexia, you may want to keep this
Guide for reference. It may be helpful for you or for
people who share in vour care.

Why IsThisGuide Important?

Autonomic dysreflexia can be life-threatening.
It requires quick and correct action.

Unfortunately, many health professionals arent
familiar with this condition. Thats why its impor-
tant for you, and the people close to you, to learn
about 1it. You may have to help guide yvour own
treatment by ensuring that health-care profession-
alg are thinking about autonomic dysretlexia when
they are treating vou. This 1 true if youTre in an
ambulance or at the hospital.

Its a good 1idea to keep thiz Guide handy. You
may want to take it with you to the hospital and
share it with the emergency room staft.

What Is Autonomic Dysreflexia?

It’s an abnormal responge to a problem 1n your
body below your SCI. The cause 13 often an overfull
bladder or bowel. Because of your SCI, your body

FWords in italics are explained in the Glossary on page 10.

1

http://www.scicpg.org/cpg_cons_pdf/ADC.pdf

Quick Overview
Aut onomic dysr efledais
an emergency conclitiontha t
neeck immediat e at tertion!

It’s most likely t o occur if
you hawe a spinal cord in-
jry a o abowe thoradic

level 6 (TF6).

ALt onorric dysr eflexais
ah alnormal responsetoa
problem somevihere in your
body. It's usially caused b y
a bladder or bowel prodem

Because of your SO, your
bodly cant respond properly
to signdls that something is
wong Inst ead youmay
develop a rapid rise in blood
pressure High blood pres -
sure is a serious medical
problem. it can cause a
stroke and deat h

4/5/2013 10:10 AM
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AUTONOMIC DYSREFLEXIA: WHAT YOU SHOULD KNOW

Here's Vhat
Happens in
Aut onoimic
Dysreflexia

Somet hingis wong It’ s
oft en an owverfull bladder or
bovel. THis causes your
body t o send messages to
your spinal cord

Your spinal cord t riesto
send the messages to your
brain But your SC Hocks
the messages fromget ting
through (That 's vy you
probably cant feelthe
pain,)

The messages t o your
spinal cord “turnon’’ spe -
dial autonomic neres. They
make blood vesseds inyour
legs and abdomen scpueeze
tight andget smaller .

This scLieezes ext ra blood
int o blood vesselsint he
rest of your body. Theexdr a
Hood makes your blood
pressire go up fast.
Sensars near your brain
cant el t hat your blood
pressureis gettingt oo
high They try t o make your
Hood pressure godown b y
sending out t hree signals:

(continued)

can'’t respond properly to signals that something 1s
wrong. (Common warning signs that yvou might
have autonomic dysreflexia are listed below.)

The umportant thing for you to know is that
autonomic dysreflexia can be dangerous. It can
cauze a rapid rige in blood pressure. High blood
pressure 18 a sertous medical problem. It can cause
a stroke and death.

There are two ways you may get your blood pres-
sure down:

I. Fix whatever 1z causing the problem

2. Special blood pressure medicines prescribed

by vour health-care professional

VWhat Causes Autonomic Dysreflexia?

Bladder problems are the number one cause of
autonomic dysreflexia. But any problem below vour
SCI can cause this condition.

Some of the more common causes are listed i the
table on pages 8-9. You can avoid most ofthese
causes by taking good care ot yourself. The table
lists things vou can do to prevent autonomic dysre-
flexia.

VWhat Are the More Common
Warning Signs?

Although 1t’s possible to have no
symptom s, most people do. Watch for

one or more of the following more
common warning signs:

v Atagt, major increase in blood pressure 1s the
most dangerous sign of autonomic dysreflex-
1a. Amajor increase 13 20—-40 mm Hg higher
than usual. Many individuals who have SCI
at or above T-6 have a blood pressure
between 90 and 110 mm Hg systolic.

(Systolic 1z the top number in a blood pres-

Important: Individuals’ blood pressures vary. If
you don't know what your normal

blood pressure is, it is important that
you find out.

4/5/2013 10:10 AM
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sure reading.) Heres What Happers
v A pounding headache &
v Heavy sweating, especially in your tace, neck, Signal 1
and shoulders. This 1z usually (but not alwavs!) tels your heart to slow
above vour spinal cord mjury down. (A slowheart beat is
v Flushed or 1‘edd‘ened skin, especially in your called bradycardia)
face, neck, and shoulders. This
P 1z usually above your Sigal 2
o ? i3 gpinal cord injury goes t o blood vessels in
; L v Goose bumps, usually above your face, neck and upper
yvour spinal cord injury chest. It makes them get
v Blurry vision or seeing spots larger and hold more blood
v A stutfy nose This can make you lock
v Anxiety or jitters flushed or red and bict chy .

v A feeling of tightness 1in your

chest, flutters in your heart Si:C_I‘Eﬂ 3
or chest, or trouble breathing tries totell the blood ves -
While there may be other warning signs, these sels in your legs and
are the more common. Ifany ofthem appears, or if abdoment o stop squeez -
your blood pressure rises 20-40 mm Hg systolic, ing But your SO Hocks the
assume you have autpnomic dysreflexia. Follow the messages fromget ting
steps 1n the next section. through. Your blood vessels
_ ) ) keep squeezing, and your
If | Think | Have Autonomic Dysreflexia, Hood presstre stays Hgh
VWhat Should | Do? It may even keep rising

Prompt action iz essential! If vou
can’t follow these steps yourself, ask
someone elge to do go. It important to
do these steps in the order below.

Important: You need to remain sitting or upright
until your blood pressure is back to
normal. Lying down may make your
blood pressure go up higher.

Sit up or raise your head to 90
degrees. If you cal]]lcm-'e_l‘ your
legs, do. v Clothes
v Shoes or leg
Loosen or take off anything tigh#aces

v External catheter tape v Leg bag straps

7 of 18 4/5/2013 10:10 AM
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Bladder
Management Tips

v Drink enough fluids. Ask
your healt h-care profes - It you have a blood pressure kit,
sional about t he right take vour blood pressure reading

about every 5 minutes
amourt for You wart - .
t ﬂl.ls::ua_t to see 1t voure getting
okeep ng out your

¥ Abdominal binders

v Elastic hose
or bandages

better.
Hadder vithout et tingit
get overfull.
v Ifyour uineis doudy, has Check yvour bladder.
a bad smell, or has blood in See A (below)if you do intermittent catheteriza-
it, call your healt h-car e tion or use an external catheter.
professional right avay . See B (below) if you have an indwelling catheter
You procatly e S A Ifyou do intermitient catheterization,
infection or use an external catheter or
v Be careful vit h drinks tha t padding:
hawe caffeine or alcohal. 1. Take off the external catheter or pads.
They can make your bladder 2. Itfyou (or someone with yvou) has expe-
fill up suddenly and cause rience mgerting a catheter:
youto get dehydr ated * Get a catheter.
v Checkups (oft en dane year - . Coal’[ it with an alle‘stllet;cjell}’ (af
) may include blackler ava 1lab.le} or a lubricant jelly.
test s. Askif your health- * Insert it and empty vour bladder
care professionals hav e promp t.l_\_-'. .
. . ; 3. Stop trying to catheterize vour
Eperlenceviii Al o bladder if:
dysreflexa. S « There’s no one with experience at
informat ionand make a ingerting a catheter.
planwitht hembe forehand * The catheter won't slip in easily.
If you use irt ermitt ert * Your symptoms get worse.
cat het erizat ion: Instead, call a health-care professional
v Sticktoyour schede and goto the emergency room right

away. Call 911 or have someone take
you. It%® dangerous for you to drive if
vou have autonomic dysreflexia.

Dont skip catheter
sessions.

4. If you can insert another catheter and

(continued)

8 of 18 4/5/2013 10:10 AM
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A GUIDE FOR PEOFLE WITH SPIMaL CORD INJURY

yvour blood pressure remains elevated,
gotothe emergency room right away.

Check yvour urine tor blood, odor, or
cloudiness. If you find any of these
things, call your health-care profes-
sional right away. You probably have a
bladder infection.

B. Ifyou have an indwelling catheter

(a
1.

12

(%]

Important:

Foley or suprapubic catheter):

Check the tubing for kinks or twists.
Ifyou find any, fix them. Ifthe tubing
18 gtretched or pulling, relax it. Then
tape 1t to keep 1t from pulling.

Empty the drainage bag.

. Ifthere® no urine flow, and you have

experience irrigating vour bladder, gen-

If your symptoms get worse, immediately
stop irrigating. Call your health-care pro-
fessional and go to the emergency room
right away!

tly irrigate vour bladder with saline

golution. Uge a small amount: no more

than 2 tablespoons or 1-2 ounces (30 cc).

[fthere’s still no urme flow and some-

one (you or anyvone with you) has expe-

rience ingerting a catheter:

* Get another catheter

+ (Coat it with an anesthetic jelly (if
available) or a lubricant jelly.

+ Insert the catheter into your bladder.

Stop trying to catheterize your

bladder if:

* There’s no one with experience at
mgerting a catheter.

¢ The catheter won't glip in easily.

* Your svmptoms get worse.

Instead, call a health-care professional

and go to the emergency room right

Bladder Management Tips

(continued)

v Keep your fiuids to about 8

ounces (1cup, 240 ) an
hour.

If you drink more fluids

t han usual, cat het erize
early or addanexdra
session

Even t hough you may be
tenptedto cut backon
fluids for comvenience
don't. Youll increase your
risk for urinary tract
infect ion

if you have anindwdling
cat het er (a Foley or suprapubic
cathet er):

v Checkyour drainage tube

after transfers andtums .
If you find any kinks or
twist s, fix them Look for
awt hingthat dogs the
cathet er and dear it.

Make sure the drainage bag
doesn't get morethan half
full.

Change your cat het er regu -
larly, Learn howt o change

it yourself or make
arrangemernt s far someone
todoit for you Also, train
someone Who can change it
inanemergency.

4/5/2013 10:10 AM
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Talk About It

Discuss aut onamic dysr e-
flexia wit h your fanily, personal
care attendart s, and dthers
vho shareinyour car e They
need t o lnowhowt o recognize
it and help youif it occurs. And
dontt forget tobringupt his
subject vithyour healt h-car e
professionals .

If youlre haning test s ,
surgery, o a baby, make sur e
your healt h-care professionals
arereacly t o monit or and man -
age aut onairic dysr eflexia if it
develops.

10 of 18

away. Call 911 or have someone take
vou. It% dangerous for you to drive if
you have autonomic dysreflexia.

6. Check vour urine for blood, odor, or
cloudiness. If you find any of these
things, call your health-care profes-
stonal right away. You probably have a
bladder intection.

Important: If you need to go to the emergency
room, ask if you can sit up. Lying down
may make your blood pressure go up.

7.If you can ingert another catheter and
your blood pressure remainsg high, go
to the emergency room right away.

[tthe warning signs go away, call your
health-care professional anvway, to
report the symptoms you
had and what you did to
correct the problem.

Ifthe warning signs come back

again, repeat these steps. Even 1f the warning
T

signs go away again, call vour health-
care professional and go to the emer-
gency room.

At the emergency room, make sure you:

v Tell the emergency room statfthat
you think you may have autonomic
dysreflexia and need immediate
treatment.

4/5/2013 10:10 AM
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A GUIDE FOR PEOPLE WITH SPINaL CORD INJIURY 7

v Ask to have your blood  with you at all times. Heres what it

pressure should contain:

checked immediately. Ablood pressure kit.

v Request to keep sitting This can be cuff style or digital
up as long as vour blood stvle. Make sure that vou—or some-
pressure is high. one who can help in an emergency—

knows how to use 1t.

v  Ask the emer-
gency room Acatheter and supplies.
ataff to look for

causes of

If you usge intermittent catheteri-
zation, or use an external catheter or
padding, pack a straight catheter.

the problem.
Sugcest that If you use an indwelling catheter,
pack:

they check causes in this
v an extra catheter

order: (1) bladder. (2) bowel,
and (3) other causes. v insgertion supplies
v an irrigation syringe

Use the diary form on pages 11- v sterile water or saline solution

14 and in the back pocket of this Any prescription medicinesyou take for

Guide to keep a record of your autonomic dysreflexia.

autonomic dysreflexia epizodes. [t Check their expiration dates and

can be helpful to you and to vour keep fresh supplies in your kit.

health-care professionals. : . :
P ; Anesthetic or lubricant jelly.

Betore you insert a catheter, coat
it with the jelly.
What Goes inan Autonomic

Dysrefl exia Kit?? Keep vour personal information

[t’s a good 1dea to make an "auto- current. (See the Autonomic
nomic dysreflexia kit" and keep 1t Dysreflexia Diary on pages 11-14

A copy of this Guide.

AUTONOMIC DYSREFLEXTIA IS AMEDICAL EMERGENCY!

You need to recognize it and get the right care fast.

11 of 18 4/5/2013 10:10 AM
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Common Causes of Autonomic Dysreflexia

WHATCAUSESIT

HOWTOPREVENTIT

BLADDER OR KIDNEY

+  Overfull bladder

» Problems such as urinary tract
infection, or bladder or kidney
stones

» Bladder tests, treatments, or
surgery, such as cystoscopy and
urodynamic tests

Follow a reliable bladder management routine.
(See page 4, “‘Bladder Management Tips.”)
Checkups (often done yearly) may include
bladder tests. Ask if your health-care profes-
sionals have experience with autonomic dys-
reflexia. Share this information and make a
plan with them beforehand.

BOWEL* OR ABDOMEN

«  Overfull bowel, constipation, or
bowel blockage (impaction)

+ Problems such as gallstones,
stomach ulcer or gastritis, hem-
orrhoids, or appendicitis

-+ Bowel or abdominal tests or
surgery, such as sigmoidoscopy
or barium enema

Stick to your bowel program to prevent
constipation or bowel accidents. (If consti-
pation is a problem, you may need to
change your bowel program.)

Work with your health-care professional to
determine what your usual fiber intake is.
Any increase in fiber intake should be
done gradually, from a wide variety of
sources, and be monitored by a health-
care professional.

Drink plenty of fluids. Ask your health-care
professional about the right amount for you
and your bladder program.

Checkups (often done yearly) may include
bowel tests. Ask if your health-care profes-
sionals have experience with autonomic
dysreflexia. Share this information and
make a plan with them beforehand.

* For more detailed information on bowel care, a complete bowel management clinical practice guideling is available at the
website: wwiw pva.ong or by calling toll-free (888) 860-7244.

SKIN

« Pressure sores (pressure
ulcers)

- Problems such as ingrown toe
nails, burns (including sun
burns), or insect bites

« Contact with hard or sharp
things or other injuries to the
skin

Check your skin at least once a day for red
spots, scrapes, or scratches below your
SCI. If you find any, call your health-care
professional right away.

Try to avoid situations where you're likely to
get burns, cuts, scrapes, or other injuries.
Keep sharp or harmful things out of your
bed and wheelchair.

Make sure your clothes, shoes, appliances,
and braces fit comfortably. Be especially
careful if they're new.

12 of 18
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WHATCAUSES IT HOWTO PREVENT IT

SEXUAL ACTIVITY OR REPRODUCTION

+ Too much genital stimulation, espe-
cially using a vibrator

» Men: gjaculation, infection or inflam-
mation of the testicles (epididymi-
tis), or pressing or squeezing of the
testicles

+  Women: menstruation, pregnancy
(especially labor and delivery), or
infections of the vagina (vaginitis)
or uterus (pelvic inflammatory
disease)

Be aware that these activities and con-
ditions are possible causes of autonom-
ic dysreflexia. You may want to discuss
these issues with your health-care
professional.

If you're pregnant or planning a preg-
nancy, look for an obstetrician/gynecol-
ogist who's willing to work with you and
with other health-care professionals
who know your SCI care.

OTHER CAUSES

+ Clots in the leg or pelvis veins
(deep vein thrombaosis) that may
travel to the lungs (pulmonary
emboli)*

+ Broken bones or other injuries

+ Everyday problems such as too-
tight clothing, shoes, appliances, or
braces

+ Extreme temperatures (too hot or
too cold), or quick temperature
changes

Recognize that all these problems can
cause autonomic dysreflexia. Alert your
health-care professionals and share
this information with them.

Make sure your clothes, shoes, appli-
ances, and braces fit comfortably.

Try to avoid extremes in temperature.
Plan to dress appropriately.

* For more detailed information on deep vein thrombaosis (thromboembolism), a complete Prevention of Thrombaambolism

clinical practice guideline is available at the website: www pva.org or by calling toll-free (888) 860-7244.

13 of 18
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and in the back pocket of this Guide.)

Be sure to discuss yvour autonomic dysreflexia kit with your health-care
professional. Ask if you should mmclude other supplies. Also ask if your
health-care professional can give yvou prescriptions for items in the kit.
Gossary

autonomic dysreflexia—An abnormal response toa problem in the body
below a gpinal cord injury. It’s most likely to happen 1fthe SCI 1z at or
above the 6th thoracic vertebra (T-6).

autonomic nerves—Nerves in the spinal system that control involuntary
action.

barium enema—An examination of the ingide of the body done with a sub-
stance called "bartum." This test 13 also called a "double-contrast exami-
nation."

bradycardia—Slow heart rate, usually fewer than 60 beats per minute.

cystoscopy—An examination of the inside of the bladder and ureter. It%
done with an mstrument called a "cystoscope.”

deep vein thrombosis—Clots in the leg or pelvis veins. Also referred to as
“thromboembolism.”

epididymitis—Inflammation of the part ot the testicle called the "epi-
didymis."
gastritis—Intflammation of the stomach.

impaction (of the bowel)—Occurs when hard stool 18 stuck in the rectum
or gomewhere else 1n the bowel.

pelvic inflammatory disease (PID)—An intection anywhere in a woman ¥
genital tract above the cervix.

pulmonary emboli—Blood clots that travel to the lungs.

sigmoidoscopy—An examination of the part of the colon called the "sigmoid

10
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My Personal Autonomic Dysreflexia Diary

Thiz Perzonal Diary i¢ intended for you to use to keep a health-care record of your
epigzodes of autonomic dysreflexia. Another copy of the Diary, which you can photo-
copy for re-uge, appears in the back pocket of thiz Guide. Keep thig diary and the
Guide with you.

Name:

Address:

City State: — Zip Code:
Phone Number: ( )

Social Security Number: Date of Birth:

Date of Dysreflexia Episode:

Symptoms

Put a checkmark or "X" next to every symptom you have for each dysreflexia epizode.

Pounding headache P Tight chest
Heavy sweating P Trouble breathing
Flushed skin Other:

Goosge bumps

Blurry vision

Seeing spots

Stufty nose

O O O O O OO

Anxiety or jitters

Cause of Dysreflexia Epizode and Comments:

11
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Date of Dysreflexia Epizode:

Symptoms
Put a checkmark or "X" next to every symptom vou have for each dysreflexia epizode.
P Pounding headache P Tight chest
Heavy sweating P Trouble breathing
Flushed skin Other-

Goose bumps

Blurry vision

Seeing spots

Stutfy nosge

T O O T OO

Anxiety or jitters

Causge of Dysreflexia Epizode and Comments:

Date of Dysreflexia Epizode:

Symptoms

Put a checkmark or "X" next to every symptom you have tor each dysreflexia episode.
P Pounding headache P Tight chest

Heavy sweating P Trouble breathing

Flushed skin Other:

Goose bumps

Blurry vigion

Seeing spots

Stutty nose

O O O O OV OO

Anxiety or jitters

Cause of Dysreflexia Epizrode and Comments:

12
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Date of Dysreflexia Episode:

Symptoms

Put a checkmark or "3

T

next to every symptom you have tor each dysreflexia epizode.
P Pounding headache P Tight chest

Heavy sweating P Trouble breathing

Flushed skin Other-

Goose bumps

Seeing spots

Stutty nose

P
P
P
P Blurry vision
P
P
P

Anxiety or jitters

Cauge of Dysreflexia Episode and Comments:

Date of Dysreflexia Episode:

Symptoms

Put a checkmark or "3

i

next to every symptom you have for each dysreflexia episode.
P Pounding headache P Tight chest

Heavy sweating P Trouble breathing

Flushed skin Other:

Goose bum ps

Seeing spots

Stutty nose

Anxiety or jitters

P
P
P
P Blurry vision
P
P
P

Cause of Dysreflexia Episode and Comm ents:

13
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MEDICAL HISTORY

Date of Spinal Cord Injury:

Neurologic Location of Injury:

Normal Blood Pressure:

Blood Type:

Primary Health-care Professional:

Phone Number:

Medications:

EMBERGENCY INFORMATION

In Case of Emergency, Call:

Relationship:

Phone Number: ( )

INSURANCE INFORMATION

Name of Insurance Company:

Identification Number:

Group Number:

Phone Number: ( )

Plan Subscriber:

14
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