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Release Information:

" legal challenges of The Stroke Network, Inc. The Stroke Caregiver Handbook was originally released to this URL on August 15, 2000.
| ]

Disclaimer:

i seek to share our experiences and

opi nions. Al ways confirm specific
suggestions with your doctor.

You can register with our organi zation and ask
stroke caregiver questions by asking themin our
caregiver foruns, either on the nessage board or
mailing list.

Thi s handbook was created with the understanding that it
woul d be downl oaded and used free. Please do not copy it
and sell it for a profit. Rather, you may copy it only if
you agree to distribute it free.
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Chapter 1
Stroke: An Equal Opportunity Attack

Who? Where? When? Why?

Many questions ...few answers in common
Stroke ...cerebrovascul ar accident ...brain
attack! You can be anywhere, doing
anyt hi ng and Stroke can attack. Stroke
doesn’t discrimnate. It has NO regard
for who or where you are or what you
are doing. In a matter of seconds you
can go from being as next to perfect
as one can be to being encased in a body
that no longer is able to perform
life s nost basic functions and everyt hi ng
in between. Various physical and nental abilities |eave —
sonetinmes tenporarily, sonetines forever.

Stroke has NO regard or respect for age, race, creed, color,
intelligence, acconplishnments, or the |ack thereof. You and
t hose around you nmay not even be aware of what is happening
nor know what to do in this nost critical of tinmes. You may
have a warning in the formof a TIA (transient ischemc
attack, a brief occlusive circulatory event simlar to
stroke, but usually with no permanent in effect) or a “snal
stroke,” then you may have THE BI G ONE; or you may have THE
BIGONE, with little warning, followed by TIAs. It’s a very
i ndi vi dual i zed experi ence:

Stroke is the #1 disabler of Anericans, yet seldomtwo
peopl e are affected the sane way.

Al'l strokes are caused by an interruption of blood to the
brain, so there may be synptons in conmon, but since
everyone’s brain is different, so is practically every
stroke. In general, each journey down the road to recovery
is different too, and no one can predict at the beginning
how rocky or snmooth it will be, howlong it’s going to take,
and what |ies beyond. The situation nmay seem quite dark and
bl eak at the onset, but that may only be because you feel as
if youre in a tunnel! Don’t give up! A sunny day may be
just a short distance down the track.
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Different for all Folks but only 2 Kinds of Strokes

While, typically, neither two strokes nor
their resulting effects will appear to be
the sane, there are really only two basic

ki nds of stroke causing these highly diverse
probl enms. The bl ood supply to the brain is
di srupted or dimnished, and that situation
conmes about because of

1. bl ockage (a “bl ock™)
2. bleeding (a “bleed") Stroke Dissection

The “bl ock” can be a blood clot, fatty material or any
foreign matter getting stuck in an artery like debris-I|aden
wat er through a clogged pipe: at nost, only a trickle of

bl ood can get through, and the brain needs nore than a
trickle to deliver the required anmount of oxygen to function
properly. These strokes can also be called thronbolic
(cerebral thronbosis, a clot formed at the site of

bl ockage), enbolic (enbolism a clot, air or foreign object
formed el sewhere that travels to the site of bl ockage) or
ischemc (a catchall word for any type of bl ockage).

There is also sone evidence, though rare, that vessels can
spasm or contract and shut off blood flow, causing a

bl ockage of blood to the brain. A “bleed” occurs when a

bl ood vessel bursts, allowing blood to flowinto the brain
or its surrounding area. Other terns associated with bl eeds
are henorrhage and ruptured aneurysm

The di agnosis doctors will generally wite on
the patient’s chart that it was a CVA, or
cerebrovascul ar accident. The description of the
CVA includes | ocation of the stroke: cerebrum
(right and I eft hem spheres), brainstem or
cerebel lum Though all these and other parts of
the brain operate synbiotically and to sone
degree share functions, there are usually

di stinct problens associated with each section,
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where typically, |ike snowflakes, no two persons are alike.
An injury in the right hem sphere will affect the left side
of the body, quite often causing total paralysis (right-
sided hem plegia) or partial paralysis (right-sided

hem paresis), and vice versa for the | eft hem sphere.

Because often, the | eft hem sphere handl es | anguage skills,
frequently those stricken in the |eft hem sphere have speech
and/ or conprehension problens. The brainstemcontrols vital
aut onom ¢ human survival functions, so there nay be

paral ysis on both sides and/or a coma, |ow |evel of

consci ousness or inpaired breathing. Mst bal ance and
coordination is controlled in the cerebellum so abnornal

refl exes and bal ance problens will result froman injury
t here.
While a stroke is a probl em by whatever nane you call it,

it’s inmportant to know what kind of stroke your |oved one
has had, what the probable cause was, and what synptons can
general ly be expected. Early on, have a doctor highlight on
a drawing of the brain exactly where the problem occurred
and the fancy nane assigned to it. Have the doctor explain
what body functions are controlled in that part of the brain
t hat has been damaged. You' Il have enough probl ens w thout
having to appear dunb every tinme a new doctor, nurse, or

t her api st asks the inevitable: “And what kind of stroke did
we have?”

How Do MDs Know It'sa CVA?

It’ s al phabet soup tine in the energency
room A CAT (often called just a CT scan )
or MRl scan will usually confirmthe

di agnosis. Whether CAT or CT, it is
pronounced “cat” and stands for
Comput eri zed Axial Tonography or just
Comput ed Tonography. MRl is pro-nounced em
are-eye and stands for Magnetic Resonance |Inmaging. Either

wi |l help diagnose a henorrhagic stroke. But in the case of

i schem c stroke, often CAT scans are inconclusive,whereas in
an MRI, a clot will show up nice and clear, such that a
doctor will know if they can safely adm nister tPA tissue
pl asm nogen activator, the clot-busting drug. If deened
apropos, it nust be administered within three hours of the
onset of the stroke, and if mstakenly given to a victim of
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a bl eed-type stroke, death can occur. But, if given quickly
under the correct circunstances, tPA can greatly reduce
damage from stroke, and even save a life. Therefore, it’s

i mportant that the ABCs of stroke be followed in order.

Later on, the Mbs will go about the business of finding out
if the stroke was caused by a blood clot, why it happened,
and how does the problemget fixed (if it can be fixed).
Anot her stroke is a possibility if the underlying problem
isnt solved. Blood clots fromthe heart, for instance, may
be investigated via el ectrocardi ograns (EKG and

echocardi ograns (ultrasonic “videos” of the chanbers and
val ves in action, to uncover places where a clot m ght

form.

There will be many blood tests: some to rule out clotting

di sorders, sone to neasure |evels of various enzynes and

ot her nmetabolic factors and others to nonitor the thickness
of the blood. Medications may be given to thin the bl ood and
correct irregular heartbeats. Decisions mght need to be
made as to whether surgery will be required and when. If
possible, it’s often best to put off surgery until
significant recovery fromstroke can be affected.

Al though there are just two basic types of stroke, there are
many causes for stroke, and many tests to determ ne cause.
However, because the brain is so conplex, there will be
situations where the doctors sinply cannot determ ne the
cause, and wll treat the patient according to best

judgnment. BUT, particularly if the stroke victimis not
elderly (and nore than one-third are not), a diagnosis
shoul d be determ ned and given, and — if the cause is not
readily evident — the patient should be undergoing a battery
of tests to determ ne cause. If you are being told that no
one knows why your |oved one had the stroke, and no

di agnostic tests are being performed beyond the CT and MR
ask why further tests are not being adm nistered.

Keeping Hope Alive for the Challenges Ahead

59 Ohe thing all stroke victins have in comon is
that life will be forever changed in sone way.

In addition, everyone close to the victimw I
experience a life-altering adjustnment. No
famly menber or good friend escapes the reach
of this paralyzing agent. In addition, the

degree of recovery can be in direct
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proportion to the amount of support put forth by the famly-
and-friend network.

Once you’ ve been assured that the stroke’s threat to life
has waned, be wary of statenents from people (often nedica
prof essional s) who say there is no recovery after “x” anount
of time. For many, recovery continues for years, and
sonetinmes a lifetime. Recovery usually cones nore quickly
during that first year, but seldom ceases. The brain
continues to formnew pathways as it heals, and there wll
be tinmes when recovery is great and tines when it sl ows.

| f you are facing a situation where your |oved one has been
felled by stroke, it is very inportant to understand that,

i n nost cases, nobody (not even the nost experienced nedical
prof essionals) can really predict how much the survivor wll
or will not recover. No matter what you are told, stroke
recovery is very unpredictable and varies with each
individual. Try to take each day one at a tinme. Take joy in
each nonent of progress, and know that there is always room
for hope. Sonetimes neurol ogi sts and ot her doctors, even

t hough knowing their territory very well, wll comunicate
through statistics, and their talent in understanding the
conplexities of the brain does not necessarily extend to
under st andi ng the enotional needs of a new survivor and
their famly. We're conplex too! In addition, we don’t need
to be frightened by soneone rattling off the statistics of
average recovery or possibility of recurring stroke. As we
said, every stroke is different. And we certainly don’'t want
to be thrown into the heap called “average.”

Stroke Caregiver: An Unwelcome Job
Opportunity

It’s not a job you apply for. Chances are, if

al ready enpl oyed; you don’t need or want anot her
job, much less this one. Usually you have no
prior experience, you don’t know the | anguage,
you don’t have the proper tools to do it, the
pay isn’t conpensatory to the task, it nay cone
at atime in your life when you don’t have the
energy required to do the job well, you may be
expected to do it without giving up all the

ot her jobs you may have, but there IS job security — as it

may | ast forever!
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It’s like you're on your way to the restroomat the theater
on openi ng night, and soneone says, “YOU'” The star is sick,
t he conductor hasn’'t shown up, the stagehands have gone on
stri ke, and you' ve been tapped to step in and nake sure the
show goes on for 20 years. If you don't, soneone dies (or so
you're led to believe). Caregiving isn't |ike parenthood
where you have had nine nonths to prepare. You were once a
kid, and you ve seen mllions of parents in the act of doing
their job prior to having to do it yourself. And it’s not a
deci sion you can just say no to, |like when you were

t hreatened with not having your kid in Scouts unless you
becane the scout |eader. So? The kid can play soccer and not
be a Scout. This is a bigger deal. Stroke offers few

opti ons.

Suddenly you’re front waemmaao|] and center stage in the
wrong outfit and fi: f' totally cluel ess.
Qui ck, soneone give - I that person a handbook!

ROKE CARFGIVERS
HANDEOOK

Chapter 2
Acute Care

Emergency Room — A Matter of Life or Death
Checkl i st

> Wthin 3 hours of onset of stroke, get CTI & MRl scans
and eval uation for possible treatnment with tPA (cl ot
buster drug) — if this treatnment is appropriate and
given, this can save a life, or save the survivor from
alifetime of disability.

> Be certain of drugs and dosages being taken by victim
and take steps to verify nedical history as accurately
as possi bl e.

> Call a friend to be with YOU. Realize you are in shock
and two pairs of ears are better than one. Soneone
(preferably one with a clear head) nust take notes.
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When the new stroke victimis in the
hospital, probably first in
i ntensive care and then in regul ar
care, that is when the designated
caregiver has to step to (or be
pushed up to) the plate so the gane
/ go on. In this age of insurance
c cut backs and nanaged heal th care,
every hospital patient needs an advocate to help | ook out
for their well-being. A stroke victim because they have
suffered an attack to the brain, may have nore than the
usual anount of difficulty with comruni cation, conprehension
and of course, nobility. A team of advocates is needed!

can

First job assignnment: Del egate assistant advocates.

Intensive Care — Be Faithful
Checkl i st

> Take care of yourself first.

> Take nountains of notes.

> Keep ALL records in a safe and easy-to-find | ocation.
> Contact victims enployer to determ ne benefits.

> Don't pay any bills yet, other than neeting required
deducti bl es.

Chances are that during this stage, friends and famly wll
cone to your aid. There are cards, flowers, concern,
attention, food, visitors and offers of help. TAKE I T ALL!
Especially the offers of help. Line up people to be with the
patient, in shifts, to take notes when doctors appear, to
rem nd nurses and aides that if they had read the chart,
they’d know this patient cannot nove one side, etc. Do NOT
try to do it all yourself. This is going to be a | ong haul.
You' |l need to conserve your energy and get plenty of sleep
(ask your doctor about drugs to assist in sleep, if
necessary, to insure this happens). Don’'t all ow soneone to
get rid of his or her guilt and sense of duty by just
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droppi ng off one | asagna. The answer to “lIs there anything I
can do?” is ALWAYS “Yes.” (Freeze the |asagna for use |ater.
You nmay get ten the first week, but chances are you won’t
see another one for the next ten years.) Don't forget to

t hank profusely as you come up wth another small task to be
done. “Pick up stanps at the post office, take in dry

cl eaning, etc. PLEASE!”

Keep a not ebook. Better, keep two notebooks. Label
t hem appropriately. Caregiving 101, which will be
t he toughest course you'll ever study. Invest in a
t hree-hol e punch if you don’'t have one, a couple
of very fat three-ring binders, and sone index
tab separators. Save every scrap of paper and
docunent. Use one notebook for notes (with
nanmes, dates and tinmes) fromevery encounter
with any and all nedical personnel. You may al so
want to utilize a tape recorder (ask perm ssion to

use it —“Can | record this? |I always get things m xed up!”)
to have a nore accurate record of doctors’ orders or answers
to questions you ask. It can also save a |ot of grief when
comi ng home with a survivor who “renmenbers exactly” what the
doctor said.

Use the ot her notebook for all nedical records &
correspondence, insurance receipts and nedical bills. You
are entitled to copies of all test results and nedi cal
records. Sign a release, and keep themin the notebook.

Al ways keep an up-to-date |ist of all nedications, dosages
and prescription filling histories handy. It will be needed
every tinme you see a doctor, therapist, or have to have the
stroke victimhospitalized. It mght help to create this
list on a conputer, so it’s easy to update and print.

Li kewi se, a scanner can be used to scan and print out copies
of nmedical bills to send to the insurance conpany. Saves
maki ng copi es, and keeping a backup on a floppy disk gives
one extra place to look for receipts that are “lost.”

And, if all this organization is sinply too nmuch for you at

this very stressful time — see if sonmeone can help with this
task, else, find yourself a big box, and put EVERY scrap of

paper and every record into that box, and deal with it when

your head is clearer. Store the box in an easy-to-find

pl ace. There will conme a tinme when you will be glad you took
five mnutes to do this.

Do NOT pay any bills before the insurance conpany goes
through their entire approval process — which may be nonths
in the making. If the insurance conpany disallows any
paynment, it is YOUR RIGHT TO APPEAL that judgnment. One nmjor
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i nsurance provider admtted that 98% of all judgnents are
reversed when appeal ed. Once you pay $1 of a bill, you are
claimng full responsibility for that bill, and once you pay
a doctor or hospital yourself, you will spend years trying
to get that noney back fromthe insurance conpany, if at

all.

Hospitalization — Be Vigilant
Checkl i st

> Ask questions - nmake sure they're answered clearly to
your satisfaction.

> Arrange for a swall ow assessnent.
> Physical therapies begin now - be proactive.

> Health Care Proxy, Powers of Attorney, Do Not
Resuscitate (DNR) Orders shoul d be negotiated, as
appropri at e.

> Maintain a positive attitude, but be realistic.

> Don't allow negative comments in front of the patient.
They may not be able to speak, but can hear. They may
al so under st and.

> ©Make hospital environments cheery with the appropriate
conforts of hone.

This is no time to be shy and denure. There are tines in
life when it’s smart to pretend to know what you don’t. Not
now. In the schematic of a stroke tinme line, you re the

equi val ent of a two-year-old — so act |i ke one. Ask “Wy?”
“How cone?” and “Wat for?” a hundred tinmes a day. Throw a
tantrumif things don’t go the way you think they should. Be
a tattletale and go to authority figures if those beneath

t hem m sbehave. (Al so, give thank you in the form of hugs
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and conplinentary notes to those in charge, telling them who
was especially good.) If you can’'t transformyourself into
an aggressive, in-your-face, don’ t-give-ne-any-guff type of
personality, call in a “big brother” to help fight your
battles. But don’t be a whiner. Nobody |ikes a whiner at any
age. You are fighting for the life of soneone you |ove, and
you deserve respect from every-one.

Stroke may be hard for you to swallow enotionally, but,
physi cal |y speaking, swallow ng may be the survivor’s first
probl em Muiscles on one side nay not be working properly,
and the opposite of what you think is true: the thinner the
consi stency, the harder it is to go down. Water and thin

[ iquids come back up or, worse, aspirate into the |ungs.
Foods may need to be puréed until a swallow test can be
done. It’s sort of like a noving X-ray where therapists

wat ch as dyed liquids are ingested to see where they go —
successfully down the esophagus, or unsuccessfully

el sewhere. Only after they pass the test should a stroke
victimbe allowed real food. If they flunk, don’'t despair!
That doesn’t nmean they’ || never eat again. The swal | ow
nmuscl es can often be therapeutically rehabilitated just as
t he bi gger ones can.

Physi cal , occupational and speech therapies should begin in
the hospital, as soon as the patient is nedically stable
enough to tolerate them To reduce their descriptions to the
| owest possible terns, physical therapy takes care of | egs,
occupational therapy takes care of the hands and arns and
personal care skills, and speech takes care of verbal
comuni cati ons.

Cccupational therapy may be the hardest concept to figure
out because at this stage it has nothing to do with one’s
occupation. It doesn’'t matter if the patient is a doctor,

| awyer or Indian chief. After a stroke, their main job is to
| earn how to dress, brush teeth, and learn life's basic
skills, coping with the disabilities the stroke has handed
them That's the job of the occupational therapist.

It’s inportant that all nonworking parts be put through the
notions they would do if they were working normally. These
are called Range of Mdtion (ROM exercises. Inpress the

t herapi sts by asking themto teach you how to adm ni ster

t hese. They can al so give you instructional sheets to keep
in your notebook. This will be your first hands-on job since
you' re the one with two working hands. Junp in and keep the
patient’s |linbs | oose! Besides being val uable physically, it
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will send a strong nessage of |ove and conmtnment that wll
be m ssed by no one.

|f the brain recovers enough to tell those Iinbs to nove
again, they nust be ready to respond. “l forgot” is seldoma
good excuse in any situation, so nove on in and don't allow
nmuscles to forget their noves. Riddle: Wiat is life's
greatest luxury that you will have nore of while the stroke
victimis in the hospital, but you won't realize it unti

the patient is hone and then you'll have none of it.

Answer : Ti ne!

Take advantage of that little |ifesaver on the hospital

ni ghtstand called the tel ephone and get your lives in order
before tine runs out. Here's who should be called to hear
your call for HELP

The hospital social worker:

Do you have a Durabl e Power of Attorney in your |oved
one’s will? You wll need both a regular (financial)
Dur abl e Power of Attorney AND a Medi cal Power of
Attorney. Get the social worker to access the
hospital’s Notary Public (this should be free) and have
these two fornms signed. Do not |eave an ending date for
the termof the contract. This may legally be left

open.

Have the hospital put this in the file and ask themto
make it part of the PERVANENT nedical file. Even if you
have these fornms at hone or in your safety deposit box,
do this anyway and save tinme. |If things go bad, you
will not have tinme for attorneys to review forns. Be

pr epar ed!

The employer of the stroke survivor:

Speak to the inmedi ate supervisor and to the Human
Resources person-in-charge. Get nanmes and phone
nunbers. Discuss Long-TermDi sability, Sick Leave, and
Social Security Disability with them (The soci al

wor ker above may be helpful in this regard as well.)

Fi nd out how nuch they can do for you, and |l et them do
it. Remenber the answer to the question, “Can | do
sonmet hing for you?” is always a resounding “Yes!”
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Social Security office:

Look in the phone book for the |ocal phone nunber, or
you can find Social Security online at

http:/7ww. ssa. gov Find out what benefits are
avai [ abl e and how to go about applying for them This
process takes nonths. The paperwork is nonunental, but
once the application is approved, the benefits pay back
to the date of the beginning of the disability. Get it
going while you' re sitting bedside.

Insurance company:

CGet the nane and DI RECT phone nunber of a caseworker
you can call regularly. They may becone your best
friend. They may cringe every tinme they hear your nane,
but recognition is better than starting anew every tine
you have to call

In addition, while you' re sitting in the hospital room
| ook around and see how it can be nade nore cheery. On
a bulletin board, display get-well cards, post photos
of famly nenbers, your hone, favorite pets, a bel oved
truck, children’ s or grandchildren’s art work. Bring in
alittle radio set on their favorite station; a Wal kman
with tapes of nusic they like is a good idea (nake sure
it’s durable —they land on the floor a lot). A

cal endar with birthdays and holidays noted is nice, and
celebrating all is even nicer. Make a sign-in sheet for
visitors so you know who cane and when. You can't rely
on the patient’s nenory or ability to tell you who was
there. Sign in yourself and sign sone guilt away | ater
on when you count up how often you were there for your
survi vor!!

That dreadful call button may cause nore problens and
frustration than all the stroke disabilities put
together. ‘Push the button, get help nay seem

el enentary, ny dear Watson, but to a stroke survivor it
can be as conplex as calculus. It doesn’t help that
those on the helping end of the button frequently
forget that the survivor has a communication problemto
begin with. Mastering the call button may take you the
equi val ent of a Master’s degree in teaching skills.
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Then the staff shift changes, and you have to start al
over again.

First, make sure the button is |ocated on the working side
of the patient so they can reach it. It’s on a cord; tie it
to the bed rail. Twist ties work well for this purpose. Put
up a sign rem nding aides that one side (of the patient) is
not working, and call buttons, water pitcher, etc., mnust
remain on working side. In many areas of the country,
hospital workers are often of Hispanic origin and speak
limted English — if you have a friend who speaks Spani sh,
ask themto help you nake signs in Spanish as well, if this
is appropriate. Another sign saying “Unable to Speak” will
be hel pful because big signs will be read before charts.
Sonetines it seens charts are never read.

Make sure there’'s a note at the desk receiving the cal
(fromthe call button) that your survivor may not be able to
respond to just a verbal “May | help you?” Practice,
practice, practice with the patient to see that they know
how to use it, when to use it and what the response will be.
If the button is |ocated on the same device with the TV
controls, put apologies on that |ist of

practice items. Approximtely 150 tinmes a day they will push
the help button when they’'re trying to change the channel!

Common Early Problems — How to Deal with Them
Checkl i st

> Aphasi a

> Subl uxati on
> Skin breakdown
> Loss of bl adder and bowel function

> Depression/enotional issues

Aphasia: Difficulty Communicating

Aphasia is the nedical termused to indicate a
communi cation inpairment that results in an inability
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to express oneself by speaking, witing or gesturing
(expressive aphasia) and/or an inability to understand
written or spoken | anguage (receptive aphasia). This
typically happens to those who suffer a stroke that
affects their body’'s right side. The range of severity
varies frompatient to patient. Each person with
aphasi a has a uni que set of speech and | anguage
problens. It may nmean conplete | oss of speech (severe
aphasia) to just an occasional difficulty finding the
right word or using an incorrect word (mld expressive

aphasi a). Receptive aphasia problens may range from an
occasi onal m sunderstanding of a word to a conplete
inability to understand all words.

Most individuals with aphasia are conpetent nentally
and have not lost intelligence or conmon sense, which
makes aphasia a very frustrating disorder. They know
what they want to say; they just have trouble putting
their thoughts into speech or witing.

The good news is that aphasia doesn’t get worse unl ess
there’ s another stroke or brain injury. Al nost all people
i nprove. How much and when it wll happen falls into the
“each survivor is different” category. The primary goal is
to learn to cope with the probl emand comuni cate
effectively despite the aphasia. To reach this goal, a
speech therapist is an absol ute nust.

Some helpful hints for dealing with aphasia:

1. Acall bell (like those at hotel desks), bicycle
horn or other noi senaker can be used by the survivor to
signal that sonething requires attention.

2. A laser pointer can be useful.

3. Apictorial dictionary, basic letter boards and

pi cture boards help the patient express their needs.
These can be made with a conmputer using |large type and
clip art. Elenentary school flash cards can be used in
a variety of ways.

4. I ndex cards can conmuni cate nost commonly needed
itens and expressions:

Bedpan, Water, Thank you, Sorry, | |ove you, Help.
Lam nate themto | ast |onger. Labels on al

objects in the roomthat they may want to use:

t el ephone, lanp, TV, glass, book. Nane everything
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you touch as you use it. Aphasiacs frequently | ose
t he nanes of objects or nunbers. They may cal
everything a “key” or person’s name and al t hough

t hey know dinner is at six, they may call it “ten
o’ cl ock.”

5. Speak slowy and clearly (not loudly, they can still
hear), one person at a tine. Being aphasic in a roonfu
of people is like having that many tel evisions all set
to different channels at the sanme tinme. It’s

i mpossi bl e, confusing and upsetting to follow any one

pl ot .

6. Assune the patient can understand and don’t say
anyt hi ng negative, or what you wouldn't want themto
hear, in front of them

7. Encourage the patient to talk even if the words
aren’t correct or are just repeating what you say. Not
talking for fear of enbarrassnent is worse than trying
and not doing it well. Try not to answer for the

i ndividual, as practice is necessary for inprovenent.

8. Oten a stroke survivor who cannot speak can sing.
Play music |i ke golden oldies or sonething that wll
personal ly stinmulate them |ike a holiday carol or *“I
Left My Heart in San Francisco.” If you' re one of the
rare breeds who can sing the national anthem go for
it!

9. Keep the TV on ESPECI ALLY when there’s no one
around. |If you have the TV option for captions of words
bei ng spoken, use it — it’s a good stinulus for the

br ai n.

10. The Anerican Heart Association has sone good

bookl ets, such as Caring for a Person with Aphasia: 1-
800-242-8721; www. strokeassoci ation.org/| O her good
resources are

The Nati onal Aphasia Association: 1-800-922-4622;

Wwv. stroke. org| and The National Institute of
Neur ol ogi cal Di sorders and Stroke: 1-800-352-9424,
pwww. ni nds. ni h. gov. 000

Subl uxati on: Di sl ocated Shoul der

Support the shoulder of the affected side, don't let it
be left hanging, the arms “dead” weight will cause it
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Ski n

Loss

to pull out. Hospital therapists should be providing
for this — if they are not, be sure to inquire as to
why not. Have an occupational or physical therapist
expl ain and denonstrate the proper resting of the
affected armon a pillowto aid in subluxation
preventi on.

Br eakdown

Protect skin from breaki ng down by noving the patient
often, keeping the skin clean, aerated and dry, and
having any red spots or sores treated as soon as they
appear. The use of a bedpan frequently may cause skin
irritation. Adult diapers may be a better idea.

of Bl adder/ Bowel Function

Oten after a stroke, survivors find it difficult to
pass urine or are unable to control when the urine is
passed, and the sane is often true of bowel novenents.
While this could be caused by damage to the part of the
brain that governs control, it nmay not be a probl em of

i nconti nence, but a problem of communication. The
patient may be unable to communicate the need to enpty
their bladder. It is inportant that the caregiver be
sensitive to this situation and work with the nurses in
charge to reestablish a nornmal pattern

Depr essi on/ Enoti onal |ssues

Stroke, like death, represents a catastrophic personal

| oss. The only way to heal, to be able to cope, is
through a grieving process of several stages. There is
(in no particular order) shock, anger, relief,
depression, denial, nourning, acceptance, and a noving
on. Gief is a very

per sonal experience that takes time and work. In
addition, there is no socially acceptable way to grieve
for a person who hasn’t died. Though the patient should
be encouraged to grieve their loss, it is a natural
catharsis and therapeutic towards their getting on with
life. Stroke can be nore devastating than death because
there is a living rem nder of the person who used to
be. Depression is the nost comon normal reaction, and
anger and frustration fall right into the Iine. For
stroke survivors, the depression issue is often
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i ncreased because stroke can greatly alter brain

chem stry — and literally depletes the survivor’s brain
of the natural chem cals that control depression. The
only way to get beyond feelings of anger, guilt and
sadness is to experience and express them and to seek
medi cal advi ce about possible antidepressants for the
patient (and for yourself for that matter; you m ght be
in grief yourself and many of these principles m ght
apply to you too). Gadually, with conprom se,
under st andi ng and patience, and with the hel p of

famly, friends, doctors, counselors and even

anti depressant drugs, coping will take place.

Conclusion of Acute Care

It’s inportant for the caregiver to know that by virtue of
the fact that you | ove the stroke victim you have
everything you need to nake the right decisions that nust be
made duri ng

energency room intensive care, and acute care in the
hospital. Despite the shock, sorrow, and terror you are
feeling, the caregiver nust ask nmany questions, chall enge
medi cal advice, research alternative options, get nore
opi ni ons and act on your own commobn sense. It certainly
doesn’t make it easier that you' re physically exhausted and
enotionally zapped. Be aware of the possibility that the
doctors, nurses and therapists do not know it all. Insurance
[imtations and professional ego, and often NOT the best
care possible for the stroke patient, nay be the guiding
factor in their decisions. Only the caregiver’s conmon
sense, commtnent to the survivor, personal observation
courage and research will give you the insight to know

whet her or not the care that is given is indeed best for
your | oved one. Trust yourself, and don’t be enbarrassed or
afraid to fight for what you believe to be right.
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Chapter 3
Moving On to Rehabilitation

Selecting a Rehabilitation Facility
Checkl i st

Sel ect the best possible rehab facility for your
| oved one based on:

> Reputation

> Reconmmendati on

> Personal Visitation
> (Ceographic Location

> CARF accreditation

After the stroke victimhas been in the hospital ’
| ong enough so that their insurance can declare them =¥
a survivor — and a nedically stable one at that - >
it wll be time to nove on to rehabilitation. How _1°
does one decide where to go to get the best

possi bl e rehab? If given a choice between !

i npatient rehab, outpatient rehab or even “in i

home” rehab, nost caregivers who have been there,
done that, wll advise you to not even attenpt outpatient
rehab until the patient has been through at |east sone
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inpatient. The period after hospital discharge is stressful
enough wi thout having to deal with the additional stress of
transporting a patient who isn’t very nobile and may be very
weak to rehab several tines a week. Mdire than likely, this
is a decision that is driven by one’s insurance coverage.
However, inpatient rehab is worth fighting for with the

i nsurance conpany, in the event this is not initially
offered. Oten just a personal nmeeting with the survivor’s
primary care physician, neurol ogi st and/or physiatrist is
all it takes to enlist their help in making this
recomendati on becone reality. If insurance continues to
refuse an inpatient program the next step to fight for is
i n-home rehab, when therapists conme to your hone, making
early therapy nuch easier on caregiver and patient. This is
a tenporary solution until the patient gains sufficient
recovery and strength to nore easily get to outpatient
rehab.

A professional photographer once advised that to obtain the
best possi bl e photos, you just have to buy the nost
expensive canera. The pricier the lens, the higher quality
the resulting photos. We're here to tell you that insurance
provi der and doctors don’t shop that way for rehabs.

| nsurance will go for the facility with the |owest price
(you get the picture) or the facility that will cut themthe
best deal (sonetinmes the one nost desperate for business).
In addition, sone doctors have been known to steer patients
to the facility in which they have sonme sort of financial
interest. Therefore, it’s inportant to do your own research
to get the kind of results that will please you, and then
fight insurance to pay for it. If insurance coverage is

t hrough one’ s enpl oyer, one effective measure for bringing
pressure agai nst a stubborn insurance conpany is to contact
t he human resource director or union representative at work.
| nsurance providers tend to |listen nore carefully when the
one who is purchasing |large quantities of their product
starts talking. Therefore, in the end, the rehabilitation
facility you select may not be picture perfect, but you
shoul d have no doubts that it’s the best avail able place for
your |oved one to start down the road

to recovery.

The first determ ning factor of the selection process is
where you live. In sonme areas, or if you are part of a
strictly “in-house” HMO, there may not be any choice. In
that case, you go to ABC Rehab, no deci si on necessary.
However, if upon planning the hospital exit, you' re given a
paper to sign saying you weren't coerced into selecting ABC,
a big light bulb should illum nate over your head. It’s one
of life’'s “Ahal” nonments. Alternatives nust be out there!
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As with all else related to stroke and all catastrophic

i1l ness, keep asking questions. It’s hard to have any sort
of nmedi cal experience without running into several others
whose brother-in-law had the sane thing. So, start talking
up a stormuntil you' ve started a tornado of information
whirling about you. A good place to start is with nedical
personnel . Ask any doctor or nurse, specialty doesn’t
matter: |If you had a stroke, where would you want to be sent
for rehab? A pattern will emerge, and it nay be negative:
“Anypl ace but ABC. | wouldn’t send ny dog there.”

Wi |l e chances are you' d buy a doghouse wi thout too nuch
research, would you send your kid to a school you never

vi sited? Buy a house froma brochure? Personal visits to
rehab facilities are an absolute necessity. In addition to

t he basi c personal observations — like, is it clean? — other
gquestions shoul d be asked:

> |s there a doctor on site? If not, how often does one
visit? What happens in the event of a nedical
energency? First, a facility nust neet the nedica
needs of the patient.

> \What percentages of patients have had a stroke or other
traumatic brain injury? Are needed therapies — PT, O,
speech — available? Is therapy individual or group? Is
it adm nistered by certified |icensed professional s?
How many hours are devoted to therapy? Wiat do the
patients do for the rest of the day?

> How long is the average stay for a stroke survivor?
What percentages go hone fromrehab versus go to a
nursi ng honme?

> Do they have cable television, and does it include ESPN
if the patient is male? O Lifetinme if female? If it’s
inportant to your patient, ASK!' You may think we jest,
but even patients suffering from aphasia and ot her
speech problens, enjoy the famliarity of certain
entertai nment they enjoyed before the stroke. And, it
may al so be an indicator to the overall humanity and
confort level a facility seeks for its patients. A
country club you probably don’t care about — but it is
al so not your goal to place your |oved one in a place
where they are treated |i ke a package of rice on the
shel f.
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> (bserve the average age of the patients. If the
survivor is soneone, whose say, not even 50, a rehab
facility filled with 80-year olds isn't going to be the
nost i nspiring environment.

There’s a lot to be said in favor of geographic conveni ence.
If visitors are inportant to the patient, don't send them
far fromtheir visitation network. Driving into a big city
may not faze sonme fol ks, but to many others, especially

ol der people, you mght as well have placed the patient in
the m ddl e of Broadway and Ti nes Square. Nobody’s going to
drive there no how no way. However, if we're talking the
Mayo Cinic versus Podunkt own Rehab, go to the superior
facility and the heck with visitors.

Still, for some, the insurance conpany will erect brick
wal | s everywhere you turn. Once you have fought the good
fight to no avail, certainly you nust take “sonmething” if it

is offered, over nothing. And, while noney tal ks, nost of us
do not have it (often heavily in the throes of the financial
stress that follows in the wake of major illness) and
ultimately have to accept what insurance will pay for. Do
not despair! Unless a rehab facility is conpletely

i nconpetent (unlikely, given board certification

requi renents), basic care and therapy will be provided. But
you will probably have to work a |little harder, and not be
able to rest quite as easy. If the facility is not of your
choosing, it does nean you may want to be there nore
frequently, or solicit the good favor of a dear friend or
relative who can share the |l oad of nonitoring the quality of
care. In addition — who knows? — little gens ..a marvel ously
tal ented or conpassionate therapist, e.g., can be discovered
in the nost unlikely of places. And, finally, there is one
nore thing to keep in mnd if you feel insurance is not
provi di ng what you had hoped. This isn’t a reason to lie
down and give up hope. Stroke recovery is only part therapy.
Sure! — getting excellent therapy, wth the nost progressive
techni ques available, is what you want if you can get it -
and, yes, you should bother to fight for it. It wll,
certainly, inprove the survivor’s chances of greater

physi cal and nmental recovery. However, if this isn't in the
cards, a great deal of stroke recovery happens anyway, as
sone pathways in the brain begin to rebuild thenselves in a
sl ow, natural process. Renenber our mantra: no two strokes
are alike?

Until there are nedical advances that actually enable the
brain to build new pat hways around the destroyed tissue,
therapy is not the be-all-end-all. The best therapy in the
worl d generally cannot hel p nost stroke survivors recover
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conpletely .and the nost nediocre (or even no) therapy won't
prevent some stroke survivors fromrecovering a great deal
You sinply do not know until tinme passes (sonetines nonths,
sonetimes years), and recovery potential becones nore
clearly evident.

What Makes a Good Rehab Facility?

There’ s an organi zati on nanmed CARF
(Commi ssi on on Accreditation of
Rehabilitation Facilities) that will do the
honmewor k and answer that question for you.
It’'s Iike the Good Housekeepi ng Seal of
Approval for Rehab Facilities. Except CARF
seal s of approval aren’t so preval ent. CARF doesn’t give out
its seals capriciously. It’'s very difficult for a rehab
facility to get CARF accreditation. And if they succeed, you
can bet your gait belt that they’' Il display the franmed
citation in a prom nent place and stanp “CARF Accredited”

all over their literature and stationery. Make sure the
accreditation is for the current year and not |left over from
1986, be-cause it’'s even harder for a facility to get
reaccredited. Al so, nake sure the accreditation is for Adult
Rehabilitation as it nay be for sonme other programlike
Reentry into the Job Market. A hospital that offers both in-
and outpatient rehab may get an accreditation seal for one
and not the other. The framed citation wll list the
prograns included in the accreditation.

A facility that does not have CARF accreditation may or may
not be a bad one, but one that does have it is certain to be
a good one. Reach CARF at |http://ww.carf.org|l or 520-325-
1044.
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Life at the Rehab Facility
Checkl i st

> Continually reeval uate your decision of selecting this
facility.

> Cet to know therapy and therapi sts.

> Establish yourself as the advocate in charge and
Iiai son between patient and staff.

> Realize recovery isn't fast; celebrate the small steps.
> Be a constant source of positive encouragenent.

> Make surroundi ngs pleasant, but getting out of there
often is nore pleasant.

You’ ve selected the facility you feel is a good match to
your survivor, and they nove in. One thing to keep in the
back of your mnd is that this is not an irreversible
decision. If things don’t work out the way you thought they
woul d, renenber that the door that you wal ked in through

al so has the capability to |l et you back out.

At the beginning, it’s very inportant for the caregiver to
be there to make sure the patient settles in well and has
sonme understanding of the routine. Meet every person that
has a role in your |loved one’s care. Introduce yourself to
each therapist and sit in on the sessions. Have the

t herapi sts explain exactly what they’ re doing and why, and
t hen ask how you can help and what activities you can do
during “off-therapy” tine, weekends or during visitation.
It’s inportant to establish your position as sonmeone who
wants the best possible care for your patient and one who is
willing to help get it.

Dependi ng on your |oved one’s condition, it may be difficult
for themto verbally conmmuni cate needs and pain to the
therapist. For the first few sessions it nay be up to you to
devi se a

comuni cati on net hod between therapi st and patient to
signify what hurts and the degree of pain or displeasure.
This may be a hand, finger, nod or an eyebrow signal. The
met hod of communi cati on doesn’'t matter as long as there is a
di al ogue that is understood. You know the patient best; in
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your role as advocate, it’s to everyone’s advantage to make
sure the therapists get to know them their physica
di sconforts and enotional needs as well.

Evaluating the Competency of Therapists

Carry that symbol of authority, THE CLI PBOARD, and take
not es.

e 1:00 I ndividual PT schedul ed.

e 1:05 Inquired as to whereabouts of therapist. No
expl anati on can be given.

e 1:10 Supervisor nmakes calls. “Therapist is on the way.”
e 1:22 Therapi st appears, |ooks around for equi pnent.

* 1:30 Area is finally ready for therapy. Patient asked
to do 12 leg lifts. Can patient count to 12? Can patient
do leg Iifts? Does patient even know what a leg lift is?
Ther api st | eaves before finding answers.

e 1:40 Therapi st returns, wakes up patient, asks if 12
leg lifts have been done. “Yes” is the reply. “No” shoul d
have been the reply.

If these are the sort of notes you re taking,
and the therapist is acting in that manner while
you’ re obviously taking notes on a clipboard,

I magi ne what happens when you’re not there.
That’ s why you're there. As soon as you realize
what you are docunenting is a negative trend, do
sonmet hing about it. Determne if the problemis
Wi th one therapist or aide and request a change
fromthe supervisor

Sonetimes there is a personality conflict between patient
and therapist. Wiile you may not be qualified to judge a

t herapi st’ s technical expertise, you certainly can tell if
they’ re condescending, inpatient, belittling, apathetic,
cruel, negligent, heavy-handed, harsh or just plain gives up
on the patient. You should be aware that many therapists are
necessarily “tough” because they nmust be, to notivate an

ot herwi se unnotivated patient — and do try observe enough to
sort this out first. Myreover, often, a patient wll express
a great dislike for a therapist that drives them hard, and
chal | enges them However, the match up between patient and

t herapi st has to be a productive one. This isn't a marriage
—it’s nore inportant than that! Alife is at stake! Sone
patients do better with male therapists rather than femal e
(men patients who have an abundance of wonen running their
lives especially may need a nmal e presence). Al ways have good
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docunentation to back up your request for a change in
personnel . If your docunentation shows that the whol e place
IS operating at substandard efficiency, run to the nearest
phone and demand an audi ence with the Executive Director of
the facility. Rem nd them and yourself again, how the door
to the facility works both in and out. If there’s no other
alternative facility to threaten with, threaten to go to the
one with the big bucks: the insurance provider. Insist on a
breakdown of billings for all services rendered. Mke sure
you have a log to back up disputes: show that the one-hour
billed was, in fact, 20 mnutes. It can turn into an

unpl easant job, but you' Il need to dig your heels in and
fight for what you know to be right.

Your | oved one deserves an opportunity to regain as nuch as
t heir devel opnental functions as they can. Good therapy w |l
help maintain and retrain a stroke victinm s body, spirit and
m nd, including nuscle tone, flexibility, coordination,
nmotor skills, cognition and speech. A good rehabilitation
facility should be conmtted to nake this happen. You nmay
have to remind its adm nistration of these basic rights and
that you intend to do whatever is necessary to obtain them
Your “right” to do so is granted by virtue of the fact that
you | ove the person who can’t

fight for hinself. A good rehab facility has a staff that
will listen to the caregiver and ask your opinions. You are
the only one there who knows who and what the patient was
before the stroke.

In the Best of Times, in the Best of Rehabs. . .

One thing to keep in mnd is that even if you found the
finest rehab facility with the very best therapists in the
worl d, progress in stroke recovery is usually neasured in
very small increnments. This is not a fast process. Wal king,
tal king, nmoving the affected arm do not come over-ni ght even
if the therapy is tinely, and the therapist works every
mnute of their allotted tine. Individual results often
vary. [Reread Chapter 1] Two strokes are sel domthe sane.
Unfortunately, there is no published tinmetable available to
determ ne the degree of recovery and when it’s going to
come. Recovery doesn’t end at three weeks, or three years.

It continues for alifetinme. In addition, if you think it’s
sl ow now, guess what? It’s going to get slower with tinme, so
rehab is the tinme to utilize the staff and the doctors and
to “make hay while the sun shines.” Use this tinme w sely and
to the best advantage of the patient. Make sure everyone
around your |oved one thinks and acts in a positive manner.
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There isn't a place for negativity in this scenario. Try
very hard not to make conparisons to others in therapy. Mke
others (friends, relatives) aware as well! — that every
brain recovers at a different rate and to a different
degree, no matter how notivated the patient, how nuch
therapy is provided or by whom Don’t ever allow the word
NEVER to be uttered. If your patient is receiving pain or
nmuscl e-rel axi ng nedi cati on, nmake sure that it’s given at a
time when it will nost benefit therapy. It certainly is
easier to do physical tasks when one is pain-free, so be
sure that those nedications aren’t just dispensed at a X

o’ clock without regard for when the therapy will take place.
No, the doctors and nurses don’t always think of that.

Because progress is so slow, it’s very inportant to
continually encourage the patient to work hard and not give
up. Celebrate the inprovenents, no matter how di nky. Get a
Bl G cal endar |ike the ones used as desk blotters. Crcle the
date of the stroke and wite in all m|estones when they are
achieved: first solid food, first step, etc. Make the

pati ent aware of the date — nunbers and nanes of days and

months are often lost — it helps themin their awareness and
time franes. It’s al so hel pful when they’ re discouraged:
“Look two weeks ago you couldn’t even do . Now

you' re an expert.” \Wien sonet hing big happens (first step,
first glimer of novenent, ANY recogni zabl e acconplishnent),
have a party! Have ball oons and approved “party food and
drink” on hand for such an occasion. Inpatience is a BIG
part of stroke so it’s inmportant to not have to wait for a
cel ebration. Just show the patient how very proud you are of
t hem now, and don’t forget to wite it down on the cal endar,
surrounded by stars! Take pictures or videos — because it is
nearly guaranteed that the patient will be unlikely to see
their own progress. They just renmenber how they were before
the stroke, and is constantly aware that they’ re not that
way any nore. Try hard to keep the survivor aware of their
presence in the real world. Watch the news and discuss it,

if language isn't a barrier. Watch conedies. Listen to radio
and listen to nusic. Tal k about what you are seeing, doing,
hearing. Tal k about famly and friends, about all things you
woul d normal Iy have tal ked to them about in the same voice
you used to use. Yes, they have suffered a stroke, but they
need to know that the outside world is still there and
waiting for their return

Just as you did during acute care hospitalization, decorate
the patient’s room Put up pictures of friends and famly.
Thi s hel ps the survivor renenber who they are and gives the
staff anot her dinension of the fallen soul |aying there:
this was an active person with a famly, |oved one. Looking
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t hrough photos with the patient is nentally stinulating, but
go easy. The brain at this stage needs to heal, it can

qui ckly overload and result in exhaustion. Ask if there were
anything fromhone they’d like in the room any magazi ne
fromthe newsstand, if they were able to read.

| f possible, take the patient for wal ks/rides throughout the
facility. Explore every nook and cranny, inside and out.
Take advantage of outings they may have — make sure your
patient gets signed up, even if you have to sign on too as a
chaperone for the group. Try to get the survivor out of
their roomas nmuch as possible. The roomis for sleeping and
resting, not a place to hide or escape fromthe world. As
soon as it is allowed, take the patient out on a pass away
fromthe facility. This may require sonme testing by the
staff to be sure that you can transfer the patient and
attend to whatever needs nay arise. Go get a

noni nstitutional type nmeal! (A greasy hanburger with French
fries and a malt will cure a |ot of what ails you, and
contrary to nedical opinion, it will not cause instant
death.) Just be careful not to overload the senses. After
being in a controlled environnent, Saturday afternoon at a
mal |l at Christmas-tinme probably isn’'t a good idea.

Can We Go Home Now?

Your idea, and the insurance conpany’s

i dea, of when the tine is right for Hone
Sweet Honme are not likely to coincide.
Twenty years ago, a patient m ght have
conval esced in a rehab facility many
mont hs until they could go hone and live
i ndependently. However, no nore. Sone inpatient rehab stays
are as short as a few weeks. The main criterion for |eaving
the rehab facility may be as basic as being able to transfer
to and froma wheelchair with assistance. It may al so be
that the patient is not recovering sufficiently (in the
“Great Eyes” of the insurance case worker) to continue to
benefit froma continual program of inpatient rehab.

So, no matter how you cut it, the burden is placed squarely
on your shoul ders as the caregiver. (And, this is the

i nstant when you will begin to treasure that tine when your
| oved one was out of nedical danger, but tenporarily under
care and feedi ng of sonmeone el se.)

You' |l generally face one of two scenarios at this point.
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Sadly, neither heralds the end of this |long road. The nost
positive one: the patient has recovered enough to go hone
(often with lots of daily assistance), and can continue with
out patient therapy, sonetinmes at the sanme inpatient

facility. In the second scenario: recovery has been |imted,
and the patient pretty nmuch requires full-time care.
Typically, therapy is no | onger covered by insurance, and it
beconmes a deci si on whether the patient can be cared for at
home or requires continued stay in a nursing facility.
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