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&DUHJLYHU6HOI$GYRFDF\
Reprinted from the National Family Caregivers Association

What does it mean to be a happy person when you are a family caregiver?
How do you stand up for yourself, take care of yourself, and find a balance
between your own needs and those of your loved ones? These are heady
questions, and ones that we have discussed often at the National Family
Caregivers Association (NFCA) because they are at the core of our search
for meaning and our need to have a code to live by as caregivers.
We’ve now given form to the many ideas we have discussed, and want to
share them with you. We call them NFCA’s Principles of Caregiver Self
Advocacy. They are the fundamental tenets by which we now try to live, and
we hope you too will use them as guideposts as you come to terms with your
life as a family caregiver.
1) Choose to take charge of your life.
Caregivers sometimes feel like victims, as if all
choice has been taken away from us. We often
ask: Why did my spouse/parent/child get sick,
have an accident? Why did this happen to our
family? Why did it happen to me? We so often
feel out of control.
Having a sense of control, or choice, is a relative thing and depends as
much on our attitude as it does on our circumstances. As long as you are
alive and mentally competent, you have the freedom to choose. You may
not be able to control the course of a disease or the effects of an injury,
but you can control how you live with it. You can let it take over your life,

or you can let your life progress and incorporate your loved one’s disability
into it.
2) Honor, value, and love yourself.
If you are like most caregivers, you are probably worn out and are
questioning yourself all the time; but don’t for a minute doubt how good a
job you’re doing. You’re doing a great job! And you owe it to yourself to
take very good care of yourself, to love yourself.
Are you familiar with the safety message that airline flight attendants give
during take-off? “If the cabin loses pressure, an oxygen mask will drop
down from the bulkhead. If you are traveling with a small child, or
someone else who needs assistance, put your own mask on first.”
They are right. You can’t help someone else if you are gasping for air, but
that’s what caregivers are always trying to do. You can’t give and give
without renewing your energy. We fill our cars up with gas when they are
on empty. Can’t we be at least as good to ourselves? After all, we’re
worth it!
3) Seek, accept, and at times DEMAND assistance.
Are you aware that 76% of the family caregivers who responded to an
NFCA survey last year don’t get consistent help from other family
members? Perhaps part of the reason is because we don’t ask for it, or
don’t accept it when it is offered. There is nothing wrong in asking for, or
accepting, help. There is no reason to martyr yourself.
Seek/accept and at times demand assistance from others to lighten
your load. That’s NFCA’s third Principle of Caregiver Self-Advocacy. You
have a right to ask for help, and you have a right to be angry when you
don’t get any. Don’t be afraid to stand up for
yourself. It might actually make you feel good.
Often friends want to help, but they don’t know how.
We’ve all heard people say: “Call me if you need

me,” and we question whether they mean it. What do you have to lose by
finding out? The worst thing anybody can do is say no. In fact, those
people who do want to help sometimes need a concrete suggestion on
how they can benefit you the most. The next time someone says: “Call
me if you need help,” try responding, “I need you right now. Would you be
willing to stay with Jack while I go get a haircut on Saturday morning?”
4) Stand up and be counted.
The last and perhaps most valuable part of NFCA’s Principles of
Caregiver Self-Advocacy is the strength that comes from knowing you are
not alone, and the belief that there is power in numbers. Caregivers
represent more than 10% of the adult population of this country. Nobody
knows exactly how many family caregivers there actually are, but
estimates suggest that there are more than 25 million. We are
everywhere, but we are invisible. At NFCA, we believe we need a
caregivers movement in this country to gain recognition for caregivers, to
broaden services, to educate caregivers, and to provide us with more
support. There is a wonderful feeling of empowerment that comes from
standing up for yourself. There is a wonderful feeling of empowerment
that comes from recognizing your own worth, from knowing you are not
alone and that millions of others share your same concerns and feelings.
Family caregivers can be a powerful force for change in their own lives,
and in the lives of their loved ones, if they are willing to be their own
advocates. Stand up and be counted, that is the NFCA’s fourth Principle
of Caregiver Self-Advocacy.
We hope you will use these principles to take control of your life, to honor,
value, and love yourself, and to find the help you need. Together, we can
gain recognition and benefits for ourselves and for all caregivers across this
great land.
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A Checklist of Stress Symptoms

Physical Symptoms of Distress Involving Skeletal Muscles
1.
2.
3.
4.
5.
6.
7.
8.
9.
10.

Tension headaches
Frowning
Gritting or grinding of teeth
Jaw pain
Stuttering or stammering
Trembling of lips or hands
Muscle tenseness, bracing, and aches
Neck aches
Back pain
Aggressive body language

Physical Symptoms of Distress Involving the Automatic
Nervous System
1.
2.
3.
4.
5.
6.
7.
8.
9.

Migraine headaches
Increased sensitivity to light & sound
Lightheadedness, faintness, or dizziness
Ringing in ears
Enlarged pupils
Blushing
Dry mouth
Problems swallowing
Frequent colds or bouts with the flu
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Automatic Nervous System (cont.)
10.
11.
12.
13.
14.
15.
16.
17.
18.
19.
20.
21.
22.
23.
24.
25.
26.
27.

Hives
Rashes
“Cold chills” or “goose bumps”
Heartburn, stomach cramping, or nausea
Uneven or rapid heartbeat without exercising
Difficulty breathing
Sudden, suffocating panic, as if you are about to die
Heart and chest pain
Increased perspiration
Night sweats
Cold, sweaty hands
Painfully cold hands & feet
Gaseousness or belching
Frequent urination
Constipation
Nervous diarrhea
Lowered sexual desire
Difficulty with sexual orgasm

Mental Symptoms of Distress
1.
2.
3.
4.
5.
6.
7.
8.
9.
10.
11.
12.
13.
14.
15.
16.
17.

Anxiety, worry, guilt, or nervousness
Increased anger and frustration
Moodiness
Depression
Increased or decreased appetite
Racing thoughts
Nightmares
Problems concentrating
Trouble learning new information
Forgetfulness
Disorganization or confusion
Difficulty making decisions
A sense of being overloaded or overwhelmed by problems
More frequent crying
Suicidal thoughts
Fear of getting close to people
Loneliness
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Behavioral Symptoms of Distress
1.
2.
3.
4.
5.
6.
7.
8.
9.
10.
11.
12.
13.
14.
15.
16.
17.
18.
19.
20.
21.
22.
23.
24.
25.

Inattention to dress or grooming
More frequent lateness
A more “serious” appearance
Unusual behavior
Nervous habits, such as finger or foot tapping
Rushing around or pacing the floor
Increased frustration & irritability
Edginess
Overreaction to small things
Increased number of minor accidents
Perfectionism
Reduced work efficiency or productivity
Lies or excuses to cover up poor work
Fast or mumbled speech
Defensiveness or suspiciousness
Strained communication with others
Social withdrawal
Constant tiredness
Sleep problems
Frequent use of over-the-counter drugs
Weight gain or loss without diet
Increased smoking
Recreational drug use
Increased alcohol use
Gambling or overspending

Family Caregiver Support Program
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An important step in managing stress and improving our mood is to stop and
listen to the things that we say to ourselves. Are we saying positive, uplifting
things or do we berate ourselves? We tend to be our own worst critic and we
don’t always have realistic expectations for ourselves. Have you ever
thought that you had to be the perfect caregiver?
The next step is to tear that negative statement apart and separate fact from
fiction. You may not even realize that the negative things that you are saying
to yourself are not true! We just believe that they are true, when if fact, they
are thinking errors (cognitive distortions). The following is inspired by
Feeling Good: The New Mood Therapy by David. D. Burns, M.D. Examples
have been added to help you change negative self-talk to more positive
statements.

It’s Either All Bad or All Good: You see yourself as a failure if you make
even a small mistake.
Negative
Positive
“I was late making dinner for Mom. “I’m a good daughter whether
I’m such a lousy daughter.”
dinner is late or not.”
I Always, I Never: You see a single negative event as a never-ending pattern
of defeat.
Negative
Positive
“I never get dinner ready in time.
“I’m sometimes late with serving
I’m always messing things up!”
dinner, but most of the time, dinner
is right on time.”
“It’s impossible to mess up all the
time. Sometimes I make mistakes
just like anyone else.”

Nit-Pick: You criticize your mistakes and dwell on them and you filter out
anything positive.
Negative
Positive
“I made this big Thanksgiving
“The family enjoyed getting
dinner, but the turkey was dry.”
together for our Thanksgiving meal.
We had a lot of fun.”
It Doesn’t Count: Instead of celebrating your successes, you tell yourself and
other that it was just a fluke.
Negative
Positive
“She wouldn’t compliment me if she “It was nice that she noticed how
really knew me.”
well that I take care of Mom. I try
really hard.”
Just the Facts: You see things as being negative, even when there are no
facts to support it. This includes:
Mind Reading: Even though you don’t have super powers, you know
what people are thinking and it’s all about you and it’s all negative.
Negative
Positive
“I know that she thinks that I’m a
“It’s impossible for me to know
horrible caregiver.”
what she is thinking. I have no
proof that she is thinking that.”
Look Into My Crystal Ball: You can foretell the future and just know
that things will not work out.
Negative
Positive
“I know that I won’t be able to give “The more I help Mom with
Mom a shower the right way.”
showering, I will learn what works
best for the both of us.”
Mountains Out of a Mole Hills: You magnify your mistakes and shrink you
successes and positive qualities.
Negative
Positive
“I was late giving Mom her
“Being late with Mom’s
medications today. I’ve made a
medications isn’t the end of the
horrible mistake & everyone will
world. It’s really helping Mom that
know that I’m a terrible daughter.” I’m here to give her medications to
her.”

I Feel it, So it Must Be True: You think that your negative emotions reflect
the way things really are.
Negative
Positive
“I feel guilty. I must have done
“I may have wanted to do
something wrong.”
something differently, but I didn’t
do anything wrong or harmful.”
I Should, You Should: Should statements only lead to guilt, anger,
frustration, and resentment.
Negative
Positive
“I should be able to take care of
“I’m doing the best that I can. The
Mom & keep the house as clean as house may not be as clean as Mom
mom used to.”
kept it, but she is comfortable and
“I should be doing more. I
safe.”
shouldn’t take a break.”
“It’s important that I take breaks so
“My sister should be doing more to that I can take better care of Mom.”
help.”
“I know that my sister is helping
when she can. At least she visits
Mom once a week.”
Name Calling: When you make a mistake, you label yourself as a loser and
failure. When someone’s behavior rubs you the wrong way, you call them
names, too. These names can be explosive.
Negative
Positive
“I’m such a loser!”
“I’m being too hard on myself. I
made a mistake. It doesn’t make me
a loser.”
“My brother is such a jerk!”

“I don’t always agree with the
decisions that my brother makes. I
know that he cares about Mom.”

Everything’s My Fault: You carry the weight of the world on your shoulders
& feel guilty for things that you have no control over.
Negative
Positive
“It’s my fault that Mom is in a
“I didn’t cause Mom to have a
nursing home.”
stroke. She is in a nursing home so
that she can receive all of the help
that she needs.”
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YRZVWKDWVD\V\RXKDYHWRGRLWDORQH
♦7HOOSHRSOHZKDW\RXQHHG'RQºWDVVXPHWKDWWKH\
VKRXOGNQRZ
♦.HHSDOLVWRIFKRUHV WDVNVWKDW\RXQHHGKHOS
ZLWK7KHQZKHQVRPHRQHVD\V¼/HWPHNQRZLI

WKHUHLVDQ\WKLQJ,FDQGR½\RXFDQKDQGWKHPWKH
OLVWDQGOHWWKHPSLFN
♦6HHNFRXQVHOLQJRUDWWHQGDVXSSRUWJURXS

7DNHWLPHRII
ZLWKRXWIHHOLQJ
JXLOW\
JXLOW\

,WLVLPSRUWDQWWRWKHZHOOEHLQJRI\RXUORYHGRQHWKDW
\RXWDNHEUHDNV1RWWDNLQJWLPHRIIOHDGVWRFDUHJLYHU
FDUHJLYHU
EXUQ
EXUQRXWZKLFKFDQSXW\RXUORYHGRQHDWULVNIRU
RXW

DEXVHDQGRUQHJOHFW,I\RXUORYHGRQHSURWHVWVWKDW
\RXDUHOHDYLQJDFNQRZOHGJHKLVKHUIHHOLQJVEXW


VWDWHWKDWLWLVLPSRUWDQWIRUWKHERWKRI\RXWKDW\RX
WDNHDEUHDN
♦&RQWDFWWKH)DPLO\&DUHJLYHU6XSSRUW3URJUDPDQG
/LIHVSDQ5HVSLWH&DUH1HWZRUNLQ\RXUDUHD
♦$VNIULHQGVIDPLO\RUFKXUFKPHPEHUVLIWKH\
ZRXOGEHZLOOLQJWRVWD\ZLWK\RXUORYHGRQHHYHQLI
LWLVRQO\IRUDIHZKRXUV
 ♦+LUHDSULYDWHKRPHFDUHZRUNHURUXVHDQDJHQF\
WRSURYLGHLQKRPHFDUH
♦)LQGDQDGXOWGD\UHVSLWHSURJUDPLQ\RXUDUHD
♦&RQWDFWORFDO$GXOW)RVWHU+RPHV 5HVLGHQWLDO&DUH
)DFLOLWLHVWRVHHLIWKH\RIIHURYHUQLJKWRUGD\UHVSLWH
VHUYLFHV
.QRZ\RXOLPLWV
7KLVPHDQVOHDUQLQJWRVD\¼12½.QRZLQJ\RXUOLPLWV
.QRZ\RXOLPLWV
UHDFKLQJRXWIRUKHOSEHIRUH\RXDUHEH\RQG\RXU
OLPLWVLVDQLPSRUWDQWFKDUDFWHULVWLFRIDVWURQJ
LQGLYLGXDOQRW
QRWDVLJQRIKHOSOHVVQHVVLQDGHTXDF\RU
QRW


IDLOXUH
6HWJRDOV SULRULWL]H
SULRULWL]H ,WLVDOULJKWWRWDNH¼EDE\VWHSV½%UHDNWDVNVLQWRVPDOO

PDQDJHDEOHSLHFHV5HPHPEHUWKHZRUOGZRQºWHQGLI
\RXGRQºWJHWWKHGXVWLQJRUGLVKHVGRQH:KDWºV
LPSRUWDQWLVWKDW\RXUORYHGRQHLVUHFHLYLQJJRRGFDUH
LVVDIH%HIOH[LEOH/LIHKDSSHQVHYHQZKHQ\RX

KDYHRWKHUWKLQJVSODQQHG/HDUQVRPHHIIHFWLYHWLPH
 PDQDJHPHQWWHFKQLTXHV
+DYHIXQ
+DYHIXQ
♦)LQGKXPRULQ\RXUFDUHJLYLQJVLWXDWLRQ OLIHLQ

JHQHUDO6WXGLHVVKRZWKDWODXJKWHUKHOSVWR
VWLPXODWHEUHDWKLQJPXVFXODUDFWLYLW\ KHDUWUDWH
ZKLFKLQWXUQKHOSVWRUHGXFHVWUHVV VWUHQJWKHQ
WKHLPPXQHV\VWHP
♦'RWKHWKLQJV\RXORYHWRGRWKDWKHOS\RX¼UHFKDUJH
\RXUEDWWHULHV½

♦5HZDUG\RXUVHOI<RXKDYHGHILQLWHO\HDUQHGLW

0DQD
0DQDJH\RXUVWUHVV
H\RXUVWUHVV











<RXFDQGRWKLVE\
♦5HFRJQL]LQJ\RXUZDUQLQJVLJQVHDUO\:HGRQºW
DOZD\VSD\DWWHQWLRQWRWKHUHGIODJV([DPSOHVRI
UHGIODJVPD\EHLUULWDELOLW\DQ[LRXVQHVVVQDSSLQJ
DWRWKHUVHDWLQJWRRPXFKPXVFOHWHQVLRQGLIILFXOW\
VOHHSLQJÂ $OVRVHH¼$&KHFNOLVWRI6WUHVV
OVRVHH¼$&KHFNOLVWRI6WUHVV
6\PSWRPV½
6\PSWRPV½ 
♦,GHQWLI\LQJWKHVRXUFHVRI\RXUVWUHVV$VN\RXUVHOI
¼:KDWLVFDXVLQJVWUHVVIRUPH"½,VLWWU\LQJWRGRWRR
PXFK"'LIILFXOW\VD\LQJQR"<RXUORYHGRQHDVNLQJ
WKHVDPHTXHVWLRQRYHU RYHU"
♦,GHQWLI\LQJZKDW\RXFDQ FDQQRWFKDQJH7RR
RIWHQZHWU\WRFKDQJHWKLQJVWKDWZHGRQºWKDYHDQ\
FRQWURORYHU7KHRQO\WKLQJWKDWZHFDQFKDQJHLV
RXUVHOYHV KRZZHSHUFHLYHWKLQJVKRZZHUHVSRQG
RXUDWWLWXGHV RXUVHOIWDON :HFDQQRWFKDQJHQRU
GRZHKDYHFRQWURORYHURWKHUSHRSOHRUWKHGLVHDVH
SURFHVV:HPD\QHHGWRDFFHSWWKDWWKHSHUVRQZH
ORYHDVZHOODVRXUOLYHVKDVFKDQJHG
♦+DYLQJUHDOLVWLF
UHDOLVWLFH[SHFWDWLRQVDERXWZKDW\RXFDQGR
UHDOLVWLF
 ZKDW\RXWKLQN\RXVKRXOGGR7KLVPD\PHDQ
FKDOOHQJLQJ\RXUWKRXJKWV EHOLHIV $OVRVHH
$OVRVHH
¼3RVLWLYH6HOI
¼3RVLWLYH6HOI7DON½ 
♦(GXFDWLQJ\RXUVHOIDERXW\RXUORYHGRQHºVGLVHDVH
VRWKDW\RXFDQEHUHDOLVWLFDERXWZKDWWKH\FDQ 
FDQQRWGR
♦5HIUDPLQJWKHZD\\RXORRNDWDVLWXDWLRQ,I\RX
FKRRVHWRORRNDWDVLWXDWLRQLQDPRUHSRVLWLYHOLJKW
\RXFDQHDVHPXFKRIWKHVWUHVVDVVRFLDWHGZLWKLW
:KDWDUHWKHKLGGHQWUHDVXUHVRIFDUHJLYLQJ"
♦.HHSLQJWKLQJVLQSHUVSHFWLYH
♦/HDUQLQJ XVLQJUHOD[DWLRQWHFKQLTXHVVXFKDV
GHHSEUHDWKLQJVWUHWFKLQJPHGLWDWLRQJXLGHG
LPDJHU\RUDURPDWKHUDS\

