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What It Takes to Be a Caregiver

Who is a caregiver?

Life changes when a person is told “You have cancer.” But the patient is only ongebtie
affected by the cancer. Life also changes for those who care about antelgesston with cancer.
And life also changes for the person who will help the patient get through the coqneeemrce —
the caregiver.

Here, the caregiver is defined as the person who most often helps the personeeitland is not
paid to do so. Professional care providers are paid to give care. They tend to havenitedre |
roles, and they are not discussed in detail here.

Unpaid caregivers are sometimes callddrmal caregivers orlay caregivers. In most cases, the
main (primary) caregiver is a spouse, partner, parent, or an adult child. Whenisamotyaround,
close friends, co-workers, or neighbors may fill this role. The caregivex kag role in the
patient’s care. Good, reliable caregiver support is crucial to the physicainatidmal well-being
of people with cancer.

Here is some idea of what to expect if you become a caregiver for a pets@andger along with
some tips on ways to take care of yourself during this time.

Why is a caregiver needed?

Today people spend far lesstime in the hospital than in the past. This means that sicker people are
being cared for at home.

There has also been a shift in cancer treatment, and a lot of it is now done in outeatient
centers. This means the family has to be part of the day-to-day care ofsve \weth cancer.

Today, families provide about 80% of home-care services. Caregivers adomgythings that,
until recently, were done by trained health professionals.

What does a caregiver do?

Caregivers have many roles. These roles change as the patient’'shreegts during and after
cancer treatment. Caregivers serve as home health aides and companionsayThelyp rieed,
dress, and bathe the patient. Caregivers arrange schedules, manage insues\canig provide



transportation. They are legal assistants, financial managers, and housekespeoften have to
take over the duties of the person with cancer, and still meet the needs of othemfamiders.

As a caregiver, you have a huge influence — both positive and negative — on how the camter pat
deals with their illness. Your encouragement can help the patient stick withaadiamtreatment
plan and take other steps to get well, like eating healthy meals or gettingh rest.

Caregivers solve problems

The person with cancer faces many new challenges. As the caregivamyelg the patient deal
with these challenges and get through any problems that come up. The bespraititce and
manage problems is to first try to understand the problem, as well as the desile Caregivers
who are realistic, but positive; careful, but creative; and focused, but flex#d®arces of
strength and security for people with cancer.

For example, suppose the patient’s white blood counts drop, they develop a fever, andlgs a res
need to be in the hospital. This can be very upsetting and may be seen as a setback bty the fam
and the patient. The caregiver can:

* Help address their concerns by pointing out that the patient will need to be in thel imspita
only a short time until antibiotic treatment has the infection under control.

* Make sure that the patient has everything they need while in the hospital, includmgsdoc
prescriptions for non-cancer related medicines taken at home, such ag tinystmiod pressure
medicine.

« Call all the doctors involved in the patient’s care and tell them about the infectidimaioe
patient is in the hospital.

« Check that arrangements have been made for the patient to stay on the anéiblaiioe or as
an outpatient after leaving the hospital. If daily visits to the outpatient éaniV
(intravenous) antibiotics are needed, the caregiver can coordinate peoplette hpelpent get
there and back each day.

These kinds of tasks may be too much for the patient to tackle while fighting infedtierkifid
of help is valuable. It's a reassuring sign for the patient that this sortgroblem can be
managed and solved.

Caregivers are part of the team

The caregiver is part of a health care team made up of the patient, othgrafiagnitiends, and the
medical staff. As a caregiver, you may find yourself working closely thi¢ health care team,
doing things like:

» Giving drugs
* Managing side effects
* Reporting problems

* Trying to keep other family members and friends informed of what’s happening



« Helping to decide whether a treatment is working

As part of the team, you will help coordinate the patient’s care. Caregitenshave to keep track
of prescriptions, know which tests are to be done, and make sure all involved doctors know what'’s
going on. They often find themselves preventing mix-ups and keeping track of paperwork.

A good caregiver is a vital health care resource. In many cases, theaiethe one person who
knows everything that's going on with the patient. Don’t be afraid to ask questionkambtas

during doctor visits. Learn who the members of the health care team are and know botadb c
them. Getting the right support and information can help both you and your loved one with cancer

Caregivers involve the patient

Good communication with the person you are caring for is the most important part ablgolir
may be hard for the patient to take part in daily planning and decision-making bnegtse
dealing with the physical, emotional, and social effects of cancer and tnéa¥foar job is to
involve the patient as much as possible, so they know they’re doing their part to eyet-Hert
are some things you can try to do to keep the patient involved:

» Help them live as normal a life as possible. To do this you might start by helpingléuéde
what activities are most important. They may need to put aside those that argptesant in
order to do the things enjoyed the most.

» Encourage them to share feelings and support their efforts to share. For inEthegeyegin
talking to you about their feelings about cancer, don’t change the subject. Indtkst them
talk. You might want to share how you're feeling, too.

« Let the patient know you are available, but don’t press issues. For exanmpdg, af¢ trying to
do something, such as dress themselves -- they might be struggling, but it amhfmrthem
to be able to do this. You may want to do it for them, but don’t. Let them decide when they
need help.

* Remember that people communicate in different ways. Try sharing by weitimgusing
gestures, expressions, or touch. Sometimes, it may be really hard to sapuiteateeling,
but a gesture such as holding hands might show how you feel.

» Take your cues from the person with cancer. Some people are very private whgendthe
talk more about what they are going through. Respect the person’s need to bimreed to
remain quiet.

« Be realistic and flexible about what you hope to talk about and agree on. You may need or
want to talk, only to find that the patient does not want to do it at that time.

» Respect the need to be alone. Sometimes, we all need time alone — even you.

You might find that the person you're caring for is acting different — angryt guodewithdrawn,
or just sad. If you get the feeling that they aren’t talking to you bet¢hegavant to spare your
feelings, make sure they know that you are always open to listening, even abbubpcsy If
they keep acting very sad or withdrawn, you might want to talk to the canceeaaralbout what
could be causing it and what can be done. (See our informAtigigty, Fear, and Depression and
Distress in People With Cancer on www.cancer.org, or call us for copies.)



What does it feel like to be a caregiver?

Despite the sadness and shock of having a loved one with cancer, many people find personal
satisfaction in caring for that person. You may see it as a meaningfuhabkdlbws you to show
your love and respect for the person. It may also feel good to be helpful and know thrat you a
needed by a loved one.

You might find that caregiving enriches your life. You might feel a deep sessg¢igfhction,
confidence, and accomplishment in caring for someone. You may also learn about ingérsstre
and abilities that you didn’t even know you had, and find a greater sense of purpose @wryour
life.

The caregiving role can open up doors to new friends and relationships, too. Through a support
group, you can get to know people who have faced the same kinds of problems. Caregiving can
also draw families together and help people feel closer to the person who needs car

Caregiving can also be frustrating and painful. People caring for verpaiehnts may notice their
own feelings of severe sadness and emotional distress. They may feel sadrgssf aver their
loved one’s illness and may also feel overwhelmed or frustrated as theyrtapage many
difficult problems. Caregivers can develop physical symptoms, like tirednes®ahbk sleeping.
This is more likely to be a problem for caregivers who aren’t able to getuport they need, and
who don’t take care of themselves — especially those who try to press forwarceakmas their
own quality of life suffers.

Caring for someone going through cancer treatment can be demanding, but beingtgmad a
give you a sense of meaning and pride. These good feelings can help providentjib aind
endurance to continue in the role for as long as needed.

What if | don't want to be the caregiver?

It's quite normal to feel overwhelmed, burdened, and even trapped at timesavbde/ng. If

your family has had troubled relationships in the past, you may wonder “wHyvioe™ay feel
that the caregiver role was dumped on you without your consent. You may feel unpre@sed o
unable to manage the responsibilities and feelings that go with it. You may fesingréom

family members, friends, and members of the health care team to provide gaite,ltlsng little
or no desire or ability to do so.

If you became a caregiver because of other people’s wishes, you need to think aboui Fesl y
about being pressured into caregiving. Mixed feelings at the onset of this roéaddn h greater
sense of frustration later on. You should decide on your limits and make them known as soon as
you can — before the demands of caregiving become a problem. It's not easy to doritothetse
resist the change, and it can take a lot of courage to do it. If you know you’re gonegt

resistance, talk with the patient’'s team social worker first. Or gouask their doctor about a

referral so you can talk with someone about the caregiver problem.

Addressing the problems early can help you and the patient get the help you neegpahavie
to, make other plans for care. In situations like this, it might be helpful to find sontelbeakp tyou
with caregiving so that you know from the start that the role will be shar@doltmay be better to
find someone else to act as the primary (main) caregiver.



What about my needs and feelings?

It's hard enough to deal with the fact that someone you love has cancer isttpatie. Your

loved one may be too sick to work or do their normal activities, and it's painful to think that they
now have an illness that might take them away from you. But being there arglfoatimat

person as they go through cancer treatment can be even more stressful anchgxhaakes
emotional, spiritual, and physical strength. It also takes time: in one stteh50% of caregivers
spent more than 8 hours a day caring for patients who were getting chematfhaepis often a
financial burden to caregiving, too, if you lose time from work. And for some people, itosty
money to pay others to do things they usually do for themselves but no longer have time for.

On top of your normal day-to-day tasks, such as meals, cleaning, and drivirgngiregy
transportation, you will become an important part of the cancer treatraentTéis busy schedule
often does not leave time for caregivers to take care of their own needs. You yleeintize

need to turn down job opportunities, work fewer hours, or even retire early in order tiheneet
demands of being a caregiver.

If you need some time away from work, speak with your boss or benefits offy@irlivorkplace
has an Employee Assistance Program, look into what it offers. Some offer auyisseVices for
money concerns, stress, and depression. If you can’t or don’t want to stop working, gbbenig
able to take unpaid time off under the Family and Medical Leave Act. Whethearilyte able to
do this depends on your job and how you are related to the person you care for. (See our
information on thd=amily and Medical Leave Act (FMLA). You can read it on our website at
www.cancer.org, or you can call us and have a free copy sent to you.) You miaycatbat the
people you work with treat you differently because of the time you must spend oriogresks.
This can affect you financially, as well as personally.

All these changes in your living situation can lead to anxiety, hostility, aregantment,
frustration, and depression. These are normal feelings that must be recogdirneghaged. Ask
the health care team about resources that are available to you and useftmemadland
supported caregivers can better manage the harder parts of the role. Tietyearble to see the
good parts of the role, too. They are also better able to see the value of their car

The support of friends and family is key to both the person with cancer and the caregiver
Caregivers often feel tired, isolated, depressed, or anxious, and are lgs® Irkelch out for help.

In one study, California caregivers of patients with brain tumors thought it wouldybbatpful

to be able to talk to someone who had been through a similar experience, but more than half had
not been able to satisfy this need. They also mentioned the need for support to deal with their
anxiety or stress, with more than half reporting that they did not have enough sBppsital

problems like heart disease, high blood pressure, sleep problems, increased riskiafisnfe
depression, and fatigue have been linked with caregiving. You may not have thought much about
it, but while you are helping your loved one, you must also take care of yourself.

Overwhelming concern for a sick loved one may distract you from takiegotgourself. You

may find there’s conflict between the needs of the patient, your own needsearektls of your
family. Many caregivers forget to eat, don’'t get enough sleep or exeaoidegnore their own
physical health concerns. Be sure to make and keep your own doctor appointments,giet enou
sleep, exercise, eat healthy foods, and keep your normal routine as much as Yiaiiogortant
not to feel guilty or selfish when you ask for help or take time for yourselfalBgg care of
yourself, you will be better able to take care of your loved one.



You can start by setting limits on what you expect from yourself. Know #éneigcfor someone
with cancer can be an overwhelming job. It pays to ask for help before stressupuittere are
some ways to take care of your own needs and feelings:

Plan things that you enjoy
There are 3 types of activities that you need for yourself:
» Those that involve other people, such as having lunch with a friend.
» Those that give you a sense of accomplishment, like exercising or finishingeet proj
* Those that make you feel good or relaxed, like watching a funny movie or taking.a wal

Make an effort to notice and talk about things you do as they happen during the day. Watch the
news or take time to read the morning paper. Set aside time during the day, hkeadueal,
when you do not talk about your loved one’s illness.

Think about joining a support group for caregivers or using
counseling services

Talk with a nurse or social worker or contact your local American Canceatémr services in

your area. Talking with other caregivers can help you feel less atgmmal tan't visit a group in

person, the American Cancer Society also has the Cancer Survivors Netwo)k 4@ 8Nline

community of people whose lives have been touched by cancer. Other organizatiansshaet

based groups and even online counseling, too. Through online or in person support groups, people
can share their stories, offer practical advice, and support each other thraeghesiperiences.

Most importantly, don’t try to do it all yourself

Caregiving alone for any period of time is not realistic. Reach out to otheotvé them in your
life and in the things you must do for your loved one.

When others want to help

Although caring for someone with cancer can be fulfilling, it can also be dematirgjressful.
Good communication can help you work through tough times, but almost always theréog just
much for one person to do. Asking for help and/or allowing others to help can take some of the
pressure off and give you time to take care of yourself. Often family emdi$rwant to help but
may not know how or what you need. Here are some tips for including family and friends:

» Look for areas where you need help. Make a list or note them on a calendar.

» Hold regular family conferences to keep everyone involved. Use these mestupates and
care-planning sessions. Include the patient.

» Ask family and friends when they can help and what jobs they think they can do. You may als
contact a person with a certain request. Be very clear about what you need.



« As you hear back from each person, note it on your list to make sure they have tals#n ca
what you needed.

There are many online resources that can help you manage your job agcasagh as the
American Cancer Society’s Cancer Survivors Network, the Cancer Supporti@amrand

others listed in the “National organizations and websites” section of “To leamahout
caregiving and coping.” These offer support for people caring for a loved one wharicer.

Some sites also offer other features, such as group calendars to orgaeredred areas to create
personal websites that concerned people can access for updates. Examplesaoé thes
caringbridge.org, lotsahelpinghands.com, and thepatientpartnerproject.oyoStnase also
allow others to sign up for specific tasks when help is needed. Taking full advantage of
resources available to you is another way you can take care of yourself.

What if | make mistakes?

No matter what you do, you will very likely come to a point where you feel that weufaged in
some way. It seems obvious that as a caregiver, you do the best you can. You try taheclude
patient, other concerned family members, and close friends in important discussio@byays
try to make decisions that are in the patient’s best interest — decisiogsulatd the patient can
live with. But sometimes you will feel that you could have handled a situaticar bettione
something a better way.

At these times, it's important not to blame yourself. Find a way to forgive ybarsemove on. It
helps to keep in mind that you will keep making mistakes, just like everyone side.Keep a
sense of humor about it. And try to recognize those things that you do well, too. Thesar#hings
often easy to overlook. It also helps to keep in mind why you chose to take on this ofteit diffic
and stressful job.

As a caregiver, you have an important and unique role in helping your loved one through their
cancer experience. The American Cancer Society can offer you itifonnr@sources, and

support. Call us at 1-800-227-2345 any day and any time you need help for yourself or yaur love
one.

To learn more about caregiving and coping

Here is more information you might find helpful. You also can order free copies dbouments
from our toll-free number, 1-800-227-2345, or read them on our website, www.cancer.org.

About caregiving

What You Need to Know as a Cancer Caregiver
Caring for the Patient With Cancer at Home (also in Spanish)
Distress Checklist for Caregivers

Coping Checklist for Caregivers



Coping with cancer and treatment

After Diagnosis: A Guide for Patients and Families (also in Spanish)
Distress in People With Cancer

Anxiety, Fear, and Depression (also in Spanish)

Choosing a Doctor and a Hospital (also in Spanish)

Talking With Your Doctor (also in Spanish)

A Guide to Chemotherapy (also in Spanish)

Understanding Radiation Therapy: A Guide for Patients and Familiesr{é@g@anish)
A Guide to Cancer Surgery (also in Spanish)

Nutrition for the Person With Cancer During Treatment (also in Spanish)
Sexuality for the Man With Cancer (also in Spanish)

Sexuality for the Woman With Cancer (also in Spanish)

Advanced Cancer (also in Spanish)

Children and family members

Helping Children When a Family Member Has Cancer: Dealing With Diag(assin Spanish)
Helping Children When a Family Member Has Cancer: Dealing With Treatfalso in Spanish)
Job, insurance, money, and legal issues

Financial Guidance for Cancer Survivors and Their Families: In Treafalsotin Spanish)
Health Insurance and Financial Assistance for the Cancer Patemitrn(@panish)
Family and Medical Leave Act (FMLA) (also in Spanish)

Americans With Disabilities Act: Information for People Facing @afalso in Spanish)

What is COBRA? (also in Spanish)
Advance Directives
Books

Your American Cancer Society also has books that you might find helpful. Call+&08t227-
2345 or visit our bookstore online at www.cancer.org/bookstoreto find out about costs or to place
an order.

National organizations and websites*

Along with the American Cancer Society, other sources of information and suppode:



Just for caregivers: information, support, and resjte

National Family Caregivers Association (NFCA)
Toll-free number: 1-800-896-3650
Website: www.thefamilycaregiver.org

Offers a free caregiver welcome kit that covers things like how to hold fameitings,

practical skills, online support, and www.lotsahelpinghands.com — a volunteer coordination
service for friends, family, colleagues, and neighbors to help loved ones in need. The
program lets a chosen “coordinator” and helpers sign up on an easy-to-use, private group
calendar to help with meals, rides, and other tasks needed for life to run smoothly during a
crisis.

National Alliance for Caregiving (NAC)
Website: www.caregiving.org

Provides information and other resources focused on caregiving issues, as well
www.familycaregiving101.org, a source of answers, new ideas, and helpful amtvice f
caregiverdVell Spouse Association (WSA)

Toll-free number: 1-800-838-0879

Website: www.wellspouse.org

A national, non-profit membership organization (dues are charged) which provides
emotional support for spouses and partners of chronically ill and/or disabled people.

Caregiver Action Network
Telephone: 202-772-5050
Website: www.caregiveraction.org

Supports and educates family caregivers, helps them connect with othéreraremd
helps them become their own advocates. Membership is free to caregivers.

Medicare: Caregiving
Website: www.medicare.gov/campaigns/caregiver/caregiver.html

Fact sheets and information for caregivers. Choose “What caregiver suppoitaisi@va
my area?” for information on the Medicaid Cash and Counseling program that can pay
some caregivers for their time.

National Respite Locator Service
Website: www.respitelocator.org

Helps caregivers and professionals find respite services in theirstiigcal areas so that
they can take short-term breaks from caregiving

Legal and mental health héimerican Association for Marriage and Family Therapy
Telephone: 703-838-9808
Website: www.aamft.org

Sponsors www.therapistlocator.net which provides referrals to local maanag@amily
therapists. The site also contains educational materials on helping couplegiilim@ss,
as well as other issues related to families and health.



Cancer Legal Resource Center

Toll-free number: 1-866-843-2572 (1-866-THE-CLRC)
TTY: 213-736-8310

Website: www.cancerlegalresourcecenter.org

A non-profit program of the Disability Rights Legal Center offering fied confidential
information and resources on cancer-related legal issues such as insurandigy,disabi
discrimination, child custody, residency, and more to cancer survivors, theireigmili
friends, employers, health care professionals, and others coping with.cance

Information and support for people with cancer andtheir families

Cancer Hope Network
Toll-free number: 1-877-467-3638 (1-877-HOPENET)
Website: www.cancerhopenetwork.org

Volunteers provide free and confidential one-on-one telephone support for people with
cancer and family members.

Cancer Support Community (was Gilda's Club)
Toll-free number: 1-888-793-9355
Website: www.cancersupportcommunity.org

Provides support for those living with cancer and their loved ones. Offers information,
stress management, and online support groups led by professionals, including some in
Spanish; has a special sub-site (http://grouploop.org/) for teens and theispare

CancerCare
Toll-free number: 1-800-813-4673 (1-800-813-HOPE)
Website: www.cancercare.org

Free professional support, such as phone counseling, online support groups, and
educational materials, for people with cancer, their loved ones, and caregigersffafs
CancerCare for Kids at www.cancercareforkids.org or CancerCaraiswnaber, above.

This program is for kids with a parent, sibling, or other family member who hasrcédt

offers practical support, education, and counseling to parents and children. Spanish also
available.

National Cancer Institute

Toll-free number: 1-800-422-6237 (1-800-4-CANCER)
TTY: 1-800-332-8615

Website: www.cancer.gov

An excellent source of up-to-date information about cancer for patients gsnaitid
caregivers.

*Inclusion on thislist does not imply endorsement by the American Cancer Society.

No matter who you are, we can help. Contact us anytime, day or night, for inforraad
support. Call us a-800-227-234%r visit www.cancer.org.
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