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What a Cancer Caregiver Does

What is a cancer caregiver?

We define caregiver as the person who most often helps the person with cancer and is not
paid to do so. Professional care providers are paid to give care. They tend to have more
limited roles, and are not discussed in detail here.

Caregivers may be partners, family members, or close friends. Mostth#gine not
trained for the caregiver job. Many times, they're the lifeline of the pevgbrcancer.

Caregivers have many roles. These roles change as the patient’shreegks during and
after cancer treatment. Today a lot of cancer care is done in outpa@dmieiné centers
and doctors’ offices. This means that sicker people are being cared for at home

As a caregiver, you have a huge influence — both positive and negative — on how the
cancer patient deals with their illness. Your encouragement can help the patiewithti

a demanding treatment plan and take other steps to get well, like eatimy heszdis or
getting enough rest.

Caregivers are part of the team

The caregiver is part of a cancer care team made up of the patient, othgafaimil
friends, and the medical staff. As a caregiver, you may find yoursekingoclosely with
the cancer 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'll help coordinate the patient’s care. Caregivenshaite 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, theaigethe one
person who knows everything that's going on with the patient. Don’t be afraid to ask
guestions and take notes during doctor visits. Learn who the members of the aeacer c
team are and know how to contact them. Getting the right support and information can
help both you and your loved one with cancer.

Caregivers are problem solvers

The person with cancer faces many new challenges. As the caregivamybelg the
patient deal with these challenges and get through any problems that come up.

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

* Help address their concerns by pointing out that the patient will need to be in the
hospital for only a short time until antibiotic treatment has the infection undeokont

» Make sure that the patient has everything they need while in the hospital, including
doctor’s prescriptions for non-cancer related medicines taken at home, sucloias thyr
or blood pressure medicine.

* Call all the doctors involved in the patient’s care and tell them about the infection and
that the patient is in the hospital.

» Check that arrangements have been made for the patient to stay on the andibiotic
home or as an outpatient after leaving the hospital. If daily visits to the oatpatie
clinic for IV (intravenous) antibiotics are needed, the caregiver can categrople
to help the patient get there and back each day.

These kinds of tasks may be too much for the patient to tackle while fighting infection.
This kind of help is valuable. It's a reassuring sign for the patient that thisteimart
problem can be managed and solved.

Caregivers take care of day-to-day tasks

There are other day-to-day tasks a caregiver might do. Here ardlarfga/caregivers
might help the person with cancer do, or in some cases even do for them:

» Shop for and prepare food
» Eat
» Take medicines

» Bathe, groom, and dress



* Use the bathroom

* Clean house and do laundry

» Pay bills

 Find emotional support

» Get to and from doctor’s appointments, tests, and treatments

* Manage medical problems at home

» Coordinate cancer care

» Decide when to seek health care or see a doctor for new problems

All of this work costs caregivers time and money. There may also be a tost to
caregiver's health and well-being, but often the caregiver just keeps doingedust to
be done and may suffer in silence.

You may be glad to put the well-being of the person with cancer above your own well-
being. And your love for this person may give you the energy and drive you need to help
them through this difficult time. Still, no matter how you feel about it, canegis a

hard job! And many caregivers are there for their loved one 24 hours a day for months or
even years.

Caregivers involve the patient

Good communication with the person you are caring for is the most important part of
your role. It may be hard for the patient to take part in daily planning andatecisi
making because they’re dealing with the physical, emotional, and socckeffeancer
and treatment. Your job is to involve the patient as much as possible, so they know
they're doing their part to get better. Here are some things you candoytd keep the
patient involved:

* Help them live as normal a life as possible. To do this you might start by helping
them decide what activities are most important. They may need to put asidéngtose t
are less important in order to do the things enjoyed the most.

* Encourage them to share feelings and support their efforts to share. For inktance, i
they begin talking to you about their feelings about cancer, don’t change thet.subje
Listen and let them talk. You might want to share how you’re feeling, too.

* Let the patient know you’re available, but don’t press issues. For example,ig¢they
trying to do something, such as dress themselves — they might be struggling, but it’
important for them 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 woitimg
using gestures, expressions, or touch. Sometimes, it may be really hard totsay wha
you're feeling, 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 while
others will talk more about what they're going through. Respect the person’soneed t
share or his need 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 doesn’t 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 apude
withdrawn, or just sad. If you think they aren’t talking to you because they want & spar
your feelings, make sure they know that you are always open to listemargabout

tough topics. If they keep acting very sad or withdrawn, you might want to talk to the
cancer care team about what could be causing it and what can be done. Learn more in
Anxiety, Fear, and Depression andDistress in People With Cancer on www.cancer.org.

Long-distance caregiving

Caregiving at a distance can be even harder to do and can cost more, too. The cost of
time, travel, phone calls, missed work, and out-of-pocket expenses are higher when the
caregiver doesn't live close to the person needing care. Sometimes paitk*on

caregivers are needed, and this can be another large expense.

There’s often increased stress and greater feelings of guiltomighdistance caregiving.
You may worry, “What if something happens and | can’t get there right &ay?

“Who’s going to make sure they (take their medicine, eat, don't fall, etc.)?” And
if you do have family living close to the person with cancer, you might feey gdt the
burden falls on them and you aren’t doing your share.

Along with this, there’s the guilt felt while you’re with the person with eanéVho’s
going to (pick up the kids from school, cook dinner, walk the dog, etc.) at home
while I'm gone?”

You also may feel left out of decisions made by the person with cancer and those who do
live nearby. But there are things you can do to help your loved one and take an active role
in their care — even when you're far away.

* When you visit the patient check the house for safety issues like clutteledays)
loose rugs, or bad lighting. Maybe grab bars in the bathroom or a shower seat would
be helpful. Help make improvements or arrange for someone else to do so.

* Is the house clean? Is the yard cared for? Is there food in the house? Arranging help
for chores like these can be a big help to the person with cancer.



» Get in touch with people who live near the person with cancer. This may be other
family members, friends, neighbors, or the doctor. Call them. And make sure they
know how to reach you.

* Plan for a crisis. Who can you count on to check on your loved one any time, day or
night?

» Keep a list of all the medicines and treatments the patient is gettihgl@ndoses
and schedules), and update it regularly.

» Make sure the person with cancer can reach you and others who help with care. This
might mean buying a cell phone for your loved one or arranging for a longahista
plan on their land line phone. You can also program important numbers into their
phones. This can serve as a phone number directory and help with speed dialing.

» Use a website that lets people sign up for different jobs or tasks, such as Lotsa
Helping Hands and CaringBridge. Then you can keep an eye on what’'s needed and
what’s being done.

Try to plan your visits. Once you get there you may be overwhelmed bytteagrihat
needs to be done, but having a plan keeps you focused and less stressed. Talk to the
patient ahead of time about what's needed and set clear goals for youknaistton’t

forget to visit! Remember to just spend time with them and do some activitielseiget
things that you both enjoy.

If other family members are doing most of the hands-on work, you can step in faiothem
give them some time off. Maybe you can plan a visit so they can go on vacation or just
take a much-needed break.

From a distance, it may be hard to feel that what you're doing is enough or important

But sometimes the distant caregiver is the one who ties things together and keeps
everything organized. You may be the one called because you know what to do or where
to go for help when something is needed or a problem comes up.
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Communication tips for cancer caregivers

Good communication lets you express yourself, help others understand yourruhits a
needs, and understand the limits and needs of the person with cancer. You'll need to be
able to talk to the patient, the medical team, friends, family, and even peoplergiyu ba
know who are concerned about the patient. This can be hard to do. And when you need
information from the cancer care team, you might not be able to get it withoud signe
permission from the patient.

A few tips to help you communicate clearly:
» Respect your own feelings, needs, and desires, as well as those of the patient.
» Speak out about your feelings while being sensitive to those of others.

» Try to use “I” statements rather than “you” statements. For instance, seedla
break” instead of “You never help me!” Beware of statements like, “| fael y
ignored me,” which says to the other person that he or she did something wrong.
Instead, try “I didn’t hear you answer when | mentioned ,”or “I need help
with this problem.”

* Focus on the present rather than bringing up old patterns or hurts.

Talking with the patient

Let the patient know you want to be there for them and want and need to be included in
their care. Try something like:

* “This is a scary time for both of us, but | want to be here for you to help you get
through this. You're not alone.”

 “I'll do whatever | can to help you through this. | might do the wrong thing
sometimes, or not know what to do, but I'll do my best.”

* “We can do this together. Let’s try to be open with each other and work with each
other no matter what happens.”

It's good to set a goal of openness and sharing right from the start. Sometimag<ie

hard. Remind each other that you're “on the same team.” Share your fears aad. wor
You'll disagree and maybe even fight, but openness will help you deal with the conflict.
It will also help you keep supporting each other and reduce distress and anxiety.
Acceptance and sharing will help keep your relationship strong.

Contact us to learn more about how to talk with the person with cancer.



When the patient won't share information with you

It's normal to want to protect the people you love and care about. But sometimes this ca
become a problem. For instance, if the person with cancer is having certatosaor
worsening symptoms that they don’t tell you or the doctor about.

Try to understand the patient’s reasons for withholding information. Is thefatie
normally a very private person? Is she or he trying to protect you or other lov&tlisne
the patient scared and trying to deny what's happening?

You may want to start gently — keep in mind that the patient is probably already
distressed. Sit down with the patient. Ask if there’s something that the patient ikeuld |

to tell you. If the answer is no, ask if there’s something the pateadn’'t want to tell

you. Give him or her a moment to consider it. Point out that you’ve noticed signs of a
new problem or worsening symptoms. Remind him or her that this could be a serious
problem, or just a new symptom that may be easy for the doctor to address. Mention how
the problem is affecting the patient and you. If you're having trouble hand|seyiso;

and share any concerns about needing help with it. If the problem is affectirggasthe

well, say so.

If the patient still denies the problem or refuses to discuss it, get help fromovthe
ones the patient trusts. Or you can call the doctor to share your concerns and find out if
there’s something else you can do.

You can’t give the best care unless you know what’s going on and how to handle it.

If you can’t agree on something important

It's good to know that you and the patient don’t always have to agree. Some of the
decisions and problems that come with a cancer diagnosis can be very tough and very
emotional. Remember to let the person with cancer make decisions about his or her care
whenever possible. Here are some things you can do to help them make the best choice:

» Explain your needs and wants clearly and let the patient to do the same. Fplegxam
you may need to do this when deciding whether to give certain treatments, $dch as
antibiotics, at home or in an infusion center. The patient may want to do this at home,
but will need your help. You might need to say “This is too scary for me. | don’t think
| can do this at home, but | can make sure you’re at the clinic every day.” ook f
common ground: you both want the patient to get the best possible care, which
includes antibiotics, but you feel strongly that you cannot safely giveuysct
home.

« Offer choices or a time limit when decisions need to be made. A change innegdic
is a good example. “Let’s try this sleeping pill for a few nights and sehefps you
get some rest. If not, we’ll talk to Dr. Smith about trying something else.”

» Focus your energy and influence on the issues that are important. Let &m pati
make as many choices as possible. For example, arguing over what clothes to wea



probably isn’t the best use of anyone’s energy. But not taking medicines or not
following activity restrictions may be issues that you can’t ignore. §aeiag with
the patient doesn’t work, explain that you’ll talk to the cancer care team atitbige
help — then do it.

Open communication with the person you're caring for is the most important paurof y
role. Speak up for the patient and his or her needs. Help the patient get needed
information. Get input from other team members, then offer your support and
encouragement.

Talking with the medical team

First, get the patient’s consent.

The caregiver is often the link between the patient and the cancer caréntgameral,
the cancer care team can share information with you anytime you arthevghtient.
But there are laws that protect private health information. These laws\affacmedical
information your loved one’s cancer care team can talk to you about when #re pati
isn’t present. The simplest and most common way is for the patient to sign a feleas
that lets the doctor discuss their care with you.

Talk to the doctor about what steps need to be taken so that the cancer care talkm can

to you about the patient’s care. Then be sure there’s a copy of the form in thEgatie
records and keep the release form up to date. It's also a good idea to keep a back-up copy
for your files. When you call the doctor’s office, you may need to remind therththat

have the form and they can discuss the patient’s care with you.

If you don’t have a form like this completed yet, you probably won'’t be able to get

certain kinds of information. But you can still share information with the doctor. You can
tell the office staff that you're giving information rather than askargt. Even without

the patient’s consent, you can try asking for general information about problems t

patient has; for example, “Is vomiting one of the side effects of the chemoyitbat Joe

got this week?” Or you can ask for advice; for instance, “If Joe has been vofoitihg

days, should we come in to see you?” Even though you may not get details of Joe’s care,
you may be able to get some help in deciding what to do next.

Keep in mind that there are different forms that are signed for different psrgdsre
we are talking about a release form that allows the doctor to share medinalatidn
with you. Doctor’s offices may call this a “HIPAA form.” Note: This typerelease does
not give you permission to make decisions about the patient’s care.

If you want to learn more about informed consent, decision-making, or other forms that
may affect treatment decisions, please call us or visit our website.



Which doctor do | talk to?

Cancer treatment often involves more than one doctor. There may even be a team of
doctors, nurses, and other people taking care of your loved one. You might get
information from many of these people, but it's a good idea to pick one doctor to be the
one you go to with questions. Most people choose the doctor they see most often. In
choosing a doctor as your main contact, some things you may want to ask are:

» Will you be the one to coordinate care?
» Will you keep the other doctors updated on what's going on?

The person with cancer should feel at ease with the doctor, and you should too. But
sometimes, it takes a little time and work before this happens. Take the time/tmask
guestions and make your concerns known. The doctor should also take the time to answer
your questions and listen to your concerns. If you, the patient, and the doctor feel the
same way about sharing information and making choices, you’ll probably have a good
relationship and you can get what you need.

Going to doctor visits with the patient

Going to see the doctor with the patient is a good way to learn more about his or her
medical condition. This can be very helpful when caring for the patient lateraam It

also help the patient who forgets to mention problems to the doctor and/or comes home
without the information you need.

How do | best use time with the doctor?

The average doctor’s appointment is about 10 to 15 minutes or even less, so it helps to be
ready for each visit. You and the patient should figure out the most important things you
need to talk about before you go. For instance:

* What symptoms do you need to tell the cancer team about?
* When did these symptoms start?

Making a list ahead of time and take it with you. This way you won't forget amythin
important.

Don't leave the office until the doctor answers all your questions and you both
understand what to do next. Nurses can also be great sources of information, and you
might get to spend more time with them than the doctor.

Take notes on what'’s said to you. This will help you keep track of what you should
remember. If you're getting back test results, be sure you understanduite vetore

you leave. If blood work or other tests were done, find out when and how you'll get the
results. Also, ask who will tell you what the results mean.



A voice recorder can also be a useful tool. Most doctors and nurses are comfattable w
their patients using one, but be sure to ask before you do.

Holding family meetings

Today’s families are very busy, and it can be hard to keep everyone up to date on what’s
happening with the patient. Family members may feel frustrated and leftheytniay

not understand the medical condition, especially if the patient is having problems. They
also might not know that their help and ideas are needed, or how best to help.

One way to keep everyone informed is to have family meetings. When plannindya fami
meeting, it's important to include everyone who is or will be part of the home\dareg
team. This could include a family friend, neighbor, or paid caregiver — and dorgt forg
the patient! If it's hard to get everyone together, a conference cakakepphone might
help solve the problem. Some of the things that may be covered are:

» The latest report from the doctor: How things are going; what to expect next.
» Sharing feelings and concerns

* What the person with cancer wants and needs.

* How much time each family member has to help out or visit.

» Ways each person can help. What other help might be available.

* Financial concerns about caregiving

* How much work family members can afford to miss

* Other financial help available

 Help for the main caregiver (help with meals, shopping, cleaning, laundry, yard work,
child care, etc.)

* How to get breaks from caregiving from time to time
» Emotional support for patient and caregiver by phone or email

* Who can help with medical care, like taking the patient for treatment or to doctor’s
appointments

* Who can help with sharing news and updates on the patient’s condition so that the
main caregiver doesn’t have to spend time repeating the news each day

Every family has a history. This history affects each person’s rolentikifamily, how
members relate to each other, how they feel toward the person with cancer, andyhow the
deal with iliness. There are unspoken rules about what can be expressed and what
emotions are OK. It may be hard to hold family meetings if the patient’'s mndit

requires the group to discuss these taboo topics. If you think this will be a problem, you
might want to think of ways to defuse the situation beforehand. Sometimes a wilge fam



member can help you. Or you might want to ask a social worker or other professional
how to bring up delicate subjects.

Try to get everyone to focus on the issues at hand. You might even want to writetup a lis
of issues or questions and have everyone look at it and add their own. This way there’s a
specific agenda for the family meeting.
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Making health decisions as a cancer
caregiver

The cancer care team will always discuss major health decisiontheiplatient if the
patient can think clearly and share their thoughts. The patient’s decisiobg Wollowed
as long as they don't create safety issues.

Sometimes, what the patient wants is not what others want or will do for them. When
patients need help carrying out their wishes, it can be hard on those who want something
different from what the patient wants.

How do | know what the patient wants?

Everyday choices are easier to make if you understand the patient’s presereaiuts,

and values. What's most important in the patient’s life? Everyday choices include

deciding what to wear, when to bathe or eat, and what else to do after that. But when
you’re dealing with cancer even these simple choices can be overwhelmingduta har
make. Sometimes even a small crisis can make the patient unable to expretsewanat

he wants or needs. As much as possible, honor the patient’s wishes, but be realistic about
the limits on what you and other caregivers can do.

What if the patient won't do things for himself or herself?

This can be frustrating for a caregiver. You feel sure that the patient camddtangs

for themselves, but you do all of them because the patient won’t. Sometimeséehere ar
medical or emotional causes for the problem, such as severe tiredness) (Gataimecal
depression. If you're not sure, get the patient to the doctor and state the priaaldyn
The cancer care team can help you figure out what may be going on.



It's not always needed and may seem hard to do, but sometimes you might have to set
limits. For example:

* Try to figure out what self-care tasks the patient can safely do, such agybathi
dressing, and going to the bathroom. If you don’t know what the patient can do, get
the cancer care team to evaluate the patient. Social workers and occupatitmal hea
professionals may be able to help with this.

» Encourage the patient to do self-care as much as possible.

» Encourage the patient to talk about things they enjoy so the conversation isn’t always
about cancer and illness.

* Let the patient make as many personal choices as they can. If theyimdheveed
with decisions, give them simpler choices by saying, “Would you prefer chicken or
fish for dinner?” or “Would you rather wear your blue pants or the brown ones?”

» Get others involved if the patient is avoiding treatments or doing things that can cause
harm. Family members can be a strong source of influence. Rally them for support

» Once a decision is made, accept it and move on. And if you disagree with the decision
that was made about the patient’s treatment, remember that it's the patemsision
to make. Congratulate them for being able to make a decision.

Remember that professional help is available to you. It's normal to fealaied, upset,

and stressed when caring for someone with cancer. Use the resources ansl cfettwice

cancer care team when you need them. They can help you find the support you need, such
as mental health counselors, home care services, or financial assistahaebsth you

and the patient have the help you need.

What if there’s abuse in the family?

A diagnosis of cancer can worsen abusive behaviors in families thateadyadtrained.
The crisis of a cancer diagnosis can take a toll on both the caregiver andehe pati
Taking care of yourself and getting the support you need can help you be a good,
effective caregiver.

Patients are more commonly seen as victims of abuse, but what if the pahent is
abuser? Again, the stresses of cancer may make your relationship moudt.diffic
abusive behavior starts after cancer treatment, the doctor should check theseeafe
medical reasons for it. Don’t accept abuse just because the patient is sick.

There may be times of misunderstanding, tension, hurt, and anger — but not all the time.
Emotions need to be expressed and accepted. Patients and caregivers should treat eac
other with respect, and should not fear emotional, verbal, physical, or sexual abuse. Talk
to someone on the cancer care team if you need help.



When do | call the doctor?

Sometimes it's hard to know if something is “bad enough” to call the doctor aftex hour

or in the middle of the night. The best way to know when to call is toAsg&kthe doctor

or nurse what problems you should call about right away, no matter what time it is

This may be a fever or new pain, or some other problem. You can also ask what can wait
until the next day or the next appointment.

Also be sure you know whom to call after hours, on weekends, and on holidays. If you
don’t have 24-hour access to someone on the cancer care team, find out what you should
do if there are problems. Should you call your pharmacist if there are probigmnbev
medicines? Should you go to the ER? It often seems like problems come up when the
doctor’s office is closed, so be sure you have an emergency plan in place.

You can find more details on dealing with symptoms and when to call the doctor in
Caring for the Cancer Patient at Home: A Guide for Patients and Families. You can read
it online or call us for a copy.

What if the patient needs to be moved or relocated?

Open and honest discussion with the patient and other family members is thefinst ste
deciding whether the patient needs to live somewhere else for a time.

Cancer and its treatment can cause confusion and forgetfulness, and maytierse
symptoms of other conditions such as dementia. Patients can endanger thergselves b
forgetting medicines, not eating, leaving the house, or losing track while cooking.
Patients can be a danger to themselves and others if they start to hit, bite, dhitingew

at caregivers or family members. In such cases, the cancer carededs to know about
these behaviors. The patient may need to be hospitalized, if whatever is causing the
problem can be treated.

For less severe problems, such as mild forgetfulness, unsteady walkirag,casional
minor confusion, there may be other options. Again, tell the cancer care team about these
problems to find out if there is a medical reason for them and if treatment is needed.

Sometimes the less severe problems can be managed at home if someone c#n stay wi
the patient at all times. But these problems deserve special discussiorfdiygithe
Otherwise, other family members might assume that the caregivdrevilile one to stay
home and provide 24-hour care for the patient.

Family meetings with the patient, spouse, children, siblings, and other key paople ca
allow everyone to share their thoughts and can help you decide what to do. Sometimes
these talks can be very difficult and emotional, but certain topics will need to bed.over

» The amount or type of care needed. For instance, does the patient need 24-hour
supervision? What can she or he safely do without help?



* What other living arrangements are available? Can the patient move in with another
family member? An apartment closer to the primary caregiver? A srhallise? An
independent retirement community?

This discussion can be tricky if the patient gets confused or fearful &t tilnelps to

have the doctor or occupational therapists’ (OT) assessment of the patieti shue
example, if their professional opinion is that the patient cannot be alone at all, and the
only caregiver has to work full time to make the house payment, something else must be
done. An occupational therapist’'s assessment can also tell you if the patidrg kept

safely in the home if certain modifications are made. Ask your doctor aboutralrede

OT. This may be easier if the patient is in a hospital or extended care/ fashktthe

doctor or nurse about getting an OT evaluation before the patient leaves.

Is a nursing home or extended care an option?

There may come a time when your loved one needs extended care or nursing home care
Even though you might not be with the person all day, you'll still find that you're a
caregiver. It just may look different, since you're no longer providing ahe@hands-on

care. But you'll still be talking with the staff at the facility, visgithe patient, and

staying in touch with those who are providing care.

You'll also be the first one called if there are problems. Your caregivingierpe will
help you deal with the situations that may come up. You also will know who to call if
more help is needed.

What if the patient refuses to leave home?

Sometimes the person with cancer decides they don’t want to live elsewhereshde or
may resist leaving home. It's a very emotional thing to leave home, eiaroiflly for a

short time, and emotions are already high. Patients may feel that they'll no bengjele

to set the rules or control their own lives, or they may be afraid of losing their
independence. Maybe they don’t want to feel they are a burden on others. And if they've
lived in the same place for a long time, they probably have strong ties to theintiynm
family, friends, and health care providers, as well as social lives and aiaiiyes.

In some cases, you have to be firm, especially if the present situation is lipbealt
unsafe. If you have to act against the wishes of the person with cancer, bardirect
explain what you're going to do. In other cases, there’s room to negéfiadé you, the
patient, the family, and you, the caregiver, will need to be sure you’ve covered all
options.

You'll also need to talk about each person’s concerns. For instance, things like patient
safety, convenience, finances, and the care needed should be discussed. Clear plans must
be outlined. It helps to check out the physical setting and set up a timeline of patie

needs. For instance, are there just certain times during treatment when sogests®

be with the patient? Where will the patient sleep? How about getting up and down the
steps inside or outside the house?



If this still isn’t working, a social worker may be helpful in exploring options attthge
plans in motion. It may also help to have a family meeting with at least somieerseof
the cancer care team so that you can get their input and support.
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Understanding the cancer experience when
you're a caregiver

One of the first steps after being told someone you love has cancer wdrh@deabout

their diagnosis. This will help you understand the disease process and get an idat of w
lies ahead. Some of the first questions that you and the person with cancer should ask the
doctor and/or the cancer care team are:

» What kind of cancer is it?

* Where is it? Has it spread beyond where it started?

* What are the treatment options? Which do you recommend?

* What's the goal of this treatment?

» How long will treatment last? What will it be like? Where will it be done?
* What side effects should we expect?

* How will treatment affect everyday activities?



* What's the likely long-term outcome?

When a person has cancer, no one can predict the outcome. While there’s no way for
them to know for suraghe cancer care team should be able to give you an idea of how

things are likely to ga This will become clearer over time and as they get to know the

person with cancer better.

How do we deal with medical delays?

Lab result delays

Sometimes it can take a while to get back lab results. This can be even hardémithde
when you’re waiting to get test results to see if it's cancer or if cdnrasecome back. It's

scary to find out about a change in blood counts, or a tumor or mass (lump) and not know
if it's cancer.

Waiting for these results can be a frightening time, and people can go through som
strong emotions, including disbelief, anxiety, fear, anger, and sadness. It'sanport
know that it's normal for you and the patient to have these feelings. Some people find
comfort in talking with other people about what’s going on, while others wish to keep it
very private. Try to respect the patient’s wishes during this time.

Treatment delays

Planning cancer treatment takes time. Most people want to start treatghéatvay.
They worry that the extra time taken to do tests or make decisions will takedigpusr
time that could be spent fighting the cancer.

Cancer treatment should start very soon after diagnosis, but for most cancerg, it won’
hurt to wait a few weeks to begin treatment. This gives the person with tamedo

talk about all their treatment options with the cancer care team, family,iandsfrand
then decide what'’s best for them.

The patient might also want to get a second opinion on what’s the best treatment. This is
often a good idea, especially if the patient can see a doctor experieneadingttheir

type of cancer. A second opinion can give the person with cancer more information and
help them feel more confident about choosing a treatment plan. Learn nSeeking a

Second Opinion.

The patient also might want or need time to prepare to put their normal activities “on
hold” while getting treatment. For instance, arrangements for work or chilanearée
needed, and taking care of these things ahead of time can help the patiefadetten
dealing with treatment. Learn more about these topiEsuinly and Medical Leave Act
andHelping Children When a Family Member Has Cancer: Dealing With Diagnosis

If you or the patient is worried that treatment isn’t starting right awaguds your
concerns with the cancer care team and be sure that any delays willsetroare
problems.



How do we deal with the uncertainty?

When a person has cancer, they go through different stages. Your understandmgrand y
care will change over time, too. There will be times when you don’t know wHat wil
happen next, and with an illness as serious as cancer, that’s a scary placeitdhizzeB

are no guarantees in cancer care. There’s no way to know for sure whethegritenill

work. No one can predict the side effects or problems your loved one will have during
treatment. And even after successful treatment, there’s still the diahcancer will

come back — there can even be a new, different cancer sometime in the future.

Some ideas that have helped others deal with uncertainty and fear and feel mare hopef
are:

» Learn what you can do to keep the person with cancer as healthy as possible, and
learn about the services available to you. This can give you a greatio$enstrol.

» Know that you don’t have control over some aspects of the cancer. It helps to accept
this rather than fight it.

» Try to let go of your fears, but don’t deny them. It's normal for these thoughts to
enter your mind, but you don’t have to keep them there. Some people picture them
floating away, or being vaporized. Others turn them over to a higher power to handle.

» Express feelings of fear or uncertainty with a trusted friend or counseliog Bpen
and dealing with emotions helps many people feel less worried. People have found
that when they express strong feelings, like fear, they're better alefegio of these
feelings.

» Use your energy to focus on wellness and what you can do now to stay as healthy as
you can. Remember to take care of yourself, as well as the person with cancer.

 Find ways to help yourself relax.
» Make time for regular exercise, and be as active as you can.

» Control what you can.. Keeping your life as normal as possible and making changes
in your lifestyle are just a few of the things you can control.

You play an important role in the health of the person you are caring for, but you cannot
control how they are doing physically or mentally. Be careful not to look at your loved
one’s progress and good days as proof of your caregiving skills. If you doainiis o

more likely to blame yourself when they have bad days and set-backs. Uhtiesrend

highs and lows are part of dealing with cancer — no one, not even the best caragiver, c
control them.

How do we deal with waiting for the diagnosis?

It can take anywhere from a few days to a few weeks to find out if it's canderf so,
what kind of cancer. This is a difficult time for the patient as well as for lovesiwhe



are aware of the possibility of cancer. Some notice that they think of worstezas®ios
and wonder if they’ll lose their loved one. Others may try to go through theiadays
normally as possible and not think about it. Most people have a mixture of dread and
hope as they wait for the test results.

You may want to be there with your loved one when these results are shared. You can
help remember questions, offer support, and begin to prepare yourself and others for
what’s next.

How do we adjust to the diagnosis?

With time, the patient and loved ones will start to adjust to the cancer diagnosis. & his
time of change and action — everyone is getting used to the unexpected and scary
situation that they now find themselves in. Even with all the activity, some people go
through their days feeling numb and disengaged. Others may be sad, edgy, or angry.
Emotions may change from minute to minute as everyone copes in their own way.

It's important to get accurate, reliable information in writing to belye@hen you or
others must ask questions or coordinate care:

» What is the exact name and location of the cancer?

* What's the stage of the cancer?

» What treatments are recommended? How are they done, and how long do they take?
» Will the patient need to be in the hospital? When and for how long?

After you know the name and stage of the cancer, you can get more informatioit about
by calling 1-800-227-2345 and talking with a cancer information specialist. Youszan al
get information online at www.cancer.org.

What do | need to know about treatment?

Cancer treatment varies a lot depending on the type and stage of the cancer.tThe mos
common treatments for cancer are surgery, chemotherapy, and/ooradiagiatment

may mean time in the hospital or making many trips to a clinic for radiation or
chemotherapy. The patient may be able to go to some treatments on their own.r~or othe
treatments, someone may need to drive or go along The person with cancer may need
more than one type of treatment, and each type comes with its own challenges.

You'll want to be sure that you understand the treatment options chosen by the
patient and doctor, since you will probably be helping plan how to make it happen. If
you’'d like to read more about treatments and their expected side effects gontac
American Cancer Society.



Treatment can be long or fairly short, but even short treatments tend to disruirespers
life for several weeks. As the caregiver, your life and your family&slimay be

disrupted, too. You may find that you need to take time off from work. See “If You Are
About to Become a Cancer Caregiver” for more on this.

During treatment, you’ll want to learn about general cancer info, treatrifiectiseand
how to manage side effects.

Some questions that you may want to discuss with the cancer team ahead of:time are
» What symptoms do we need to tell you about right away? Which ones can wait?
» How do we reach you after office hours? On weekends? Holidays?
» What can we do to manage side effects?
* How will we know if treatment is working?

Again, you’ll want to write this information down and keep it handy. This can really help
if you or someone else runs into problems later.

Are there tools to help the patient be independerduring and after
treatment?

Assistive devices are tools that can help a person be more independent and make your job
a little easier. You may also hear these cadldaptive equipment or independent living

aids. These tools can be something as simple as a cane, or as complex as a high-tech li
used to move the patient. Some other examples are walkers, wheelchairs, showgier ch
bath mats, grab bars, portable commodes, or urinals. Monitored medical response
systems, webcams, and intercom systems are other options that can help mmtse pat

feel safer and give the caregiver peace of mind. But even little thingspikeoeganizer

or large wall calendar can make things easier for everyone.

Think about the tasks the person with cancer wants or needs to do and how these devices
may make it easier or safer. If you're not sure, talk to the cancer aaneotenaybe an
occupational therapist about tools that might help at home. These professiomale can

you ideas for ways to help the patient. They can also help you find out where to buy or
rent the assistive devices you need. And some may be covered by health insurance, too.

What should | know about new medicines?

If the patient gets a prescription for a new medicine, be sure you knovia¢ name of
the drug, what it’s for, and why they are getting it. Some other things you need to
know are:

* How and when should the medicine be taken?

* What's the dose?



» Should it be taken with food, water?

* Are there side effects? (Like sleepiness, nausea, or dry mouth?)

* How will you know if it's working? How long before you can expect it to work?
» Will it interfere with any other medicines or supplements the patient isgfaki

* Are there foods, vitamins, or medicines that should be avoided while taking this
drug?

» What should you do if a dose is forgotten? Take another? Skip it?

* How much does it cost? Will health insurance cover it? Is there a generituseBst

What happens when treatment ends?

After treatment most patients go into a stage of healing and recoveryirhess spent

in the clinic and you see the cancer care team less often. Patientgtyegs down, but
caregiver stress may not. Day-to-day care for and monitoring of thatdatieomes the
caregiver’s job, and not seeing the cancer care team as often may ledgelyq alone

and without back-up or support. The caregiver plays a key role during this time and there
can be many responsibilities.

There’s still uncertainty to deal with here. It's hard to know if or when the camaer
come back even if the doctor says there’s “no evidence of cancer.”

Ask the doctor these kinds of questions, and write down the answers for later:
» What kind of follow-up visits are needed? How often and for how long?

* Are there any symptoms we should let you know about? Who should we call for other
problems?

* When will the patient be able to go back to a regular work schedule (if he or she has
been off work or working fewer hours)?

* How will we know if the cancer has come back?

After treatment is over, be sure that the patient has copies of their mefticalation.

Some people collect this information as they go through treatment insteadiog) waiil

the end. Either way, once all of this information is collected, be sure to keep copies for
the patient. These records are important in the event that questions come thelater,
patient needs to see a different doctor in the future, or if the cancer catkes ba

When can the patient go back to their normal activiies?

In most cases, the patient can slowly increase their activities at home. Hily tjuey
can do this will depend on their physical condition and the type of cancer treatment they



had. Still, with patience and time, most people can get back to their “normalaftees
cancer treatment.

It's possible that life-saving treatments may have affected the patiestyss that won't
ever go away. For some people, long-term effects mean permanent lifes;rsmtieat
they can’t go back to the life they had before treatment. It's normal fquatient and
sometimes loved ones to grieve whatever might have been lost due to treatment.
Accepting these losses can take time for both the patient and caregiver.

As the caregiver, you may find yourself continuing to do the things you did when the
patient was in treatment. But it's important that, over time, you let the pgbdydck to

doing the things they can and should do on their own. This may take place over a period
of months as the patient gets stronger. Check in every week or so to see what you're
doing that the patient can start doing, either alone with a little help. Ifahetlings that

the patient can’t quite do, talk with the doctor about a referral to a physicabidtesr
occupational therapist. These professionals may be able to maximize thégatie

abilities by helping build muscle strength and/or offering assistive device

What if treatment doesn’t stop?

Sometimes treatment doesn’t end at the expected time. In some patientsiscieated
as a chronic illness — a disease that people live with and manage on a day-to-gay basis
much like diabetes or heart disease.

This can be a very demanding situation for a caregiver. You're helping the patieat
or she gets treatment, so there are ongoing side effects and frequent appgittmealt
with. The difference is that in this case, you don’t really know how long it will las
Living with this uncertainty can be an extra challenge.

Some patients are able to go back to work during long-term treatment, though they may
need extra help just after treatments. They may also need help with home tBkjessi
family, and bills. In other cases, less frequent chemo treatments and lzettgrement

of side effects mean that the caregiver can work a more normal schedngedaudnic
treatment. In some cases, both the patient and caregiver go back to outsidelljobs. Sti
chemo or other treatments usually mean that some schedule changes will be neede

Even if everyone goes back to their jobs, someone will still need to keep up with the
treatment plan, the medical records, and the bills. This can be demanding for thte patie
and caregiver. You may both need support with the amount of work that's needed on top
of working and dealing with cancer. And emotional support may be needed to help the
patient, caregiver, and other family members cope with knowing that the canget ca

be cured.

When treatment stops helping — what then?

If treatment is no longer helping and the cancer is still growing, youd lome may
decide to stop treatment and choose care to help him or her live with symptoms. This is a
time when it helps to know what's most important to your loved one. What makes his or



her life worth living? It helps if the patient can put this into words and sharehibtiiers
that are close to him or her.

The patient will have to decide things like, “When do | stop trying to beat thercamte
enjoy the rest of my life?” or “Would | rather spend the next 2 months reading to and
playing with my grandchildren or dealing with side effects?” Knowingtishraost
important to the patient helps the caregiver and family members understand these
decisions. Sometimes, caregivers can help patients clarify their higloegtgsriso that
they can focus on them before the chance is lost. Other times, it mapta&en® on the
cancer care team or a mental health professional to help the patient cheify mvost
important to them, and what can be expected from further treatment. This iswdtdiffic
time for everyone, and help from the cancer care team may be needed to fullyamaders
the situation and figure out what's best for the patient.

What do | do if the patient decides to stop cancer treatment?

Once the decision to stop curative treatment (treatment aimed at produaiey bas

been made, make sure that other family members and loved ones understand and can
support the patient’s decision. It's now time for another family meeting;endneestions

can be answered and concerns addressed. Be sure that other day-togilsr s ae

invited, if they're still involved in the patient’s care. You may need extra hefp fr

others at this point, since there’s often more work for the caregiver to do as theind of |
nears.

It's also time to talk with the doctor about focusing on palliative (comforé. ddany

things can be done to deal with symptoms of cancer, such as pain, trouble breathing, and
fatigue. When these symptoms are helped, the patient often has more energy to spend
time doing those things that mean the most to them. You'll want to be in close contact
with the doctor to be sure that any new symptoms are quickly addressed. For more
information on what to expect at this time, you might want to Neading the End of

Life.

If the patient is expected to live only a few months, hospice may be a good option.
Hospice care is intended to relieve discomfort and make the patient better atjey

the time they have. In most cases, hospice is given at home and requires tharhe pa
have a primary caregiver. For more on hospice and how it workBlospiee Care.

If there are children in the family, it's important for them to understand s/gathg on.
For ideas on talking with children and teens, l4el@ing Children With Cancer in the
Family: Dealing With Terminal 1lIness.

As you work with the patient and help make the most of the rest of his or her life, it's
normal to feel sad and even start to grieve at the thought of losing your loved one. You'll
want to continue with your circle of support and any spiritual outlets you have. A support
group or mental health professional may also help as you go through this time. You can
find out more inCoping With the Loss of a Loved One.
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Patient job, insurance, and money concerns
for caregivers

Can the patient keep working during treatment?

The patient with cancer often wants to keep working through treatment. Work is an
important part of many people’s lives, and often a way to maintain some stabdity
control. In some cases, it's possible to work during treatment. In others, it's na. Ther
are many things to take into consideration when deciding whether to work through
treatment. Talk to the cancer care team for advice. You can al¥dosdeg During

Cancer Treatment to learn more about how to do this and the legal protections the patient
has available. It also covers what can be done to keep health insurance cdvkeage i
patient is unable to work or can only work part time.

What do we need to know about the patient going back to
work after treatment?

As cancer treatment comes to an end and the patient begins to recover, at some point the
patient may be given the “all clear” to go back to work. You may need to help get the
letters from the doctor that will be needed to clear the patient for full worksdutien

the time comes. And even when your loved one starts working a more normal schedule,
there may be days of extreme tiredness in which your help will still be needea |

take some time to get past this phase, and you may still need your circle of belfeat

you, too, can start getting back to a more normal schedule.

Tips on how to manage this transition and the legal protections available are covered in
Returning to Work After Cancer Treatment.

What do | need to do with the patient’s health insurance?

Cancer is a very costly illness. Even if the patient has health insurancerigesimany
people to learn how much they have to pay out-of-pocket for cancer care. And the patie
is probably going to need help keeping track of it all, figuring out what's co\zeeé

what isn’'t, and paying deductibles and co-pays.



You or someone else will probably need to help set up a system for tracking costs,
comparing insurance statements, and keeping careful records. Patienteditb stay in
touch with their insurance plan in case there are reimbursement problems.ighie pat
may need to give permission to the insurance company to talk about problems and
disputes with the person chosen to help with insurance.

How do | deal with all the money issues?

For the person who has lost their income because they had to quit their job to be a full
time caregiver, financial problems can become overwhelming very quicklya@argt or
visit our website for more information on dealing with money issues.

If you're still working, the patient may need extra help — someone to check in on them
while you're at work. Some caregivers may be able to check in by phone as theg as
loved one can do some of their own basic care. Or you can start pulling your family
together to find people who can be there or call while you're at work. If theereéed for
skilled nursing care, the patient may be able to get home health visits throudte &t
insurance.

A few people are able to get paid for time spent caregiving. Some stateSdskvand
Counseling Programs that can directly pay some caregivers. You can find outrwhethe
your state has a program by contacting your local Medicaid officegl savices, or

health department.

Legal issues

It may be hard to talk about, but legal issues can be a huge source of stassgioers,
patients, and families. Common worries include who will manage the person’s money
and who will make important health care decisions if the patient is unable to do so. It's
important to bring these up with the patient while he or she is still able to makeschoice
This way, you and the rest of the family can be clear about what the patréat wa

If the person with cancer becomes unable to manadieeir own money

There are surrogate decision-making tools that may help you and the. gatent
example is the durable power of attorney, which allows the patient to choosestbre per
who can make financial decisions on behalf of the patient. (This is quite diffeyent fr
thedurable power of attorney for health care, which is discussed below.) The durable
power of attorney does not affect health decisions. If you are the healtlivegrggu
might want to consider asking the patient to let someone else make the financial
decisions.

If the person with cancer becomes unable to make &akh care decisions

A durable power of attorney for health care has nothing to do with money or finances,
only health care decisions. It allows the patient to choose someone to makedrealth ¢



decisions if he or she becomes unable to do socategiver is a logical choice in many
cases, given their knowledge of the patient anal tmadition. But it becomes more
difficult when the patient and the caregiver haifetent goals and values. Contact us
for more information on living wills and durablewers of attorney for health care, see
Advance Directives.
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