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Talking to Children and Teens

Alzheimer’s disease impacts family life. Take thmee to talk with the children and teens
in your family so that they understand what is leappg to the person with Alzheimer’s.

The degree to which children and teens are affdnydtie disease depends on who has it
— a parent or grandparent, relative or friend. ©thetors include how close the child or
teen is to the person and where the person livethéi same home, assisted living or
nursing home, out-of-state, etc.)

Helping Children and Teens Cope

"This is the only childhood they will ever havegraicial time of development. Choose to
see your illness not as an obstacle but as a poladdtform from which your messages
are amplified, helping your children understand halieve you and feel your love in a
powerful way....When the facts are couched in lawé hopefulness, you can guide your
children toward a life-enhancing perception of itgal

- Wendy Harpham, MD*

Children as young as 18 months begin to underdtandorld around them. It's
important to be honest with them and explain tloairyoved one has Alzheimer’s.
Experts say that telling children the truth abolgh®imer’s is better than letting them
imagine the worst.

Your own daily stresses and fears can affect howagai with your kids. You may be
torn between wanting to give time to your kids, &andwing your loved one with
Alzheimer’s also needs your time. That's why iedjto let children know how you are
feeling, as well as to find out how they are fegliAnd never assume you know what
your children are thinking. You don't know how they react to information, either.

Start Giving Information

For some families, talking about serious issue®ry hard. But as hard as it may be, not
talking about them can be worse. Here are somgghjiou might want to say to children
of any age about your loved one's Alzheimer’s:

About Alzheimer’s

"Nothing you did, thought, or said caused the Aiates’s."



"You are not responsible for making her well. Bugre are ways you can help her feel
better while the doctors try to make her improve."

"You can't catch Alzheimer’s from another person.”

"Just because someone has Alzheimer’'s doesn't ateanpeople in the family will get
it - even later. And that includes you."

About Dealing with Alzheimer’s

"It is okay to be upset, angry, scared, or sad thlbthis. You may feel all kinds of
feelings. You'll probably feel happy sometimes,. tw's fine to feel all these things."

"No matter what happens, you will always be takare of."

"People may act differently around you because'tbeyorried about you or worried
about all of us."

Be Open to All Forms of Communication

Talking about the impact of Alzheimer’'s may bechfaor very young children. You
might try asking them to draw a picture of the parwith Alzheimer’s. Or have them
play dolls, with one doll being the patient. Othamms of art can help older children
express themselves.

Keep in mind that young children may ask the sanestion over and over. This is
normal, and you should calmly answer the questami éime. Teens may ask difficult
guestions or questions for which you don't havevens. Be honest with them.
Remember that thinking through these issues isgbarur children's process of growing

up.
Talking About Death*

Be prepared for questions and concerns about dieathyour children. They may worry,
even if your loved one's prognosis is good.

Teach them that Alzheimer’s is an illness. If yiawed one's prognosis is good, let them
know that the type of Alzheimer’s he or she hasnis the doctors feel they can treat for
awhile.

Ask them what they think about your loved one'sh&imer’s and what they worry
about. Then listen patiently to their answers. €crmisinformation.

Tell them the truth, couched in love and hopefudnésstead of trying to convince them
of a good outcome that you can't guarantee, reasisam that your loved one is getting
good care, and that you can live well with the utasety.



Teach your children that even if the unexpectegbapd due to Alzheimer’s or anything
else, they would be taken care of and be okay.oMlgh they would feel sad for a while
and they would miss your loved one, they would &sb that love forever and learn how
to be happy again.

Remind them that your loved one is not dying nowassure them that you will tell them
if this ever changes and dying becomes a posgib@ibnclude by encouraging them to
focus on today.

Stay Involved in Activities

It can be hard to remain active in your childréivss during your loved one's treatment.
But it may be more important than ever to do sdoBeare some ways that other
caregivers have stayed connected with their childre

Ways to Stay Involved in Your Children's Lives

Focus on the most important activities.

If you can only do one thing with each of your dnéin, what's most important? Make a
list of all the options. If possible, get the cindd's input. You may be surprised by what
they choose.

Send someone else.
Is there another adult in your child's life who ggnto an event that you can't? Maybe
this adult can videotape or take pictures of thenév

Carpool.
Take turns driving with other parents.
Be around before and after.

Try to be around to help prepare your childrenaioractivity and to welcome them home.

Ask for a replay.
If you can't be there, sit down with your childtenhear about what they did. Or have
your children re-create some of the things thapkapd.

Create new ways of connecting.

Come up with new ways to connect. Make a pointioking them in at bedtime, eating
together, or talking on the phone or by e-mail. élawset time when your children do
homework while you do something else in the sarmendOr take a walk together. Even
5 minutes alone with each child without interrupsaan make a world of difference.

Involve your children in "your" activities.



Could your children join you for any of your acties? Even going to the grocery store
could be time spent together. Your children may $pecial if they can attend adult
events with you.

Stay involved with their schooling.
Check with their teachers to find out how your dfeh are doing in school. Or ask a
guidance counselor or coach for input.

Understand Your Children's Actions and Feelings
Children react to a loved one's Alzheimer’s in mdifierent ways. They may:

Be confused, scared, angry, lonely, or overwhelmed

Be scared or unsure how to act when they seedh#rient's effects on your loved one
Act clingy or miss the attention they used to get

Feel responsible or guilty

Get angry if they're asked to do more chores ardb@dhouse

Get into trouble at school or neglect their homdwor

Have trouble eating, sleeping, keeping up with sthliork, or relating to friends

Be angry that someone else is taking care of them n

These behaviors are normal. Still, your child magdextra support to deal with their
troubles.

Understanding Teens' Feelings

With teens, problems may be less obvious or momgpticated than with younger
children. Here are some things to keep in mind:

Teens are supposed to be moving toward independiemeheir families. This is
natural for them. Alzheimer’'s makes this hardeddoleading some teens to act out or
withdraw.

Teens may give off the message, "leave me along.tHgy still need and want your
attention and support.

Being a teen is always stressful. Some moods yeunss have nothing to do with your
loved one's illness.

Teens want to feel normal. Make sure that they liave for regular activities.

Keep the lines of communication open. Involve tdardgecisions as much as possible.
Make sure that they have someone to talk to abbat 8 going on in their life. It may be
hard for you to stay on top of your teen's actgtand feelings right now. If so, ask
another responsible adult to stay connected withr {een.

How Children May React, and What to Do*



If your children seem confused or scared:

Remind them that you love them.

Set aside special time that each child can spetidywu or your loved one.

Try to stick to reassuring routines, such as regbedtime stories or checking in with
them after school.

Be together, even if you are each doing differkimgs in the same room.

Prepare children for changes and side effectsesowlon't be surprised.

If your children seem lonely or miss the attentibay used to get:

Help your children talk about their feelings an# gsu questions. Let them know you're
listening and validate their feelings.

Find new ways to give your children attention. Yoay want to leave notes where they
will find them or schedule special phone convews#iif you're spending a lot of time at
the hospital or away from home.

Think of a special treat your children might enjoy.

Encourage them to talk with other kids or adultedse their loneliness.

If your children have stopped doing their reguletnaties:

It isn't okay for your kids to respond to the chasi@t home by stopping normal activities
or letting grades and friendships slide. Find ohywour children have stopped any
usual activities. They may be:

Feeling tired

Feeling unhappy

Having trouble getting along with friends

Unable to concentrate or succeed

Talk about the importance of adjusting to thesengka at home. Ask your children how
you can help them get back to their normal routines

If your children feel guilty and think they somehgaused the Alzheimer’s:

State clearly, and remind them, "You did not cabgeAlzheimer’s. You can't cause
Alzheimer’s by anything you do, think, or say."

Explain in simple ways how Alzheimer’s develops.
Read a children's book together for children otlbwnes with Alzheimer’s.

Ask a doctor or nurse to explain the facts.

If your children feel angry or resentful that thewn lives are affected:

(for example, having to be quiet, doing more chomassing out on fun activities with
friends)



Validate their feelings. Talk with them about wisatausing the anger. Even though you
may know the anger comes from fear or fatiguejntjsortant to listen to what they say
and acknowledge their feelings.

Help your children understand that their anger tm&w stand-in for something else.
Maybe they're really angry at the Alzheimer’s othegt family. Maybe they're scared or
worried. Or maybe they're sad.

Do your best to try not to get angry back at thAgmain, the anger is probably about
something else.

If your children start to rebel or get into trouble

Tell your children that you understand how they.f&#eu know that this situation is
hard.

Find out if they are acting out of fear, anger diomess, or boredom. Whatever the
feeling, remind them that it is okay to feel thatywBut it is not okay to act out in this
way. If necessary, ask a teacher, pediatricianpanselor for advice and support.
Tips for Talking With Children of Different Ages

Youngest Children (2-5 years old)

Plan to talk for a very short time. Children thggeacan focus only for brief periods.
Be clear and simple. It may help to draw a pictfrevhat is happening.

Tell them about any changes in their routine ferday or in the near future.

Offer to answer any questions and to talk any time.

Young Children (6-9 years old)

Plan to talk for a short time. Children this age &@cus only for brief periods. Plan more
than one talk to cover what you need to say.

Remember that young children may have strong fgelifhey may express them by
focusing on something else during your talk. Thiskay. It allows them to deal with
information and feelings at their own pace.

Use examples. You could remind them of a time wthey got sick and went to a doctor
to get better.

Help them to understand the things that will bepgeaying soon. Children this age can't
think weeks or months into the future.



Let them know they will be taken care of and by mho

Answer all their questions. Invite them to talk mdater.

Pre-Teens (10-12 years old)

Plan for a slightly longer talk. Let your childreat the pace of the talk.

Find out if your children already know the fact®abAlzheimer’s. Make sure that what
they have heard applies to your loved one's sadoatf not, give them the right
information.

Be aware that your children may ignore or avoidd®mwhen they are afraid.

Use simple, concrete information.

Talk not only about now, but also about the futli@: example, tell them how the
Alzheimer’'s may affect your family at holidays qgaoming events.

Tell your children you will do your best to answvikeir questions. Let them know you're
there to talk whenever they want.

Teens (13-18 years old)
You may be able to have a longer talk. Let younseset the pace.

Be prepared if your teens try to ignore or avopids. Teens may act this way because
they're afraid or even embarrassed.

Teens often need time to themselves to deal wéin thelings. They may want to be
alone or with friends. Give them this time.

Teens should be told the facts about the Alzheisndihis can help you correct any
wrong information that they may have. Give yountebooklets to read later. They may
want to do their own research. If so, make sureuimat they learn is from a reliable
source and applies to your loved one's situation.

Often teens ask many "what if" questions. They magt to know more about the future.
Again, answer their questions as best you can.lénithem know you'll be glad to talk
again later.

Teens may also want to know how the Alzheimer’'s afflect them. Will it disrupt their
social life? Will they have to do more chores? Tikisormal. Be honest with them.

Communicating with Your Partner with Alzheimer’s



"l try to give my husband time to think things thgh. Not to be so quick to try and fix
everything." - Pauline

Some relationships get stronger during Alzheimegatment. Others are weakened.
Nearly all caregivers and their partners feel natress than usual as a couple. They often
feel stress about:

Knowing how to best support each other

Dealing with new feelings that come up

Figuring out how to communicate

Making decisions

Changing roles

Juggling lots of roles (such as childcare, houseikeg work, and caregiving)
Changing their social life

Changing their daily routine

Not feeling connected sexually

People express their emotions differently. Some tdktalk things out or focus on others.
Others like to express emotions by doing thingshsas washing the dishes or fixing
things around the house. They may be more likefp¢as inward. These differences can
cause tension because each person may expech#ramact the way they would in
their place. To reduce stress, it may help to rdmwurself that everyone reacts
differently.

Bringing Up Hard Topics with Your Loved One

Bringing up tough subjects is emotionally drainifgu may think, for example, that
your loved one needs to try a different treatmerdaztor. Or she may be worrying about
losing independence, being seen as weak, or alemg b burden to you, but doesn't
want to talk about it. Here are some tips on howrtng up hard topics:

Practice what you'll say in advance.

Know that your loved one may not want to hear wat have to say.

Find a quiet time and ask if it's okay to talk.

Be clear on what your aims are. (Let your loved kmaw why you are having this talk
and what you hope will come from it.)

Speak from your heart.

Allow time for your loved one to talk. Listen amy hot to interrupt.

Don't feel the need to settle things after one talk

You don't have to always say, "It'll be okay."

Sometimes the best way to communicate with someotogjust listen. This is a way of
showing that you are there for them. It may be @inde most valuable things you can
do. And it's important to be supportive to whateyaur loved one wants to say. People
need to process their thoughts and fears in thirtone and their own way. You could



also ask whether she is willing to think aboutidsie and talk another time. Your loved
one may even prefer to talk with someone else atheutiopic.

Some people won't start a conversation themseigsnay respond if you begin first.
Here are some ways caregivers do this:

"I know this is hard to talk about, but know that keady to listen or to talk any time."
"| feel that it would be helpful to talk about hdhings are going so far and how we're
both coping with it. Would you be willing to talkith me about that sometime this
week?"

Sometimes it helps to ask other caregivers how tikyto those close to them. For
example, you may want to ask:

How do you keep another person's feelings in mihdmyou're coping with so many
feelings of your own?
How do you talk about tough topics and still staportive?

If you continue to have trouble talking about theheimer’s and painful issues, you
could ask for help from a mental health profesdicDae may be able to explore issues
that you didn't feel you could yourself. But if ydoved one doesn't want to go with you,
you can always make an appointment to go by youréell may pick up some ideas for
how to bring up these topics, and talk about otbelings that you are coping with right
now.

Ways to Improve Communication

"I've noticed that my husband tries to stay reptgitive with everyone else, even his
parents. He'll say he's doing great. This is faistg for me because at home, | see that
he isn't doing great." - Betty

Some couples find it easier to talk about serisases than other couples. Only you and
your partner know how you feel about this. Theisestbelow may help you think about
ways to communicate that work for both of you.

Be Open About Stress

Some things that cause stress for you and youngracain't be solved right now.
Sometimes talking about these things can be helghd may want to say up front, "I
know we can't solve this today. But I'd like totjtelk about how it's going and how
we're feeling.”

Topics to explore may include how each of you:
Deals with change and the unknown

Feels about being a caregiver or being cared for
Handles changing roles in your relationship or home



Wants to connect with one another

Sees what issues may be straining the relationship
Feels, or would like to feel, cared for and appatsd
Feels thankful for the other person

Become a Team

"| feel like it's been such a blessing to be ablsltow my husband way beyond words
how much I love him. And to see him fighting Alzher's because of his feelings for
our children and me. It's a privilege to be soelpsvolved in something of such value
and importance.” - Rose Mary

You and your partner may need to be a team now thareever. It may help to think
things through together:

Which decisions should you make together?

Which decisions should each of you make alone?

What were some other tough times that you got tjindagether? How is this situation
the same or different?

Which family tasks could you share?

What kinds of tasks are easier for you? Which @amesharder?

What does each of you need?

How can others help?

Find Ways to Say Thanks

Perhaps your partner used to do a lot to keep fgmoity going. And now you're trying to
get used to less help. It may also be hard to edtie small things your partner is doing
to get through this hard time. There's just too Img@ing on. But when you can, try to
look for these things, and thank your partner fmnd them. Showing a little gratitude
can make both of you feel better.

Make Dates

Many couples find that it helps to plan specialastons. Some days may end up being
better than others for these dates, depending wrybar partner feels. So you may need
to be okay with last minute changes.

You don't have to be fancy. It's about spendin@tiogether. That can mean watching a
video, going out to eat, or looking through old f® It can be whatever you both like to
do. You can also plan these dates to include qdeple, if you miss being around
others.

Any problems your family may have had before theh&imer’s diagnosis are likely to
be more intense now. This is true whether you armg for an adult child, a parent, or a
spouse. Your caregiver role can often trigger fgmiand role changes that affect your
family in ways you never expected. And relatives gon't know very well or who live



far away may be present more often, too, which owagplicate things. Some people
have said that:

Seeing your parent as someone who needs your &elpechard to accept.

"My mother got Alzheimer’s. Just like she nursedlmaek to health as a child, | wanted
to do the same for her. Yet she's used to doingythiag herself. She keeps saying, 'I'm
still your mother.™

"I have my own life, with young kids to take cafe@nd a job. It's hard trying to figure
out how to help my dad."

Seeing an in-law or a friend's parent worry orteryrelp out can feel like "too much."

"I need to run my own home. | know his mother jants to help, but she's too much in
my business right now."

Communication Troubles

Studies show that open and caring communicatiorksvioest. Yet caregivers often run
into:

Tension from different ways of communicating

Lack of sensitivity or understanding about apprajgriways to talk and share feelings
People who don't know what to say, won't commueieatall, or won't be honest
Hold a Family Meeting

"You do want to stay positive and upbeat. But atdhme time, | feel like you want to
share your reality with other people in your fanstythat they can know how to support
you and how not to be shocked if things get worse&én

Sometimes other close family and friends may nat@gn what should be done. It's
very common for families to argue over treatmeritans. Or they argue that some
caregivers help more than others. While everyong learying to do what they think is
best for your loved one, family members may disagt@out what this means. Everyone
brings their own set of beliefs and values to #i®d, which makes decisions hard. It is
often during these times that families ask thealtiecare team to hold a family meeting.

Talk with your loved one to see if she wants a fgmmieeting. Ask if she would like to be
involved. At the meeting, all members share as nminiclimation as they can. You can
ask a social worker or counselor to be there, edeel. If you need to, you can bring a list
of issues to discuss. Meetings can be used to:

Have the health care team explain the goals fatrtrent.
Let the family state their wishes for care.
Give everyone an open forum in which to express faelings.



Clarify caregiving tasks.

During these meetings, family members may wanatoabout how they feel. Or you
may want to decide what kind of help they can ofirch person may have certain skills
to offer.

At the end of the meeting, ask the health care twesammarize and plan the next steps.
Choose the Right Time

Sometimes when one person feels like talking aloportant things, the other person
doesn't. Try choosing a time when you and the pmeyso want to talk to won't be doing
other things. Find a quiet place, turn off the Bvid don't answer the phone.

Keep People Updated

Often, you will be the main person updating famiiignds, and coworkers about how
the patient is doing. Ask your loved one what hetw#o share, with whom, and when. If
this is a task that someone else can do, selguiiat'person.” This person can make
phone calls or send e-mail or letters to updaterstHt's important to let others who care
know whether your loved one likes getting cardfiscar visits.

How to Communicate When Support Is Not Helpful

"My sister-in-law came by and commented on how mietévision the kids were
watching. She made some remark about how she kmesg Etressed, but could I find
something better for them to do? It's like she tmaag to make me feel like a bad
mother or something." - Carrie

If people offer help that you don't need or wah#ik them for their concern. Let them
know you'll contact them if you need anything. Yaan tell them that it always helps to
send cards and letters. Or they can pray or seod tughts.

Some people may offer unwanted parenting advice. filay come from feeling helpless
to do anything, yet wanting to show their conc&imce they can't offer advice on
medical care, it helps them to express their opiwio child care. While it may come
from a good place, it may still seem judgmentalda.

It's your decision on how to deal with unwantediee\about your kids. You don't have
to respond at all if you don't want to. If you tkitheir concerns are valid, then talk to a
counselor or teacher about what steps to take.r@iges thank them. And reassure them
that you are taking the necessary steps to getgloldren through this tough time.
Feelings and reactions

Children and teens may feel:



Sad about changes in a loved one’s personalityoahdvior
Confused or afraid about why the person behavésreliftly
Worried that the disease is contagious and thatwhiéget it
Worried that their parents might develop the diseas

Angry and frustrated by the need to repeat aatiwitir questions
Guilty for getting angry or being short-temperedhathe person

Jealous and resentful because of the increasedmmbiime and attention that is given
to the person with Alzheimer’s

Embarrassed to have friends or other visitors echibuse

Children and teens may exhibit their emotions ilyswou may not easily recognize.
They may:

Verbalize vague physical complaints, such as aattwche or headache

Perform poorly in school

Spend more time away from home

Stop inviting friends to the house

Ways to help children and teens cope

Offer comfort and support

Provide opportunities for them to express theilifgs - give them permission to
express themselves without repercussion. Donfitdgmental. Remember, they see the
world and what is going on around them through angp inexperienced ‘eye’. Just
LISTEN - that is what they need most, and honasiy fyou.

Let them know their feelings are normal and thaytedk to you about them at any time.
Educate them about the disease and encourage ¢oh&sk uestions

Respond honestly to questions

Activities that can help and be done as a family;

Go for a walk



Do household chores together, such as folding laymaking leaves or washing dishes
Listen to music, dance or sing

Look at old photographs

Read a favorite book or newspaper

Create a scrapbook or photo album about the person

Make a family tree

Watch a movie

Keep a journal together

Let them help with the Care Giving — make them fegdortant about the job they do.
Behavior watch:

Watch for signs of Depression in your child. Téés be precipitated by lack of
attention. Most children want structure in theiek. They really don't like ‘changes’.
Be sure you maintain a structure — including disog— so they feel safe and secure.
Children worry a lot — they create ‘monsters’ rgaick. Communication is the key to
keeping your child feeling safe and secure. Lgttem know what is going on, and

why things are happening the way they are. Th@g couch better with honesty than
they do with the way they fill in the blanks forthnselves.



