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Li$ing and Moving 
As demen(a progresses, your loved one will need help moving to and from the 
bed, bath, chair or wheelchair. They may also need help a<er a fall. To help, you 
have to li< and move (transfer) your loved one.  
 
General Tips 
• Take your 0me; accidents can happen when you rush.  

 

• Be safe. Make sure that neither you nor your loved one wears shoes that may 
slip off or slide on the floor. Clear the pathway of obstacles and loose rugs. Use 
assis0ve devices (canes, walkers, grab bars . . .) to reduce the risk of injury. 

 

• Consider a transfer belt. A transfer belt looks like a wide canvas belt with a 
buckle. It gives you a sturdy place to hold onto instead of belt loops, which can 
break. To use: 1. Put the belt around the waist. The tag of the belt should face 
your loved one’s stomach. 2. Buckle the belt. 3. Pull the blet snugly but not too 
(ghtly. You should s(ll be able to fit four fingers between the belt and your 
loved one’s body. 3. Shorten the length of the belt if necessary.  
 

• Consider a swivel car seat cushion. The cushion looks like a rota(ng tray and is 
cushioned with padded fabric. It helps get your loved one in and out of cars.  

 

• Your GUIDE support team or an occupa(onal therapist can also help to educate 
on the safest techniques for transfers and li<s. 

 

• Consider a back brace or support if you begin to have discomfort. 
 
Communica0ng during li?s and transfers 
• Always speak in a calm and reassuring tone. Tell your loved one what you are 

going to do before each step.  
 

• Make quick eye contact without staring. As you start li<ing and transferring, 
your voice will naturally fall below your loved one’s hearing level. Speak louder 
without shou(ng.  
 

• Are they able to help you? Ask, “Which side of your body is feeling stronger 
today?”. Use that side to help you.  
 

• Use signals: Verbal signals can be a simple work or two. Repeat them as o<en 
as needed. Never use an angry or inpa(ent tone. Visual guidance: Use 



5 
 

different colors to help your loved one see where he or she is going. Use body 
language or hand signals to guide. Yor touch should be firm but gentle. Pat 
your loved one’s hand or arm during the transfer to give an extra feeling of 
security. Encourage them to touch the surface of where they are going. It will 
let your loved one know he or she will be safe.  

 
Dressing 
Dressing can be a very personal ac(on learned at an early age. However, dressing 
can become a challenge especially as the disease progresses over (me.  
 
Common Dressing Challenges 
• Dresses incorrectly (undergarments over street clothes, legs into shirt sleeves) 
• Dresses in clothing, which is not suitable for outside ac(vity or weather 
• Dresses or changes clothes only when reminded 
• Takes clothes out of the dirty laundry and wears them 
• Does not change undergarments regularly 
• Unable to use zippers, bu^ons, laces . . . 
• Wears the same ou_it for mul(ple days 
• Unable to select clothing 
 
Recognize Demen0a Causes 
• Changes in memory 
• Changes in the ability to reason and make decisions 
• Changes in the ability to focus and pay a^en(on 
• Changes in the ability to communicate 
• Embarrassment about (un)dressing in front of another person 
• Confusion about instruc(ons 
• Too many distrac(ons 
• Room is too cold or hot, ligh(ng is too dark . . . 
• Depression 
• Arthri(s 
 
Other Possible Causes 
Physical illness, media(on side effects, vision impairment, weak balance . . .  
 
Plan Ahead and Keep it Super Simple 
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Provide furniture to sit on while dressing 
Declu^er to avoid distrac(ons 
 
Choosing Clothes 
If your loved one can s0ll choose their clothes, make it easy. Remove clothes that 
are not in season or are not work regularly. Too many choices may cause 
frustra(on. Help your love done make decisions without sounding “bossy”. 
Example: Dad, we are going for a walk in the park. I know you want to look your 
best but it would be awful if your “Sunday best” got mud on it during the walk. It 
would be Ok if your jeans got muddy. Do you want this pair of jeans with pockets 
or do you want that pair of jeans without pockets? 
 
If they can no longer choose their clothes, lay them out in dressing order. Make 
sure they are right-side out. Lay light-colored clothing on a dark blanket (or vice 
versa) so that your love done can see them more easily.  
 
Add an extra half hour or hour to the amount of (me you’ve scheduled for your 
love done to dress.  
 
Pick Your BaOles 
If your loved one chooses clothing that does not match or are not according to 
your taste, decide how important it really is. The key is that they feel comfortable.  
 
Think Outside of the Box 
Does your loved one refuse to change clothes? He or she may have lost the sense 
of (me. They may not realize that a day or two has passed. When shopping 
consider buying two iden(cal sets of clothes. Dress your loved one in one set 
while you wash the other.  
 
Ea1ng 
Is your loved one refusing to eat? Does he or she hold food in the mouth (pocket) 
without swallowing? Or scream when ea(ng? Or even spit out the food? 
 
Common Ea0ng Challenges 
• Lost or gained 5-10 pounds a month, eats or drinks more/less than usual  
• Screams when food or drink is in the mouth; spits it out 
• Refuses to eat or drink; afraid of being poisoned 
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• Does not touch what is on the plate 
• Pockets food 
• Chokes frequently or drools while ea(ng – usually in the later stages 
 
Recognize Demen0a Causes 
• Boredom, confusion, depression, grief, social withdrawal, (redness 
• Changes in memory affec(ng the ability to chew and swallow; use utensils 
• Changes in communica(on skills 
• Changes in the ability to focus 
• Changes in the senses 
• Feels overwhelmed by the amount of food on the plate 
• Taste or texture of the food being served 
• Changes in ea(ng rou(nes, ea(ng styles 
• Too many distrac(ons 
• Embarrassment or humilia(on when scolded for not ea(ng, forgeing how to 

eat, forgeing table manners 
 
Keep It Simple 
Keep the table seRng simple otherwise your loved one may have a hard (me 
seeing and understanding what is on the table. He or she may no longer recognize 
common everyday items and their purposes anymore.  
 

Make it easier to enjoy foods normally eaten with a fork or spoon. Turn them into 
foods that can be eaten using fingers. Slice food thinly or pu them into wrap.  
 

If a utensil is needed, give only one – a spoon is generally best.  
 

Limit food choices to two items.  
 
Keep in Mind Lifelong Rou0nes 
• If your loved one has never been a big eater, serve food every couple of hours 

instead of three large meals a day.  
• If your loved one always skipped breakfast, give a banana and beverage instead 

of a full breakfast. Follow up with another food and beverage about an hour 
later.  

 
Think Outside of the Box 
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Make it easier for your loved one to eat and drink “on the go”. If your loved one 
paces a lot – even during meal(mes – make ea(ng easier. Put a beverage and a 
plate of sliced fruits or vegetable s(cks in the rooms where they pace.  
Consider enrolling in a community meals on wheels program. Sandwiches can be 
made with any le<overs.  
 

Cons0pa0on can be a common reason for appe0te suppression. This may be the 
reason your loved one is refusing to eat. Has it been more than 3 days since a 
bowel movement? Have they been rubbing the lower back or abdomen? Do they 
appear to be in pain (straining) or making faces when using the toilet. Has there 
been a recent change in medica(on? 
 
Most people experience a lack of appe(te and weight loss but some types of 
demen(a cause an increase in appe0te and weight gain. Changes in the brain 
may have affected your loved one’s ability to tell when he or she is full. Memory 
loss may also have caused them to forget that they have just eaten. Or they may 
be bored or depressed. Consider cuing back on por(ons or using child locks on 
cabinets. If more than 5-10 pounds are gained in a month, discuss with you GUIDE 
support team.  
 
Progression of Disease 
As demen0a worsens, some pocket food, drool when ea0ng, or lose their 
appe0te completely. All of these behaviors are related to the disease. Your loved 
one is not in control of these behaviors. They may have many underlying causes.  
 

Be sure to maintain good oral health – check for cavi(es, denture issues or gum 
disease. This too may become more challenging over (me.  
 

SpiRng out food may be a sign of displeasure – too salty, too spice, too hot, too 
cold, to sweet or sour. Tastes as texture preferences change as we age. Be pa(ent. 
Some(mes it is trial and error.  
 

Anorexia can occur in late-stage demen0a. Changes in the brain can lessen one’s 
appe(te. These changes can also impact your loved one’s ability to swallow. This 
can result in drooling or aspira(on (when food par(cles track into the lungs 
instead of the esophagus). So<er foods and smaller foods may help.  
 
Feeding tubes are o<en discussed at this stage. Feeding tubes for demen(a have 
not been proven to improve quality or quan(ty of life. Your loved will likely s(ll 
aspirate. They may experience bloa(ng or infec(ons.  
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Anorexia related to demen(a is a part of the disease, it is not a failure of you as a 
caregiver or your loved one as a pa(ent. At this stage, consider comfort foods as a 
pleasure for your love done and bonding experience and consider your 
preparedness planning – would hospice be an op(on to improve quality of life at 
this (me? 
 
Bathing 
As demen(a progresses, bathing and personal hygiene may become a challenge. 
During the middle stages of the disease, your loved one may need to be reminded 
– and reminded – about bath (me and how to bathe In the later stage, you may 
need to assume responsibility during bath (me.  
 
Common Bathing Challenges 
• Does not use soap or wash full body when bathing 
• Not using toothpaste when brushing teeth 
• Looks unwashed or messy; has no(ceable body odor 
• Insists he or she has already bathed or does not need to bathe 
• Afraid of bathing, shampooing, brushing teeth . . . 
• Bathes or brushes teeth only when reminded 
• Unable to test water level and temperature 
• Refuses to get into the tub or shower; Refuses to shampoo 
 
Recognize Demen0a Causes 
• Changes in the ability to reason and make decisions 
• Changes in the ability to focus and pay a^en(on 
• Changes in communica(on skills 
• Changes in senses, ability to understand signals 
• Anger or frustra(on about the loss of independence 
• Memory loss  
• Depression 
 
Other Causes 
• Embarrassment about being naked in front of another person 
• Physical impairment or illness such as arthri(s, dizziness, vision/hearing deficits 
• Fear of falling or slipping 
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Plan Ahead 
 

Make bath (me and personal hygiene safer 
• Declu^er the space 
• Provide furniture for your loved one to sit in while dressing and undressing 
• Explain step-by-step what you are going to do 
• Use hand-held showerheads, grab bars, rubber non-slip mats, shower 

benches/chairs, transfer benches and non-slip rugs 
 
Your loved one may be frightened by the sound of the bathroom fan or the water 
filling or draining from the tub.  
• If the bathroom gets foggy, leave the door open 
• Wait un(l you have filled the tub to bring him or her in  
• Wait un(l he or she leaves to drain the tub 
• Add an extra half hour to the amount of (me you have budgeted for bathing 
 
If your loved one forgets how to bathe or brush teeth 
• Consider a prop doll to show step-by-step instruc(ons 
 
Pick Your BaOles 
Bathing two or three (mes a week is usually all that is needed. Forcing a daily 
bath out of habit may cause agita(on. Demen(a may cause your loved one to lose 
sense of (me. It may not be clear that it has been days since the last bath. 
However, if there is a strong odor that does not go away, phone the GUIDE team. 
There may be a medica(on or a medical issue that is causing the odor.  
 
Think Outside the Box 
Create a rou0ne. Write bath day on the calendar and/or tape a “Today is Bath 
Day” on the bathroom mirror. Consider a talking alarm clock to set audio 
reminders or announce bath (me. It may take you out of the argument if your 
loved one argues with the clock instead.  
 
Make bath 0me an event to look forward to. If your loved one used to sing songs 
in the shower, play those songs as you get the bathroom ready. Toss the bath 
towel or robe into the dryer before bath (me. The heat may be comfor(ng while 
he or she waits to get in or gets out of the shower. Put rubber ducks or other so< 
toys in the tub. If his or her hands are busy, they may be less likely to hit during 
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the bath. Consider adding aromatherapy to the rou(ne, if he or he does not have 
sensi(vity to products with a scent.  
 
Be alert for unexpected issues 
Demen(a may affect how the brain is sensing water pressure. The water may feel 
like s(ngs to your loved one. Consider a bath.  
 
Rinsing hair may worsen feelings or dizziness or increase the fear of water geing 
into the eyes. Consider no-rinse shower caps or no-rinse shampoo. 
 
Skin may hurt when you rub the towel vigorously. Try paing instead.  
 
Unsteadiness or a worsening ability to hear instruc(ons may be related to ear wax 
build-up. Use ear wax removal kits instead of co^on swabs.  
 
Sounds from water or the fan may be louder to your loved one if they have a 
hearing aid. If the hearing aid volume is set too high, it may be picking up rou(ne 
background sounds as much louder than they actually are. Readjust the seing.  
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Sex 
Your role has changed from partner to caregiver. Your sexual rela(onship may also 
change as demen(a progresses. You may want to con(nue the sexual rela(onship 
you have had with your partner. Or you may no longer feel that bond because of 
the changes in your lives. Either way, it is okay. 
 
There are many types of sexual closeness: hugging, cuddling, touching and 
intercourse.  It is okay for you and your loved one to be sexually close in all of 
these ways. Make sure that both of you are comfortable. If your loved one is 
scared or in pain, change or stop what you are doing. If you become scared or in 
pain, tell your loved one to stop.  
 
Your interest in sexual ac0vi0es with you loved one may change.  
• Your sexual rela(onship may be stronger than before. Touching may be a 

stronger way to communicate than words.  
 

• Or you may wish to be sexually close with your loved one but not have the 
desire. Your role is changing from partner to caregiver. You may feel too 
exhausted. You may find that demen(a has nega(vely affected your loved 
one’s sexual abili(es.  
 

• Or you may no longer feel the need to be sexually close with your loved one. 
You may feel you can no longer enjoy sex as you may now be helping with 
bathing and toile(ng difficul(es.  
 

• You may decide to sleep apart from your loved one. It is okay if you feel more 
comfortable sleeping in another room. If necessary, use a room monitor so you 
can hear movements in your loved one’s room.  
 

• If you have less sexual needs, do not feel guilty. Caregivers of people with 
demen(a o<en have these feelings. Discuss with your doctor or therapist. 
Consider a^ending a support group. Keep in mind, there is no right or wrong 
answer. There is no single solu(on.  
 

• Your loved one may be confused, frustrated, jealous or even agitated by your 
reduced sexual interest. Reassure your loved one that you s(ll love him or her. 
Find other ways to be in(mate without intercourse. If your loved one s(ll has 
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good language skills, encourage him or her to talk it over with a doctor, 
therapist, support group or close friend.  

 
• Your loved one may have an increased desire for sexual ac(vi(es. If you want 

to enjoy the increase, that is okay. If you do not, that is okay too. Keep in mind 
that your loved one’s memory has changed. They may not remember having 
sex a few minutes earlier. Or, their language skills may be affected, which 
impacts their ability to express the need for closeness, touch, comfort, warmth 
and security. You can say no. Show or talk about other ways to be physically 
in(mate without intercourse.  
 

• Your loved one may con(nue to have sex but without showing much interest. 
You may feel guilty because you cannot tell. Watch for non-verbal signs of 
interest. Stop if you see any signs of unwillingness.  

 
• Your loved one may begin to act in ways that are sexually inappropriate. See 

the chapter on Inappropriate Sexual Behaviors in booklet one. 
 

Sex and Residen+al Care Facili+es 

If your loved one is moving to a residen(al care facility, ask about the residents’ 
roman(c and sexual rela(onship policies. This may be an uncomfortable subject 
for many but this is a common considera(on for facili(es.   

What happens if your loved one develops a romance – even a sexual 
rela0onship – with another resident who consents?  

If you are a spouse or long-term partner, this is one of the most challenging 
demen(a caregiving issues you may face. As the demen(a progresses, your loved 
one may no longer recognize you and may not remember you are his or her 
spouse.  

As they adjust to life in the facility, they may be drawn to another resident. Would 
you want the facility to stop the rela(onship no ma^er what? Or would you 
accept – perhaps encourage – that rela(onship because the demen(a has 
changed your loved one so much? There is no easy or right answer to this very 
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personal ques(on. If you are faced with this decision, talk with your family, 
friends, clergy, support group or the GUIDE team.  

 

Depression in the Care Recipient 
Does your loved one refuse to leave the house? Do they o<en speak of dying? 
Have they been feeling extremely sad for more than two weeks?  

Your loved one may be experiencing depression. It can be difficult to tell if 
someone with demen(a also has depression. Difficulty in finding the right words 
makes it even harder to express feeling. Addi(onally, the symptoms of depression 
may come and go and may be less severe at (mes. 
 

Many symptoms of demen(a are similar to the symptoms of depression.  
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Next Steps 
• If your loved one is showing signs of wan(ng to commit suicide, call 911.  
 

• See the doctor and talk to your GUIDE team if your loved has some of the 
symptoms listed above for more than two weeks. They use drugs or alcohol to 
feel be^er. Or they begin to think or talk about not wan(ng to “be here” 
anymore. They can assess for signs of depression or other medical problems, 
which may present the same way.  

 

Grief in the Care Recipient 
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Your loved one will con(nue to experience grief just like those without demen(a. 
They may not be able to understand their grief or talk about it with others. It may 
be expressed as fear, agita(on, restlessness, distress or suspicion.  
 
Grieving loss that will come. Demen(a is a progressive disease. There will be 
many losses during the disease including independence and the ability to do many 
previously enjoyable things. Thinking about these losses before they occur is 
called an0cipatory grief.  
 
Strategies to Help 
• Reassure: The road ahead will be long but you will be there to listen and help. 

Remind them that is okay to feel scared, frustrated or angry. It is okay to want 
to cry. 

 
• Help regain some control: Encourage discussing how your loved one would like 

to live with demen(a from now on. Explain that you would like their help now 
so you can make the best decisions on their behalf in the future. Ask your 
loved one what ac(vi(es they enjoy or wish to do and plan them now. Ask 
what types of adjustments you should make at each ability level. As painful as 
it may be, ask them for help in planning financial, legal and end of life ma^ers. 
Most importantly, help your loved one focus on what they can s(ll do.  

 
• Encourage your loved one to par(cipate in a support group or one-on-on 

counseling with a therapist. 
 
Grieving the loss of a loved one from the past. It is not unusual for your loved 
one to repeatedly ask for someone who died a long (me ago. They may have lost 
the sense of (me. Telling your loved one that the person died a long (me ago will 
cause pain and confusion. Look for the emo(on behind your loved one’s need for 
the deceased: Example: “You seem angry, yelling for Mom. Please tell me why you 
are angry.” If he says, “Your Mother didn’t put supper on the table”, give him a 
quick snack. Ask him to help set the table.  
 
Grieving the loss of a loved who has recently died. First, decide whether to share 
the news with your loved one of someone else’s death. Remember, your loved 
one is a different person now. At one (me, they would have “needed or wanted to 



18 
 

know” and had “the right to know”. Your loved one’s needs are different now and 
they are basic.  
 
• If you share the news, keep it simple. For example, “Mom has died.” Avoid 

words that may have another meaning such as lost or passed. Your loved one 
may get confused and think they are literally lost and want to look for them.  

 
• Avoid sharing details of the death, as the disease progresses, these details may 

not help them understand the reality of the death.  
 

• If they keep asking about the death, support them through the changes. Share 
your own feelings of loss. Help them remember the deceased without 
emphasizing that the death was recent. Example: “I miss Mom, too. She was 
such a good piano player. Let’s have a concert now. I will play her favorite song 
on the piano. You can be the conductor.” 

 
• Look at the emo(ons or reasons behind your loved one’s focus on the 

deceased. Just because they have demen(a, it does not mean the emo(ons or 
feelings are gone. What they may have difficulty with is expressing those 
emo(ons verbally. They may show grief by becoming agitated or restless, They 
may feel “lost”, “cut off” or that “something is not right”. They may feel 
confused because someone close if “missing”. To stay connected keep favorite 
items nearby (photos, blankets, toys . . .). Play favorite music or television 
programming. Serve favorite foods and drinks.  

 
• Your loved one may have confusion over (me and circumstance, and may not 

understand who has died. Example: His wife just died. Though his mother died 
several years ago, he may think it was she who just died.  

Depression in the Caregiver 
Do you feel hopeless? Are you more irritable or impa(ent than usual? Have you 
lost interest in thongs you used to enjoy? Have you been feeling extremely sad for 
more than two weeks? 
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You may be experiencing depression. Some people say “depressed” when they 
mean “very sad”. Feeling very sad when your loved one was diagnosed with 
demen(a is expected. Feeling very sad as you and your loved one face the daily 
struggle of demen(a is expected. Life has handed you a monumental challenge. 
Feling sad and even angry is a normal reac(on.  
Depression is more than feeling very sad at a sad situa(on. Depression is an 

overwhelming feeling of sadness. You may feel lifeless and empty. You may feel no 
joy and no longer look forward. Making decisions may become hard, even simple 
chores may become nearly impossible to finish.  
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If you have these feelings, you are at risk for depression. Depression is not a 
choice. It is a medical condi(on that requires support and treatment. If you think 
you are experiencing demen(a symptoms, discuss it with your provider as soon as 
possible. If you are thinking of suicide or harming another person, call 911 or the 
local emergency number to get help now.  
 
If diagnosed with depression, you can work together with your provider to find a 
treatment plan. Note: Many symptoms of depression are similar to demen(a. 
Avoid jumping to the conclusion that you have demen0a.  
 
Your provider will assess any medical problems, which might mimic or cause the 
same symptoms as depression. If depression is diagnosed, there are three 
common types of treatments. 
 
Cogni0ve Behavioral Therapy. This means changing the way you do certain things 
or changing the way you behave in certain situa(ons. You also change the way you 
think about yourself and your circumstances. Example: You o<en take the blame 
for whatever goes wrong. You therapist may suggest that you stop and consider if 
you truly have responsibility for what has happened.  
 
Talking with a therapist or par0cipa0ng in a support group. This means sharing 
your thoughts and feelings with others who are in similar situa(ons. You may find 
that you are like many people who are dealing with life’s challenges.  
 
Medica0ons. An(depressants work in different ways for different people. You may 
have to try several different types or doses before finding one that works for you. 
If you do not feel be^er a<er the length of (me your provider recommends, 
discuss it with them again. It may take several months to find an effec(ve 
medica(on and/or therapist. Be pa(ent with yourself and your loved one.  

Grief in the Caregiver 
Do you miss your loved one even when he or she is alive? Do you worry about 
how the next disease will affect your loved one? Do you have a hard (me enjoying 
the good (mes with your loved one because you fear what lies ahead? 
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You may be experiencing what is called “an(cipatory grief”. You can think of it as 
pre-grieving. You know there will be loss in your life but it has not happened yet. 
Loss is a main feature of demen(a. Loss of memory, independence, 
communica(on and personality unfolds over the months and years. No two 
people are the same. You and tour loved one will experience and grieve this 
experience in your own way.  
 
Common loss felt by caregivers 
• Rela(onships: family, friends and colleagues 
• Money or lifestyle taken for granted 
• Personal dignity 
• Hopes and dreams 
• Planned future 
• Independence 
• In(macy, sex 
• Privacy 
• Control 
 
You can think of demen(a as a series of losses. It can be as painful as grieving an 
actual death because it seems to go on and on. Ongoing grief can lead to 
depression, if it is not treated.  
 
Watch for these common signs of grief 
 

The Physical: Loss of concentra(on, numbness, headaches, body aches, crying, 
shakiness, dizziness, sensi(vity to noise, sleeping problems, ea(ng problems, 
breathing difficulty, (ghtness in the throat and chest, restlessness 
 
The Emo0onal: Shock, denial, regret, sadness, guilt, anxiety, despair, panic, 
loneliness, self-pity, resentment, anger, feelings of abandonment, mood swings.  
 
The Social Signs: Ac(ng angry, hos(le irritable or short-tempered; withdrawing 
from usual social ac(vi(es; avoiding family and friends; loss of interest in personal 
appearance; increased use of tobacco, alcohol, prescribed medica(ons or drugs. 
 
The Spiritual Signs: Feeling anguish; feeling spiritually empty; feeling uncertain in 
previous beliefs such as life a<er death; asking “Why him/her?, Why me?, How 
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could this happen? Why did this happen?”;being angry with God; ques(oning 
priori(es.  
 
Strategies to Help 
• Accept your feelings as typical for a demen(a caregiver. Grief is a natural 

human emo(on.  
 

• Take care of yourself; grief can lead to depression. Don’t wait. Seek help now.  
 

• Prac(ce living in the moment. Try not to worry abut what will happen next. 
Enjoy the (mes when you feel connected to your love done. Take a deep 
breath and find joy in the moment.  

 

GeRng the Appropriate Help 
 

Find a therapist who is trained in an(cipatory grief. The therapist can help you and 
your loved one:  
• Deal with wishes that you could have prevented the demen(a.  
• Deal with unresolved issues about your rela(onship before the diagnosis.  
• Prepare you both for changes in the roles of your current rela(onship.  
• Find peace in not having all the answers.  
• Accept and adapt to significant life changes.  
• Address the inability to find closure when no death has occurred.  
• Address your family and friends’ inability to recognize you and your loved one’s 

need to grieve though no death has occurred.  
• Cope with the desire for your loved one to live as long as possible and the 

confusing desire for their suffering to end.  
• Deal with your concern about failing if you ask for help or can no longer look 

a<er your loved one anymore.  
• Address the guilt of enjoying things that your loved one now has difficulty with.  
• Deal with the unrealis(c expecta(ons that you may place on yourself.  
 
Ask your GUIDE care team, other caregivers or look to The Alzheimer's Associa(on 
for help to find a qualified therapist.  
 
Grief and Loss a?er Caregiving 
Bereavement – or the process of grieving a loss – is an expected outcome to the 
death of a loved one. This grief helps work through the pain and adjust to life 
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without the deceased. It means learning to live with the loss. Everyone grieves 
differently.  
 
Even if your loved one was not enrolled in a local Hospice program, you can reach 
out for their community-provided bereavement services and resources. These 
services may help you or other friends and family cope with the deep sorrow of 
loss.  
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Caring for Yourself 
Do you o<en say “I am fine” even when you do not feel fine? Do you focus on 
your loved one’s needs and ignore your own? Do you feel guilty when you take the 
(me to care for yourself? Has feeling (red and worried become your new normal? 
 
Here are six strategies for taking beOer care of yourself: 
• Think about why you do not take be^er care of yourself. 
• Begin thinking in a different way about taking be^er care of yourself. 
• Set goals for taking be^er care of yourself. 
• Solve problems that block you from taking be^er care of yourself. 
• Ask your care team to do their part so that you have (me to take be^er care of 

yourself. 
 
Think about why you do not take beOer care of yourself. 
The answer may be obvious to you. You have no (me. Your loved one needs all 
your a^en(on. Look more closely at that answer.  
• Do you feel guilty because you are healthy and your loved one is not? 
• Do you believe you are indestruc(ble and don’t need to worry about yourself? 
• Are you worried others may think you are selfish or uncaring if you take (me? 
• Are you afraid others may tell you to put your loved one in a residen(al 

facility? 
 
Ask this second ques0on. Why do I think this way? 
Did someone tell you that your family’s needs always come first? 
Are you assuming your family’s needs come first because it has always been so? 
Have you o<en been the one to take care of others at the expense of your needs? 
 
Begin thinking in a different way about taking beOer care of yourself. 
Consider these examples if you have iden(fied at least one belief that holds you 
back from taking care of yourself. Examples: Old way: I do not have (me to see 
my doctor about my headaches. New way: I must take care of the headaches so I 
feel up to caring for Mom. Old way: I cannot take the (me for my book 
club/exercise class/walk/yoga/gardening. It is not fair for me to have fun while 
Dad is suffering. New way: My book club/exercise class/walk/yoga/gardening help 
reduce my stress. Dad will sense that calm. Old way: If I take this (me to myself, 
my husband will think I do not love him as much. New way: My husband knows I 
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love him. I show it to him every day with what I do. He loves me, too, and would 
want me to take some (me to enjoy myself.”     
 
Set goals for taking beOer care of yourself. 
What goals should you set? Keep them short – about 5 words. Look at your 
answers in the checklist at the end of this sec(on. Which ones scored 3s, 4s or 5s? 
Example: In doing the checklist, you could not remember what you ate for supper 
last night. Perhaps the goal would be: Eat 2-3 nutri(ous meals every day.  
 
To reach each goal, break it down into smaller steps. Example: Think of reasons 
you have not been ea(ng nutri(ous meals. Is it because you feel you cannot spare 
even 15 minutes to cook or eat? Perhaps a small step would be: “Buy same-day 
cooked foods from deli.” 
 
Set a date for reaching each goal and smaller step. Example: Goal of ea(ng 2-3 
nutri(ous meals every day by the end of 3 months. The smaller step of buying deli 
food should be easier, so maybe start this weekend.   
 
Solve problems that block you from taking beOer care of yourself. 
As you try to set goals and take smaller steps, you may run into obstacles that 
block you from achieving them. Solve these problems now instead of leing them 
grow bigger. Example: Problem: I am too (red to exercise in the evening. 
Solu0on: I will walk for 15 minutes every morning while my husband is s(ll asleep 
and before I get too (red. I will ask a neighbor or other care team member to 
come to my house in case my husband wakes up while I am exercising.  
 
Ask your care team to do their part so that you have (me to take be^er care of 
yourself. As the team captain, you can never do all of the work. Look at the en(re 
team standing behind you. Think about ways the team can free up (me you need 
to take be^er care of yourself. If you are not sure, just ask the care team for help.  
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Managing Stress 
You probably already know that you have too much stress in your life. But did you 
know that the stress of caregiving can harm your health? If your health fails, you 
will not be able to con(nue caring for your loved one. In fact, you may find 
yourself needing someone to look a<er you.  
 
Causes of Caregiver Stress 
 

Emo0onal demands caring for your loved one. Your loved one need a high level of 
physical and emo(onal care. 
 
Conflic0ng demands. You feel pulled in different direc(ons by your own needs 
and the needs of many others (your love done who has demen(a, your spouse or 
partner, children, other family members, employers, colleagues . . . ).  
 
Uncertainty of roles. The role you play in your loved one’s life will change. 
Some(mes the role will go back and forth between what was and what is. This is 
hard. An adult daughter finds herself telling her mother what to do. A spouse will 
be more of a parent than a partner. This shi<ing of roles can be uncomfortable. It 
may also cause hard feelings on all sides of the rela(onship.  
 
Workload. There is just too much to do.  
 
Conflic0ng policies and procedures of insurance companies. These can prevent 
the care team from doing what is appropriate. These conflicts also prevent you 
from receiving the services you need and want.  
 
Naviga0ng the healthcare system. Mul(ple appointments with mul(ple providers 
including office visits, laboratory orders and pharmacy pick-ups, arranging 
transporta(on to and from the clinics and wait- (mes, which can be challenging all 
on their own.  
 
Lack of Privacy. You cannot find (me to be alone. Your loved one may be at a 
stage when he or she cannot be le< alone. There may be people going in and out 
of your home all of the (me to assist with caregiving.  
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Signs of Stress 
 

Physical: Fa(gue ((redness), headaches, skin irrita(ons, frequent infec(ons, 
breathlessness, (ght muscles, muscle twitches.  
 
Emo0onal: Irritability, depression, loss of confidence, fussiness, apprehension 
(fear of something bad happening), aliena(on (withdrawal from a social group or 
ac(vity), apathy (loss of interest, enthusiasm or concern). 
 
Mental: Worrying, making hasty decisions, impaired judgement, muddled 
thinking, nightmares, nega(vity, indecision.  
 
Behavioral: Insomnia (unable to get to sleep or stay asleep), accident-prone (tend 
to have more than the average number of accidents), loss of appe(te, over-ea(ng, 
loss of sex drive, drinking more, smoking more, restlessness.  
 
Stress and Your Body 
Your body responds to stressful situa(ons by releasing certain types of hormones. 
As the level of “stress hormones” increases, it can affect different organs. These 
hormones can impact your heart, stomach, liver and even our emo(ons. 
Replacing unhealthy coping strategies with healthy stress management is the key 
to maintaining your health. It will help your body process these hormones and 
minimize risk.  
 
Healthy versus Unhealthy Stress Management 
You may feel you are already managing your stress. If you are easing your stress 
with unhealthy strategies, they may cause more harm than good.  
 

• Are you calming yourself by drinking more alcohol than usual?  
• Are you taking more medica(ons than you are prescribed? Or taking another 

person’s medica(ons?  
• Are you ea(ng more “comfort foods”, high in sugar, fats or carbohydrates?  
• Do you lose hours watching television programs or movies frequently?  
• Do you have “pity par(es” all the (me?  
• Are you yelling at the people around you about anything and everything?  
• Do you feel like a vic(m and blame other people for whatever is wrong? 
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Strategies for Healthy Stress Management 
 

1. Recognize the signs of stress.  
 

2. Ask yourself, “What causes or drives my stress?” Examples: My family 
creates stress for me because they o<en cri(cize how I look a<er Mom. I 
create stress for myself because I cannot say no to anyone even though I am 
overwhelmed.  
 

3. Recognize what you can change. Let go of what you cannot. The things you 
can change are the ones you have control over. Since you have no control over 
what other people think, say or do, let it in and let it go out. What you can 
control is your own response. Avoid arguing. Acknowledge the feeling and 
opinion. What you chose to do a<er that acknowledgement is solely within 
our control. Their words have no power over you. Example: Thanks, Aunt 
Edna, for sharing your opinion of how I am caring for Mom. Would you come 
over at noon tomorrow to prepare his lunch while I run to the store?”  
 

4. Take ac0on. Find our peace. These are some recommenda(ons: Music, 
Stretching, Medita(on, Adding fun ac(vi(es back into your life (popping 
popcorn and watching a favorite movie on the couch; talking on the phone to 
a good friend; listening to music from your teenage years; going to plays, 
picnics or community events; walking in the park, going for ice cream; baking 
a cake; driving a scenic highway; gardening). Make it a commitment to try 
each or another at least twice. Find the ones that work best for you. The most 
important thing is to prac0ce them daily – not just when stressful events 
occur.  

 
Asking for Help 
Is it hard to ask for help, even though you know you need it? Do you feel that if 
you ask for help people may think you do not know what you are doing?  
 
Do you believe you are the only person capable of taking care of your loved 
one? You are the best person to care for your loved one. However, other 
members of the care team can do a good or even a great job. Give them a 
chance for short periods of (me. You can try for longer (mes once you are 
more comfortable.  
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Do you believe it is just easier to do it yourself? It may be easier to do things 
yourself in the beginning. However, caregiving is a long-term responsibility. 
With the care team shouldering some of the tasks, you will have (me to handle 
new challenges or take be^er care of yourself. 
 
Do you believe that if someone else helps, you will not get the credit you 
deserve? You may not realize how much other people know and appreciate the 
role you play. Asking for help does not reduce the role you play as care team 
captain, it only increases the amount of support your loved one receives.  
 
Do you believe or fear you will be rejected if you ask for help and that you 
will become angry? Some care team members cannot help when you ask. They 
may have valid reasons for not helping. Do not take it personally. Give them 
the benefit of the doubt. Take a dep breath and go down the list to the next 
care team member. Many team members want to help but may not know how. 
You will not know their answer un(l you ask.  
 
Do you believe that people should know what you need and that you should 
not have to ask them? You are not a mind reader who knows how willing 
others are to help you. In the same way, other people are not mind readers 
who know what you do and do not need. Some people see you doing a good 
job and assume you do not need help. Even those who see your struggles may 
have no idea how to help. Tell them.  
 
Do you believe that no one will help you no maOer what you say or do? You 
may not have family members or friends close by that can help you. You may 
have been turned down when ou have asked for help. Never give up! Make 
finding help an important part of your role as the care team captain. Be 
crea(ve. Be bold. Be asser(ve.  
 
Remember the care team is made up of more than medical professionals and 
other service providers. The care team includes you, family, friends, clergy, 
neighbors . . . 
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Asser0ve Communica0on 
Some people think asser(ve communica(on is being bossy or loud. Instead, it 
is open, honest and direct and is based on mutual respect. You are not begging 
or blaming. You are telling him or her the help you need and why.  You also 
respect what the other person has to say even though you may not agree with 
it. Being asser(ve is not the same as being passive or passive-aggressive or 
aggressive. 
 
Passive Communica0on: I know you are too busy to help your dad, Cousin 
Mike. Do what you can. I am already taking care of Uncle Ali 24/7, so I have no 
worries.  
 
Aggressive Communica0on: You are the most selfish man I have ever met, 
Cousin Mike. You do not even help your own dad. Here I am, working my 
fingers to the bone looking a<er him without any help from you. Who cares 
about your finals anyway? It is not like anyone would hire such a selfish person. 
 
Passive-Aggressive Communica0on: Kelly, I cannot believe Cousin Mike! He 
said that he is very busy and cannot even spare 15 minutes to look a<er his 
father while I take a break. Of course, I had to say, ‘Yes, I understand, Cousin. 
What else could I have said’. 
 
Asser0ve Communica0on: I need help looking a<er your Dad, Cousin Mike. I 
know and respect that you are busy with finals. We should discuss how we can 
work together. Let’s talk more about it over lunch on Saturday at noon. Or, 
once the rela0onship is established. Uncle Mike, I need you to sit with your 
dad this Saturday for one hour. The (me is flexible from noon un(l 5PM. What 
(me works best for you?   
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Tips for Taking Care 
 
Don’t focus on the worst things that can happen. Example: You may have 
been thinking: Caregiving is so exhaus(ng, it is going to kill me. Try thinking this 
instead. Caregiving is very hard but I have overcome bog problems before. I will 
overcome them this (me too.  
 
Let go of things that cannot be undone. Example: Your loved one has been 
focused on complaining about how a doctor spoke to her and what she should 
have said. Encourage her to write down how she will handle the conversa(on 
differently next (me. Then, encourage her to forget what happened and focus 
on what she can do now.  
 
S0ck to a rou0ne. This applies not just to your loved one but also to you. Even 
if you do  not have to go anywhere, get out of bed, eat breakfast and get 
dressed every morning. Many caregivers say that keeping daily rou(nes 
reduces a sense of depression.   
 
Connect with others. Caregiving can make you feel alone and you may not 
even realize it. Call a friend or join a support group. Even a small amount of 
interac(on with others can make a big difference. 
 
Focusing on Posi+ve Thoughts 
Be careful how you talk to yourself. You would never allow someone to speak 
to you the way your mind may speak to you. When you hear nega(ve self-
directed thoughts, fight back. Stop them immediately. Replace them with 
something posi(ve or change them in a posi(ve way.  
 
Example: Nega(ve: I am so stupid. Posi0ve: I make mistakes but usually I do 
OK. Nega(ve: I will never be able to do this right. Posi0ve: I am learning and 
will get the hand of it soon if I keep trying.  
 
Monitor your loved one’s self talk too. Example: You loved one says: I do not 
want to leave the house again. I am worried people will treat me differently 
because of my demen(a. Encourage them to say: I am s(ll me. I am s(ll the 
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same person. I just do or say things in a different way. My true friends are the 
ones who will be worried if they do not get to see me anymore.  
 
Prac0ce Posi0ve Thinking 
Do more than say kinder things to yourself. Think more posi(vely about what 
goes on around you. The next (me you feel hurt or angry, take a stop back. 
Think through the event. Try these steps to posi(ve thinking.  
 
Step I: Iden0fy the situa0on. 
What just happened? What events led to the situa(on.  
 
Step II: What were your thoughts in that situa0on.  
Recognize unhealthy thoughts. Watch for “all or nothing” thinking, “awfulizing” 
thinking and “focusing on the nega(ves”. 
 
All or nothing (ought, must, should). Example: I must get Uncle Lou to behave 
when we go out. What if he undresses in public? I will be so embarrassed that I 
will never be able to go out into public again.  
 
Awfulizing (awful, terrible, horrible). Example: What if Uncle Lou undresses in 
public? It will be horrible. Family Services may take him away because I am a 
terrible caregiver.  
 
Nega0ve Thinking. Example: You leave a message for your Cousin Anne asking 
her to call you about Uncle Lou. She does not call. You find yourself thinking 
nega(vely. What doesn’t she call back? She just does not care about Uncle Lou 
or me.  
 
Step III: How did you feel in that situa0on? 
Describe your feelings and reac(ons. 
 
Step IV: What is a different way of thinking about the situa0on? 
Come up with posi0ve solu0ons and act on them. Example: Try calling Cousin 
Anne again. You may find out she did not receive your original message.  
 

You may have thought of an experience as horrible. Now, try to think of it as 
merely unpleasant. Example: I wonder what Cousin Anne did not call me back. 
Perhaps she did not get my message. This is an important step. It may be hard 
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at first. The more you use it, the easier it will become. Use more posi(ve 
thoughts instead of “all or nothing” or “awfulizing”.  
 

Remember: Just because a nega0ve thought comes into your mind, it does 
not mean that it is true.  
 
Step V: Match milder emo0ons to your milder thoughts.  
Example: Instead of feeling devastated that Cousin Anne did not call you back, 
you might feel only disappointed.  
 
Dealing with Nega+ve Emo+ons 
Do you feel guilty a<er yelling at your loved one? Do you resent your loved one 
foe making you feel guilty? You may also feel other nega(ve emo(ons: anger, 
fear, frustra(on, helplessness, guilt, jealousy, loneliness, sadness . . . It is 
natural to feel these nega0ve emo0ons. Your emo0ons are a part of who you 
are. Deal with your nega(ve emo(ons instead of leing them block you from 
taking be^er care of yourself.  
 
Step I: Take responsibility for dealing with your nega0ve emo0ons.  
No one else had control over your emo(ons. No one else can change them.  
 
Step II: Iden0fy the source of your nega0ve emo0ons.  
Is it an unmet need that you have? Is it the feeling you do not have what it 
takes to be a caregiver? What kinds of challenges block you from taking be^er 
care of yourself? 
 
Step III: Watch out for the “hooks”. 
Hooks are things other people say or do to manipulate you. The “hooks” are 
used to make you react in a certain way, to get you “off center”, to use you. 
Create a plan for dealing with these hooks.  
 
Common hooks 
 

Guilt/shame  
If you really cared for . . . , you would . . .  
That’s OK. I will manage by myself somehow. 
 

Blaming 
You told me to  . . . , I did it, and now look at what has happened.  
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It is all your fault.  
 
Scapegoa0ng 
If you had not . . . , everything would be OK.  
 

Lack of empathy 
You just do not know what I am going through.  
You do not understand. 
 

Advice Seeking 
I am at my wits’ end. What should I do? 
What would you do if you were in my place? 
 

GeRng you to take sides 
How could he have done this to me? 
You agree with me, don’t you? 
 
Step IV: Let the care team know that you have these nega0ve emo0ons.  
Let them know how difficult things are for you. Ask them to “step to the plate” 
so that you have (me to be^er care for yourself.  
 

 

Choosing Professional Care Service Providers 
Your GUIDE Care Team can assist with the iden(fica(on, assessment and 
engagement of professional care service providers. This may include Adult Day 
Services, In-home Care Services, Pallia(ve Care Services, Residen(al Care 
Facili(es, and/or Hospice Services.  
 

Resources and Contact Informa;on 
This sec(on does not intend to endorse or recommend any par(cular resource. 
Please talk with your GUIDE Care Team about specific needs, which may be^er 
tailor your resource needs.  
 
Bap0st Health System Pa0ent Internet Site: www.bap0stjax.com – FINAL 
 
Caregiver Training Videos in mul0ple languages: www.uclahealth.org/medical-
services/geriatrics/demen0a/caregiver-educa0on/caregiver-training-videos 
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Alzheimers.gov.  
 
Alzheimer’s Associa0on: www.alz.org. 
 
Alzheimer's Founda0on or America: www.alzfdn.org. 
 
Alzheimer's Disease Educa0on and Referral Center (ADEAR): 
www.nia.nih.gov/alzheimers. 
 
AARP’s Home Alone Alliance. www.aarp.org/ppi/ini0a0ves/home-alone-
alliance. 
 
Department of Veterans Affairs Caregiver Support. www.caregiver.va.gov. 
 
Family Caregiver Alliance. www.Caregiver.org 
 
Na0onal Associa0on of Area Agencies on Aging: www.n4a.org. 
 
Na0onal Caregivers Library: www.caregiverslibrary.org. 
 
Na0onal Ins0tute on Aging: www.nia.nih.gov/health. 
 
Na0onal Council on Aging: www.benefitscheckup.org. 
 
MedicAlert + Alzheimer’s Associa0on Safe Return: 1-888-572-8566. 
 
Na0onal Academy of Elder Law AOorneys: www.naela.org. 
 
Na0onal Center for Assisted Living: www.ahcancal.org/ncall. 
 
Na0onal Clearinghouse for Long Term Care Informa0on: www.longtermcare.gov. 
 
Na0onal Hospice and Pallia0ve Care Organiza0on: www.nhpco.org. 
 
Smart Pa0ents. www.smartpa0ents.com. 
 


