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This book is dedicated to my parents and all of those who must suffer the hell

of this disease. My hope is to give you some help and comfort through my 

experience.
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 Before making changes to your or your loved one’s care, check with their 

treating physician, and better yet, give them a copy of this book which can 

help both of you in caring for someone with dementia.

This publication may be freely copied and distributed. It may not be sold. No 

alterations are permitted without prior consent of the author. If quoted, please

reference this publication and author.

© copyright 2019, Thomas C. Wiener, MD
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I .  Introduction

 Where should I begin writing about a journey that is so frustrating, sad, and 

exhausting? I suppose at the beginning. I remember as a young boy 2 things 

that particularly lasted in my mind. The first was when my paternal 

grandmother, who lived in New York at the time, would call and we would 

talk about what was going on in our life. I remember my father telling me 

that when my grandmother began to have memory problems, she wrote down

my name and my brother’s name on a piece of paper and kept it in her 

sweater pocket. For some reason that always stuck in my mind. The second 

thing was when I was on a weekend fishing trip with my father and some of 

his friends. I recall him having a discussion about what they wanted when 

they became elderly. My father said that he didn't ever want to be placed in a 

nursing home and his next statement has stayed with me all these many years.

He made the comment to one of his friends but he turned to me when he said 

“When the time comes, Tommy will know what to do.” And when the time 

came, I did know what to do. 

 My parents moved to live closer to me about 20 years ago. They knew that I 

was the one who would be willing to provide them the physical and 

emotional support that they would need in their elder years. My father at that 

time was battling cancer but he pulled through like the strong bull that he 

was. As the next few years passed, his short term memory declined 
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substantially, but he always maintained a good mood and was always very 

active. He never developed the emotional or behavior problems of typical 

Alzheimer's. My mother was always there to take care of him and I was  

nearby and saw them frequently. It was a few days before Thanksgiving and 

my father's words came back to haunt me. He was driving on Sunday, had a 

stroke on Monday, and died on Tuesday the way he wanted to, quickly and 

without putting us through the misery of long term care. The call from the 

hospital came around 2 AM that my father was in cardiac arrest. My mother 

and I had placed him in do not resuscitate status after the stroke because the 

stroke was not survivable. My father's words echoed in my ears. The nurse 

asked me what I wanted them to do, and I told them to follow the do not 

resuscitate order and let him go. My father quietly passed away. I knew what 

to do as my father predicted almost forty years before.

 My mother did well after that for many years. She lived by herself in her 

house, very active and self-sufficient. Since she never learned to drive, she 

walked to the grocery store often, and took walks every evening. I would see 

her two or three times a week, and just so that she could see me more often, I 

often went to her house during my lunch break at work and I ate with her.

 I began to notice forgetfulness starting to develop in her, and this progressed 

to severe short term memory loss. She still was quite active, walking, and 

bright and cheerful. As time passed, I would notice things that were 
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changing, such as her usual daily activities, especially when it came to meals.

She used to cook eggs every morning, and the lunches she made for me were 

cooked and delicious. When I saw that she was having things like bread or 

toast for breakfast, and the lunch she would fix me was a simple sandwich, I 

knew things had to change, as I realized her diet was becoming poor. With 

my busy work, and being the only family she had nearby, I couldn't fix every 

meal for her. I dedicated myself to stopping by once daily and fixing her one 

good meal, and usually preparing something she could just heat in the 

microwave oven that evening. That greatly improved her diet and she 

continued to do well, but her memory loss continued and accelerated. 

 In mid-2019, she tripped and fell, broke her hip, and had hip replacement 

surgery. Two weeks later, she had a blood clot go to her lung, and then had a 

couple of bad urine infections, all of which required various hospitalizations. 

After the hip fracture, things went to hell in a hand basket, and that's where 

this book picks up, my journey in taking care of my mother and how that 

experience may help to make your life easier, whether you yourself develop 

dementia, or you are caring for a loved one who develops it.
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II. What is Alzheimer's and dementia?

 The term dementia just means a group of symptoms that affect memory, 

thinking, and emotion. There are a number of types of dementia caused by 

different problems, but they all lead to similar symptoms and changes. 

Alzheimer’s is a specific type of dementia of which the cause is unknown, 

but there are telltale signs in the brain of proteins that affect brain cells. Most 

types of dementia are progressive, in other words, they worsen with time. 

Some types seem to be hereditary, or at least running in families, and some 

develop without obvious family links.

 Depending on the type of dementia present, the first things noticed may be 

different, and different individuals may present with changes unlike someone 

else with the same disease. For Alzheimer’s disease, it is often noted that 

there are subtle personality changes such as inappropriate behavior, cursing, 

and aggression. Memory changes may be the first thing noticed, as in my 

mother. She developed short-term memory loss that lasted for many years 

which, aside from me having to make sure she had a good meal every day, 

didn’t seriously affect her daily life. After her hip fracture and surgery, things 

took a turn for the worse, as is often the case. These diseases are often 

described as having a stair-step progression. In other words, after any insult 

to the brain, the disease worsens and doesn’t recover even after the insult is 

corrected.
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 These insults can be as dramatic as my mother’s hip fracture and hip 

replacement surgery, pneumonia, or any major medical issue. However, they 

can be something as simple as a minor urinary tract infection or tooth and 

gum infection. As a matter of fact, the most common reason for a sudden 

worsening of someone’s condition with dementia is a minor infection, often a

urinary tract infection. That is why whenever your loved one has a sudden 

worsening, seeing your doctor or going to the emergency room is important 

to do immediately.

 There have been more recent publications in the literature that although 

controversial, are compelling. These involve the possibility of an infectious 

cause, or at least an infectious trigger to certain types of dementia. Some of 

the infectious causes that have been implicated include chronic gum disease 

and the bacteria in the mouth. Also, herpes simplex virus has been proposed 

as a triggering agent. More science is needed in these areas.

 With Alzheimer's and dementia, one unusual thing that can happen are lucid 

times. In the literature, it is called paradoxical lucidity, in other words times 

of relatively clear thinking and memory. On Christmas day a few days ago, as

I was picking mom up at the assisted living facility to bring her to my house, 

she called the caretaker by her name, and I believe that was the first time she 

had used anyone’s name there. The next few hours, she was able to remember
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things she had not remembered since the hip fracture, about her life before 

then. It was a rare and special Christmas gift that I will treasure. As the sun 

went down, she returned to her usual state of dementia, the common 

“sundowning” or worsening as the sun goes down. 

 These lucid times don’t make sense with the theories of dementia. If the 

pathways in the brain are destroyed, how are these events happening? Are 

they new, temporary pathways? Are the old pathways not permanently 

destroyed and temporarily working? I will step out on a limb and make a 

prediction that a major treatment for Alzheimer's will be based on the 

mechanism of paradoxical lucidity.
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III. When should I start treatment?

 The short answer? Yesterday, or maybe years ago. For everyone, a few 

important and possibly helpful routines should be started when young. The 

most important is good oral hygiene. I will explain more details about this in 

a subsequent chapter. 

 The sooner that good, healthy routines are started, the better the chance that 

problems such as chronic gum disease, chronic urinary tract infections, and 

other preventable issues can be minimized. Remember the stair-step 

description of dementia? It makes sense that if these problems can worsen 

dementia itself, they may also contribute to the development of dementia, or 

at least how soon it begins and how rapidly it progresses.

 Talking to your family, parents, loved ones now, long before symptoms 

develop, can start good habits and give them a fighting chance. This also 

includes you. Start now, start now! This is simple as I will describe. Even if 

your loved one has already developed dementia, starting these processes now 

can help with the sudden downturns that occur, such as sudden aggressive 

behavior.
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IV. Where should my loved one live?

 Deciding where your loved one lives is complicated and depends not just on 

you, but on their decision also, if they are in a condition to make that 

decision.

  My mother, for many years after my father died, lived by herself in her 

house, even as her memory slowly faded. The key issue is how much help 

they need and who will provide that help. I live 15 minutes from my mother, 

so that allowed me to see her frequently throughout the week during the 

many years that she lived independently. As her memory worsened, and with 

it her diet, I began to see her daily to make sure that at least one good, 

nutritious meal was eaten. 

  After my mother’s hip fracture, when she returned home, I set up a 24 hour 

sitter, because there was no one besides me to care for her, and it wasn’t 

possible for her to care for herself anymore. She was using a walker now, and

she needed help bathing, dressing, going to the bathroom, and fixing meals.

 What I wasn’t quite prepared for was the sudden worsening of her dementia 

after the hip fracture and the surgery. Also, two weeks after the surgery, she 

developed a blood clot that traveled to her lung which required 

hospitalization and blood thinning medications. She also had a couple of 
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severe urinary tract infections that also required hospitalization for antibiotic 

treatment.

 In her elder years, my mother was a typical sweet grandmother and mother. 

After she returned home, she had numerous episodes of combative behavior, 

aggression, and agitation. This was much more like the classic Alzheimer's 

disease. She would call me 40 or 50 times in a couple of hours, yelling at me 

and asking me why I sent a stranger into her home. This was even after she 

had been cared for by the same sitter for weeks, as her memory didn’t let her 

remember for more than a few minutes at a time. Eventually, she could not be

cared for by one sitter alone, even with my daily help. In looking at the 

options for her, I wanted to make sure that her life would be as pleasant as 

possible for whatever time she had left. After one of the hospitalizations, I set

her up in the memory unit at an assisted living facility. She had her own 

apartment room with bathroom, all meals, medications were given on 

schedule, and the staff could keep an eye on her. What was also helpful was 

that when she had an episode of aggression, there was more than one person 

to help out. 

 I still saw her daily, and often times multiple times a day when she acted out 

and required immediate treatment, but it still helped me have a little bit more 

of a normal life.
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 Depending on the severity of someone’s condition, assisted living can be a 

blessing, but for more severe conditions, a nursing home may be necessary. 

The importance of checking out the reputation of any facility can’t be 

emphasized enough. There are facilities out there, too many as a matter of 

fact, that just restrain an aggressive dementia patient, set them up for 

development of bed sores or urinary tract infections, and only hasten the 

death of your family member. Using all the resources out there such as the 

internet, friends who have had family in facilities, visiting various facilities, 

can help to assure that the living place that is chosen will take good care of 

your loved one.

 Another option if your loved one is in the condition to do so, is adult day 

care so that you can safely go to work and also be allowed to have some time 

for yourself. These may be run by community facilities, churches, and 

neighborhood centers.

 Family and friends can also provide support and even long term home care. 

If this is a possibility, it is a good one, as assisted living, sitters, and nursing 

home care is extremely expensive, well into the thousands of dollars a month,

beyond the finances of most people.
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V. Family and support system

 The best of all worlds for you is if you have a large family support system 

for your loved one. I was the only family nearby, and the only family willing 

and able to care for my mother. What you will discover is that family has 

different levels of commitment when the involved care of someone with 

dementia is necessary. 

 Often in large families that tend to live together, such as some Hispanic 

cultures (I am half Hispanic from my mother, I just didn’t get the blessing of 

a big family), the elder individuals live with everyone else, so a built-in 

support system is there, where everyone can share in the time and effort 

needed to care for the person with dementia. Other families may live in close 

proximity and can split time needed in care. Even if not close, family can 

take frequent trips back to relieve the primary caregiver and let them have a 

breather, which is terribly necessary for your own sanity.

 If family can’t physically help, then they may help financially, especially 

when more expensive care is needed, such as assisted living or nursing 

homes.

 Then, there is the most awful situation in which close family refuses to help 

in any way, and has abandoned all care to you. This leaves you in the 
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situation of constant exhaustion, little time for yourself, and not knowing 

where to turn. At this point, depending on finances of course, you need more 

help, whether that is assisted living, a sitter, adult day care, or even a friend 

or good neighbor who occasionally comes in to give you a few hours of relief

every now and then. There is a special place in Hell for a child that abandons 

their mother or father, or abandons a sibling who takes care of their mother or

father.

 If you have family willing to help, get them to do it. Have a family meeting, 

outline everyone’s responsibilities, and come up with a calendar of care. Also

discuss finances, and sharing of expenses not covered by your loved one’s 

savings, if any.
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VI. Your doctor

 This is an absolute. You can’t take care of someone with such a complex 

disease as Alzheimer's or dementia without medical help and care. Especially 

knowing that even minor infections can dramatically worsen the situation, 

rapid treatment is needed to keep you and your loved one in the best possible 

condition. 

 Being a doctor, I have a special situation of both being able to treat and 

knowing how to get rapid treatment when needed. Typically, a doctor doesn’t 

treat their own family, but in my mother’s situation, changes in medications 

had to be made so frequently due to unexpected agitation, that it was 

impossible for another physician to treat her quickly enough. Luckily, my 

mother’s neurologists were very understanding, and guided me with frequent 

communication, so I was never guessing alone.

 Most people don’t have the advantage of having a doctor in the family who 

takes care of their family member with dementia. It is constant and tiring. 

You do have other resources including your family doctor, specialist such as a

neurologist or geriatric specialist, neighborhood clinic, or low income clinic 

if needed. Insurance will typically pay for these visits, but even without 

insurance, low income clinics are available that can help with issues such as 

infections, dementia medications, and routine follow-up visits. County 
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hospital systems are the most common resource in larger cities. Start the 

process of getting a doctor or getting set up with a clinic early, if your family 

member doesn’t already have one. You will need them.

 Another important reason for seeing a doctor early is to make sure this truly 

is dementia and not another treatable issue that may appear like dementia.
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VII. Hygiene

 Good hygiene, in other words keeping clean, bathing, tooth and gum care, is 

essential to minimize worsening episodes of dementia. I quickly learned this 

on the first severe episode of my mother with aggressive behavior. After a 

couple of hospitalizations for urinary tract infections, I did some doctor 

detective work. Understanding that urinary tract infections in women, 

especially elderly women, is usually from bacterial contamination from the 

rectum, I did what any son doesn’t want to do. I observed how my mother 

wiped herself. It then became very obvious that she was wiping from back to 

front, in other words, from anus to vagina, therefore contaminating the 

opening of the urethra, which is the opening where urine comes out. 

Although it is easier in women to get a urinary tract infection, it also happens 

in men, as it did to my father when he was recovering from cancer surgery.

 When the fecal contamination of the urethra opening occurs, the bacteria 

travel up the urethra to the bladder, and an infection rapidly develops, which 

can progress to a kidney infection if severe.

 I then did a couple of simple things which made a big difference. First, I 

made sure that when I was with mom, or when the sitter was there and she 

went to the bathroom, that we encouraged her to wipe the buttocks separately
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from the urethra after urinating. When wiping the front, I would tell her, 

“don’t wipe, just pat dry.”

 The other thing that helped a lot was installing a bidet adapter on her toilet. 

This is the sprayer that washes the anus and urethra area and makes cleaning 

much more efficient. The big box hardware stores have them, less than $50 

dollars, and they are easy to install. Just be careful when turning them on to 

not turn it too high, as it can spray strong enough to be painful. For anyone, 

especially women of any age, I strongly recommend getting a bidet 

attachment and using it daily, as it can help prevent urinary tract infections.

 One word of caution with the bidet is that if your loved one has access to the 

toilet alone, and their short term memory loss or thinking ability is bad, build 

a small cover for the dial. Before I did this, mom flooded her room a couple 

of times because she couldn’t figure out how to turn it off. I made mine easily

out of corrugated plastic, basically cardboard made of plastic from a “for 

sale” sign at the hardware store, and some Velcro with adhesive backing. I 

just cut the plastic into appropriate sizes, taped the pieces with duct tape, then

applied the velcro so that it is easy to remove but mom couldn’t see the knob.
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                    Bidet adapter                          Bidet with cover

 Along the same line of reasoning, proper underwear use can also help to 

minimize urinary tract infections. A physician friend told me that when caring

for dementia patients, the first thing to do is get rid of underwear. It is just a 

source of contamination. I started having my mother use disposable panty 

underwear and at this stage of her disease, I change it for her daily. 

 Tooth and gum care is just as important. My mother’s teeth are in terrible 

condition because she refused to get them pulled and have dentures made. I 

still had to get some bad ones pulled because they were getting infected and 

she would become very confused during those fairly minor infections. This is

also something that needs to be started now for everyone, including yourself. 

Good tooth and gum brushing, and even more importantly, getting a Water-

pik® Water Flosser and using it at least daily, or better after each meal, can 

greatly reduce tooth and gum problems. Starting early can prevent the 
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chronic, low-grade gum infections that by reports in the literature, can 

accelerate, or possibly contribute to, dementia.

 Other things to watch for are foot care, especially in diabetics, as they often 

have foot numbness and can’t feel injuries to the feet. Many times as a 

surgery resident, I was called in to remove a needle in the foot that the patient

didn’t feel and was only discovered because an infection had developed. My 

mother had the typical little old lady gnarly toes, so her little toe would dig 

into the next toe and cause pain. Proper fitting shoes and callous pads helped 

with that. Keeping toenails trimmed is important to prevent irritation and 

discomfort. Foot powder is very helpful to minimize abrasion and dampness. 

Dementia patients are not good at expressing when something hurts, so it can 

be a guessing game. Even minor irritations such as a bad callous on a toe can 

contribute to agitation and worsened behavior. 

 Because my mother’s hip fracture and surgery occurred in the summer, 

during this first winter with changing temperatures, she has frequent hip pain 

but doesn’t always mention it. She now gets a Tylenol® every night to help 

with that pain. When your loved one doesn’t have another source of 

worsened dementia, such as a urine or tooth infection, search for a source of 

nagging discomfort, because this can definitely cause agitation.
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 If you haven’t noticed, dementia patients don’t like to shower anymore. 

Mom’s routine before she broke her hip was to get up every morning, shower,

then fix her breakfast. That stopped after the hip fracture. She didn’t like to 

shower anymore, I think mostly because she thought the water would feel 

cold, and she refused to let caretakers at the assisted living help her with 

showers. That meant that I had to help her, of course not as often as would be

desired. Using the bidet on the toilet helps to keep them clean, but a good 

scrubbing down every now and then makes them feel better once it’s over. I 

then blow dry and brush her hair. I’m not much of a hairdresser, but I’m 

getting better.
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VIII. Socialization

 It seems that part of the aging process for many involves losing daily social 

interaction. Many elderly folks live their lives almost alone, in their home or 

apartment, with minimal interaction with other people on a daily basis. There 

seems to be some relation between maintaining social connections and some 

slowing of the dementia process, or put the other way, without social 

connections, people to talk to, your loved one fails to maintain that part of the

brain and that lack of stimulation seems to speed up the dementia process.

Keeping good, daily interaction is important, even if it is only a phone call or 

two every day. Before I started going to mom’s house daily, on the days I 

didn’t stop by, I would typically call at lunch time and then after work. This 

gave her a chance to talk and to hear my voice. As an experiment, try going 

for a few days with no contact with anyone, whether that is by phone or in 

person. Explore how you feel at the end of that time.

  Having good neighbors helps. Mom’s neighbors always helped out and kept 

an eye on her. When mom would be in front of her house when she lived 

there, the neighbors would always stop by and chat with her. They were quite

a blessing in her life, and mine.
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 As family or friends, taking time to call, and especially to visit on a regular 

and frequent basis can help your loved one keep those social connections and

bring pleasure to their life. Out of sight, out of mind is all too true, and if our 

loved one is living alone, and we are not there, we tend to forget how lonely 

they may feel. 

 Other methods of socialization include senior citizen centers run by many 

communities that provide activities and the ability to interact with other 

people. These are often low or no cost and can provide a few hours of relief 

for you to get things done while your loved one is cared for. Similar are adult 

day care centers, similar to day care for children. These often have a cost, but

because it is usually for just a few hours, it is often affordable. Most assisted 

living facilities have scheduled activities for the residents and along with the 

presence of other residents living there, a much more varied social experience

is available.

 For many years, my mother’s main love for socializing was the grocery 

store. Until about a year before breaking her hip, she would walk to the store,

spend an hour or two there, then walk home. She would snack on goodies and

coffee that the employees would give her, talk to them for a while, do some 

shopping, then return home feeling good. On some days, I would pick her up 

during my lunch break and drop her off at the grocery store and she would 

walk home. My mother never drove, so that limited her ability to go places 
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without me. In this time of apps to call a driver, such as Uber and Lyft, if 

your loved one can use a smart phone, that is certainly a good option.

 An easy to care for pet can provide needed mental stimulation and 

companionship as long as your loved one is able to properly care for that 

animal, including remembering to feed them.
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IX. Exercise

 Mom was a walker. As long as I can remember, mom walked everywhere. 

When my parents became older and moved near to me, and after my father 

died, mom kept a daily walking schedule. Often to the grocery store, and 

every day she took an evening walk of 3-4 blocks. She maintained very good 

physical health, had never been hospitalized, and didn’t require medication 

until the time of her fall and hip fracture.

 There is fairly good evidence that aerobic exercise such as an exercise bike 

can help to maintain mental vigor. Done on a consistent basis, it doesn’t have 

to be aggressive to provide benefit. For those who can’t use an exercise bike, 

there are pedals that can be placed on the floor for a comfortable exercise 

experience.

 Weight training is also a key to maintaining good strength into old age. Leg 

exercises in particular may give improved balance and walking strength and 

decrease the chance of falls.

 When my father was alive, I bought for him a recumbent exercise bicycle 

which he used daily at the prodding of my mother. There are many ways you 

can provide exercise for yourself or your loved one, and walking is one of the

best exercises. In cultures where walking is part of life, along with good 
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eating habits, such as in Mediterranean areas, many individuals live long 

lives with intact ability to think. An evening walk by yourself, with a spouse, 

neighbor or friend is a good habit to get into.

 For those that can’t do walking exercise or weights, even simple leg lifts in a

chair, toe raises, activities to keep the joints moving, are beneficial. Yoga-

type exercises can often be easily done even in a chair.

 Of course, check with your or your loved one’s physician before beginning a

new exercise regimen.
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X. Aids for daily life

 As aging and also dementia progress, tasks that used to be easy may become 

difficult or impossible. There are simple tools that can give assistance to tasks

of daily living, and also assistance to you, the caregiver, that can make your 

life easier and safer.

 One of the biggest concerns is falling, just as my mother tripped and fell, 

broke her hip, and everything worsened. Even before walking becomes 

difficult, having you loved one start using assistance such as a cane or even a 

walker may help to delay or avoid a devastating fall. My father never seemed

reluctant to use one, but my mother was reluctant to use a cane or walker on 

her own. Getting them into this habit early can plug that idea into their brain 

and hopefully make it an ongoing habit.

 In showers, tubs, and toilet areas, grab bars can be easily mounted into studs 

in the wall. This is a do it yourself project if you have the skills, or a 

handyman can be hired to do it. This can give steadiness during toilet use and

bathing. In the shower, a shower chair can make it easier and safer to bathe, 

and having a hose-extended shower head can make washing off a breeze.

 My mother was always concerned about her credit cards and checks. When I 

had to take over responsibility for these, she would often ask me where they 
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were. I printed a few sheets of paper on the computer and posted them in 

various areas of the house where she would see them. They said “Tommy has

your credit cards, Tommy has your checks.” These saved a lot of concern for 

her. Posting other signs around the house, like reminders to brush teeth, or 

what meal to eat can be helpful.

 Something that helped me to care for my mother and let her live in her house

independently for a long time was a series of wireless cameras. These let me 

look in on her and make sure she was ok, or if there was a concern, I could 

see what was happening and call or go to her to take care of a problem. Even 

if you are not tech oriented, there may be a child, grandchild, or trusted friend

who can help set this up. There are also businesses that can help if necessary. 

These cameras can be viewed on a smart phone which makes it convenient 

for you. Because my mother’s short term memory was so poor, I didn’t tell 

her what the cameras were so that she didn’t unplug them, but if your loved 

one has a less severe problem, you will want to let them know the camera is 

present and you can look in on them.

 These cameras don’t have to be expensive, although some are. One that I 

have become a big fan of because of the low cost and very good options is 

the Wyzecam. This is a simple to install, and simple to operate wireless 

camera that only costs around $25. Of course, because it is wireless, you will 
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need internet service. There are some low cost internet services for the 

elderly if finances are an issue. An internet search can help with that.

 A cell phone for the elderly can be a real life line for communication. I 

actually maintained a land line in addition to the cell phone, but the land line 

really wasn’t needed. After my mom’s hip fracture and worsening of her 

dementia, there were times she would become agitated and call me 40-50 

times in a couple of hours asking the same question or yelling at me 

regarding why I let a stranger (the sitter) into her house. Eventually, I had to 

take away her cell phone because it was actually causing agitation in her and 

I also could not function with the nonstop calls.

 In some circumstances, one of the business services that allow someone to 

wear a necklace with an emergency button, and emergency buttons installed 

in the home that connect to an answering service that determines what the 

concern is and whether to contact you or ambulance/police can be a lifesaver.
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XI. Diet

 We sometimes take for granted that the quality of the diet, not the quantity, is

critical for good nutrition. There are age related changes needed in our diet 

both from a nutritional standpoint and also from a mechanical standpoint. I 

previously mentioned that as my mother’s memory declined, she fixed less 

nutritious meals and would snack, rather than cook. I dedicated myself to 

seeing her daily and fixing one good nutritious meal, and leaving something 

easy to warm up later for another meal. This helped her diet considerably and

was not particularly difficult to do. Some grocery stores have individually 

packaged, complete and fresh high quality meals that can be quickly and 

easily fixed.

 As my mother’s memory faded more severely, she tended to cook less 

protein rich foods, such as meat. The good thing, however, was that she loved

eggs, and would frequently cook eggs for breakfast or her dinner. Eggs are 

one of the best sources of high quality protein, and are easy to eat for most 

people. As we age, we tend to lose muscle mass, and this contributes to a loss

of strength. Keeping that muscle mass by exercising and having an adequate 

protein intake may decrease the chance of accidents such as falls. Eggs, fish, 

chicken, pork, beef are all good sources of high quality protein. If you or 

your loved one has surgery scheduled or has had a recent surgery such as hip 
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replacement due to a fracture, a high protein diet is needed for proper 

healing, as surgical wound healing requires a significant protein load.

 Fruits and vegetables can balance the diet with their rich source of vitamins 

and fiber. A good salad with dinner can provide necessary nutrients for a 

well-rounded diet.

 One diet that has been gaining in importance is the Mediterranean diet, 

consisting of fish, fruits and nuts, and green leafy vegetables. Also part of this

diet is the healthy fat provided by olive oil. A number of studies of cultures 

who eat this diet have shown benefits in health and longevity.

 In the elderly, the stomach doesn’t produce as much acid, and therefore can’t

absorb as much vitamin B12. A B12 supplement or monthly injection with 

your doctor may delay some memory issues, because when someone is B12 

deficient, this can contribute to memory problems.

 Once again, before any dietary change, especially with diseases such as 

diabetes, discuss this with your or your loved one’s doctor.

32



XII. Medication

 Eventually, medication will be necessary in the care of someone with 

dementia. This is an area that obviously is guided by a physician, and it is the

reason that getting a physician involved early is best so that treatment can be 

changed as symptoms develop. 

 

 An important thing to know is that some people with dementia don’t want to 

take their medications. My mother would occasionally hide the pill in her 

mouth and spit it out later. This caused her to not get her medications as 

prescribed and affected her mood and agitation. Luckily, the medication tech 

at the assisted living facility noticed this, so crushing her medications and 

mixing them with grape jelly or yogurt improved this problem. Even then, 

she would sometimes spit out the mixture, so making sure your loved one 

takes the medication by waiting with them until it is swallowed is necessary. 

Some medications cannot be crushed and can cause significant problems, so 

make sure the prescribing physician coordinates this.

 There are many types of medications that are used throughout the course of a

dementia patient’s life. The critical issue to understand is that the same 

medication works very differently in two different dementia patients. Also, 

the same medication may work differently in one person as time goes by. 

Treating the symptoms of dementia and Alzheimer's is very much trial and 

error because of this. It is always best for someone to be on the fewest 
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medications possible, but because of the difficulty treating the difficult 

symptoms, a number of medications may eventually be needed. With 

medications, it is a balance between symptom control and over-medication or

over-sedation with an increased risk of falls.

 Some of the classes of medications used include those specific for treatment 

of dementia such as Aricept. Although some symptoms can be improved, it 

can’t cure the disease and any improvement may not last long. My mother 

was on this medication and it was hard to tell if there was actually any benefit

from it.

 There are also anti-depressants that may be used to improve mood and 

agitation. These did improve my mother’s agitation to some degree, so I 

found them to be worthwhile. 

 When agitation and aggression becomes severe enough to be a danger to 

your loved one and anyone who cares for them, then the addition of what are 

called the atypical antipsychotics may be needed. After her hip fracture, my 

mother, unfortunately, developed some of the aggressive and agitated 

problems of dementia. These had to be controlled for safety reasons, so the 

addition of these types of medications was needed. They provide better 

control, but there are always situations where someone with dementia can 

have breakthrough agitation even when on these medications. They are often 
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prescribed both on a schedule and as needed for sudden outbursts that are 

difficult to control. 

 Although the atypical antipsychotics and some anti-depressants come with a 

warning of increased risk of death when used in dementia patients, when 

symptoms become too dangerous, there may not be a choice. First, ruling out 

another source of agitation such as a urinary tract infection, hurt toe, poor 

fitting shoes is needed so that non-medical problems can be corrected and not

just treated by higher medication dosages. Then, balancing the severity of 

symptoms with the risks of certain medications is done by your loved one’s 

physician and you. My mother is on two of these medications because her 

aggression had become severe enough to be a danger to her and her 

caretakers, therefore an increased risk of death from the medications was an 

acceptable trade off.

 There are other types of medications that are not specifically intended for 

dementia treatment but seem to be useful. One of these, an anti-seizure 

medication called Depakote, has proven useful in my mother’s symptoms. 

Every medication is a trade off with side effects. The Depakote can cause 

problems with walking and movement, so dosage adjustment may be needed.

 One medication that I have found particularly beneficial with my mother is 

called Gabapentin. This medication is used for nerve pain issues but seems to
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provide some calming effect in dementia patients. It can cause sedation, so 

fall precautions are needed.

 Knowing that even minor irritation such as a sore toe, a toothache, or 

arthritis discomfort can cause agitation, treating any problems quickly is 

beneficial, but when there is low-grade chronic irritation such as arthritis, 

then occasional pain medication such as Tylenol may be useful. After her hip 

replacement, my mother has some chronic hip discomfort, but she doesn’t 

often tell anyone. She started getting a Tylenol before bedtime and this 

helped her have a quieter night.

 The key to symptom treatment and medication use is good communication 

with the treating physician. The more information you can give to him or her 

regarding symptoms will help to adjust medication choices and dosages. 

Some of this information includes the type of symptom such as aggression, 

confusion, hallucination, inappropriate sexual behavior, and sleeping 

problems. Also, when the symptoms occur is something to report because the 

timing of medication use can be altered to best treat the problems. 

 Ask the treating doctor to write for generic medications if available, the cost,

even with partial insurance coverage, is much less.
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 What should not be done is medicating a person just for convenience. This is

a dangerous thing to do and only places the dementia patient at risk.  Some 

facilities have been known to over-sedate patients to make it easier to control 

larger numbers of those living there. This can lead to problems such as falls, 

bed sores, and outright death.
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XIII. Don't forget you

 Caring for a loved one with dementia is overwhelming, even for me as a 

physician. In your desire to care for, protect, and comfort them, it is easy to 

forget about the necessity of taking care of yourself. This disease takes a 

physical and emotional toll not just on the person with dementia, but also on 

the people who take care of them.

 Sacrifices in your time must be made, but choose what time is sacrificed. 

Make time for yourself, even if it is somewhat brief, to socialize and exercise.

You need a small network of your close friends who you can talk to and who 

can give you unbiased emotional support.

 There will be times when your love one is having an issue or major medical 

problem where your time is consumed by them, but take advantage of those 

times when they are doing well and you can get away to enjoy a few hours 

with friends or other family. Don’t drop your hobbies, even though you may 

not be able to participate as often. Take up hobbies that can fit in with your 

tight and unpredictable schedule such as reading, gardening, running, or 

painting and drawing.

 Make sure you eat healthy, get as much sleep as you can to make up for 

those weary nights where your loved one is having a bad time.
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 There will be times that you are so tired and frustrated that you secretly say 

to yourself “both my loved one and I would be better off if they just died and 

this was all finished.” Don’t be afraid of that thought, it is normal and is just 

a result of the unending and overwhelming stress and responsibility that you 

have. That thought has popped into my mind also during times of particular 

stress. There will be episodes where you lose your temper, yell, and cry. I’ve 

done it all. Just remember that your loved one does not know that they are 

being aggressive or agitated, and they can’t remember that they asked you the

same question 30 times in the past 20 minutes. Dementia is an illness, not a 

choice. Think back to the times before the dementia when they were vibrant 

and full of life, sharp as a tack. Remember the times, if they are your parent, 

that they held you as a child when you were scared, told you funny stories, or

just kissed you when you needed that. It’s now your turn to repay their 

sacrifice. Patience above all else is what will help you, and patience can be 

learned by always thinking in the back of your mind, even when they are 

mindlessly yelling or even hitting, that they love you and did love you, and 

that a part of what they were is now gone. Again, it is an illness, not a choice 

that they make.

 Enjoy those moments when your loved one is feeling good and has that 

momentary twinkle in their eye or brief smile. They need and deserve your 
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love and you need those moments when you can remember them as they used

to be.
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XIV. Money and finances

 Money is the big factor in how you or your loved one can be cared for. In-

home sitters, assisted living, and nursing homes are expensive. If you or your 

loved one has sufficient assets, then this may not be as much of a problem. 

 Long-term care insurance can help pay for assisted living and nursing 

homes, however the premiums are quite expensive and generally have to 

have been in place for years before you need them. If you have a strong 

family history of dementia and can afford it, this may be a reasonable option. 

Even without a family history, with the increasing incidence of dementia, it 

may be worthwhile to purchase a policy.

 Insurance and Medicare generally won’t pay for any long term care. 

Medicaid, which is for poverty level patients, may pay for certain levels of 

medically necessary care in nursing homes. The important thing to be careful 

about is that when the person who is in long term care paid by Medicaid dies,

the sale of their home is used to reimburse the Medicaid program for the cost 

of the care they received.

 If you or your loved one is a military veteran, they may be eligible for the 

Veterans Aid and Attendance Pension Benefit. There are specific 

requirements as to how much money and assets someone has, and although 
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it’s not a huge monthly benefit, it can definitely help supplement finances for 

care.

 When a long-term care facility becomes necessary, and moving out of the 

home occurs, sale of the home, car that is no longer used, furnishings and 

assets should be considered so that this money can be saved for ongoing care 

needs.

 Other considerations are when to take away credit cards and checkbooks. 

When there is concern about confused or poor financial episodes, such as 

credit card charges or checks written for unknown or unneeded reasons, it is 

time to take over the responsibility. If monthly bills such as utilities are still 

present, then setting these for monthly automatic payment can make your life

easier and minimize the chance of missing a payment. After I did this with 

my Mom, because she was so concerned about having lost her credit cards 

and checkbook, I printed signs on a piece of paper and posted them around 

the house saying that I had her credit cards and checkbook.

 The other reason for taking away credit cards and checkbooks is because of 

our modern technology. If your loved one still uses email and the internet, 

they can be fooled into turning over their life savings to thieves. Some of the 

thieves are very sophisticated and may also use the telephone or cell phone to

convince someone that a son or daughter or grandchild has been in a major 
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accident and needs money right away. The best thing to do is for your loved 

one to not even have the account numbers so that the criminal can’t be given 

useful information. There are also companies that will try to sell products or 

services to the elderly that are expensive and not needed. It is also a good 

idea to register phone and cell numbers in the national do not call registry, 

even though it is not always effective.

 In the situation where there are no assets and family doesn’t have the 

finances to help with long term care, then certainly looking into Medicaid 

and other low-income help is important. There are valuable resources at your 

state Health and Human Resources office, either by phone or on the internet. 

They can help find benefits that may be available.
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XV. Legal

 As dementia progresses, there will come a time when your loved one or 

yourself cannot make important legal and financial decisions and that is when

legal assistance is necessary. As with medical decisions, this needs to be done

in consultation with a competent attorney who specializes in these matters.

 Ideally, before dementia has gotten to the point of making decisions difficult,

a will should be made. Even if assets are minimal, this can direct how those 

assets are divided after death and hopefully minimize the all too common 

family fights.

 When a loved one with dementia has progressed to the point that they cannot

make these decisions on their own, you can have a power of attorney created.

This, also, is best done before they have lost the ability to make decisions and

sign legal documents. The powers of attorney that are generally needed are 

the durable power of attorney, the medical power of attorney, and the 

directive to the physician or living will. These will allow you to make 

important decisions and sign documents for the care of your loved one. Keep 

these in a safe place and make copies that can be provided to those who need 

them when you need to sign documents. It is also a good idea to scan them 

into a computer so that you can provide them via email which can speed up 

the process of decision making when urgently needed. In the living will, it is 
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common to have a do not resuscitate order written in the event of a major 

devastating medical problem such as cardiac arrest.

 There may come a point in which your loved one’s condition is poor enough 

or a situation in which other family may be creating a dangerous situation for 

them. In this circumstance, going through the more involved process of 

becoming a legal guardian for them may be necessary. This involves a court 

decision before a judge and has legal and tax implications. This should be 

done with an attorney.

 For someone with limited resources, there are low-cost alternatives to 

expensive legal help, including some law schools and often the state bar in 

your state will provide names of attorneys who will help those with limited 

finances.

 Start these legal processes early, ideally when you or your loved one can still

sign documents, as this will make for an easier and smoother transition to 

more involved decisions, and can help to decrease family fighting which so 

often occurs especially when money is involved.
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XVI. Resources

 Although it is common to feel alone during the time you must care for your 

loved one, you are not alone. There are a number of resources both locally 

and nationally that you should be aware of that can help you make decisions 

and sometimes just help you through difficult emotional times. As I’ve 

mentioned before, there may be local church organizations or community 

groups and adult day care designed to help those who care for their elders. 

Seek them out so that you can have a sympathetic ear to listen to you. 

Especially if you have minimal help from other family, this can be a 

tremendous benefit to you both physically and emotionally.

 The Alzheimer's Association (www.alz.org) has state chapters and their 

website is a wealth of information and helpful items that you can call upon to

help you in every phase of caring for your loved one. Take the time to review 

the site and use the information there.

 Webmd.com has a terrific list of Alzheimer’s and dementia resources at 

(https://www.webmd.com/alzheimers/guide/alzheimers-resources) and this 

can be a great start to finding information and assistance to guide you.

Brightfocus.org (https://www.brightfocus.org/alzheimers/organizations) has 

an extensive list of helpful organizations, state, local, and national resources 
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for you. Spend some time looking through all of this information because you

have questions and confusion, especially during those times that your loved 

one is having particularly bad episodes. Don’t try to do everything on your 

own, even if you are alone. Take advantage of resources and generous 

organizations that are out there to help you.

 Other types of resources to help, especially for low income folks are 

organizations such as Meals on Wheels. Also, after certain medical issues, 

Medicare and Medicaid may pay for short term visiting nurses or physical 

therapy, so don’t forget those government resources that we’ve all paid for 

during our years of hard work. A source of government information on 

Alzheimer’s and dementia is (www.alzheimers.gov) and this can provide 

information not only to you, but to medical professionals.

 Remember that many of these resources are to help you, the caregiver, take 

care of your loved one and importantly, to take care of yourself. If you don’t 

take care of yourself, you can’t take care of anyone else. Use these groups 

and resources to help you navigate this stormy sea. You don’t have to come 

up with all the answers yourself, there are others who have done this before 

and who can help you when you have lost all hope and feel as if you are 

locked in a dark closet. Open that door, there is life and hope for you and for 

your loved one.
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XVII. Conclusion

 I hope this short book can give you some guidance and help in your journey 

either with yourself in the early stages of dementia, or in your care for a 

loved one with dementia.

 I do think that there will eventually be breakthroughs in these conditions, 

although because the overall term dementia covers so many different 

potential causes, many different treatments will most likely be needed. 

Alzheimer’s and dementia don’t get the glamorous and Hollywood styled 

attention that some diseases do, but money and research is needed 

desperately in order to make advances in treatment, not only for the patient, 

but for the caregiver. The caregiver suffers the most because the loved one 

with dementia typically can’t recognize the situation that they are in. You, the

caregiver, live this time in your life with full awareness. Just be aware that it 

doesn’t last forever, even though it seems as if it does.

 How long will my mother live? That’s the big question. It is a question that 

brings those secret feelings to the surface. When she dies, she is released of 

these shackles, and so am I. However, I still lose my mother, and even though

the dementia has changed her, there is still a part of her that is here, and there 

is still that occasional twinkle in her eye, that laugh at a silly joke, or that 

knowing smile that has been there my entire life.
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 When my mother breathes her last breath, and when I sigh my last sigh, I 

will know that for me, this has been a job well done. Mission accomplished.
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