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By the time I wrote my first blog post on Caregiving.com, I had moved in and had been caring for
my mother in Florida for over a year. She was still very assertive and in control when I first joined
her in January 2013; so much so, that everything I did during that first year was a matter of
convincing or persuading, if not her, at least myself that this was the right move. She kept
insisting, "I think I'm ok", which she really was, most of the time. I used “An Insurance Policy for
The Big One “ ( Blogpost September 4, 2014) to sell her on the idea. What was at first a convincing
concept eventually became symbolic of my life. I was the Insurance Policy, keeping forces at bay,
and the Big One was dementia.

From the start, her physician was kind but blunt. She was having hallucinations; she had dementia.
My mother and I spent the summer of 2013 in Pennsylvania with my husband and it felt mostly gay
and relaxed, like a foray to the beach house, interspersed with trips to doctors and the emergency
room. I spent that first summer addressing her health issues but also making sweet normal
memories of playing Monopoly, Life, and Jenga. She was still a ruthless competitor. We went to
parks, volunteered at a pet store, shopped, took walks. Once in a while, she would nonchalantly
peer around the front seat of the car and say to me, "And are your parents still alive?" She still
carried a purse, wallet, and checkbook, wore her diamond and ruby rings, sported gold chains.
The veneer was cracking but it was manageable.

We returned to Florida in the fall and she began to have fits of agitation. She distrusted me and my
handling of her finances. I saw an angry person I did not recognize. Another trip to the doctor for a

prescription, and he recommended we put her in adult day care for stimulation and activities
outside our home. The little woman who was easily convinced with logic and reason a year earlier
was long gone, and her anger over the suggestion she spend time in the adult center was shocking
and frightening. Eventually she refused to get out of bed on Day Care days.

On one of those days when I felt most lonely, helpless, and trapped in her house, I said to myself,
"There has got to be a website where other people experiencing this go to communicate." I
Googled "caregiving" and the rest is history. So began my life as a blogger on Caregiving.com. My
posts here represent the second and third years of the journey.

Entering the Witness Protection Program

April 19, 2014

Becoming my mother's full-time caregiver felt like entering the Witness Protection Program.

Living alone after my dad passed in 2010, and without his constant care and upkeep to fill her
days, my mom started showing signs of confusion, but she still functioned pretty well. She had
very few physical problems other than the expected ears and eyes and arthritis and constipation.
She had a very sturdy gait for 83 years and 83 pounds.

She and my dad had the perfect OCD Marriage, and easily complimented each other with their
tastes and habits. Always in charge, confident, and pleasantly outgoing, my mother was known
and loved by everyone, when many tolerated and feared my father. One of the first signs of trouble
was during the second anniversary of my father's death, when she told the next door neighbors
that someone was in the house. Our wonderful neighbors called the police and everything was
confirmed safe and secure. My sister lives about 40 minutes away, and I was about 1,000 miles
away. So we felt things were still covered; she was just having some confusion from living alone.

I started doing my mother's checkbook. She would send it to me to straighten out and I'd send it
back. I was making semi-annual trips to see her, and catch up on affairs. By the third anniversary
of my dad's death, she saw two ladies in her car, which was parked in the garage, and called the
police. A nice female officer came and said to her, "You know there is no one in your car?" And my
mom said "Yes, I know. It must be in my mind." And that began the long adventure with her
imaginary people, animals, and things.

My sister was in a quandary. She tried to keep my mom at her house but just couldn't do it. The
neighbors were getting worried and calling me at work. Something had to be done. So I took a
leave of absence from my full-time job, left my husband at home in Pennsylvania with our four
cats, and moved in with my mother in Florida.

Lest someone think I am terribly kind and altruistic, my father's wise financial planning has
allowed my mother to live comfortably, and I take the same salary for looking after her as if I was
working my previous job. I know this makes me look like a complete loser, but being paid is the
only way at all this could possibly work. It also complicates and simplifies the emotional issues.
When I don't want to do it any more, I remind myself (daily) that THIS IS A JOB, like any other JOB,
everybody has to have a JOB, and I can look after this one lady and get paid or I can go back home
and work at my previous job, which was an exercise in utter and complete frustration. On that
point, the old lady seems like a shoe-in. The other part that complicates getting paid is that it
involves guilt. I should probably do this for free out of the goodness of my heart. I am truly
thankful every day to have this option, with all its emotional baggage and stresses, which would be
incredibly more if my dad hadn't been so sharp with his money. More guilt, there, I guess.

So now I am living with my mom and the Witness Protection Program kicks in. No one knows me
except by the identity of being attached to my mother. I once was an employee, a wife and mother,
a pet-owner, a volunteer. Now I am The Caregiver. I have long stopped being the Daughter, since
Mom doesn't remember who I am half of the time. I have the opportunity to remake myself,
become who I want to be. But also to disappear into having no needs, no wants, just this person
who lives to meet the needs and wants of another.

"When She Was Good, She Was Very, Very Good..."

April 20, 2014

That poem by Henry Wadsworth Longfellow; yes, that is my mom. In case anyone doesn't know the
punchline, it goes: "When she was good, she was very, very good. And when she was bad, she was
horrid." 1

That's what dementia is like with her.

I took her to a geriatric specialist and he wouldn't diagnose her with Alzheimer's, just plain ole
"run-of-the-mill dog-day dementia”. On her better days, she is her old self, full of piss and vinegar,
competent, accommodating, extroverted, controlling. Before she retired, she was a
dermatologist's assistant, and her OCD qualities served her well. Now she doesn't let one dish sit in
the dish drainer without being dried and put away. On good days, I call her "all that and a bag of
chips". But when the dementia takes over, she is angry like in The Exorcist without the pea soup.

She sits in a chair and doesn't recognize the room. She doesn't know who we are. She harps on
money, money, money. She blames me for hiding things or blames my dad, who died 3 years ago.
The part of her that controlled her anger and resentment for so long, is long gone. Her
sympathetic doctor said this was normal in the progression. She would have good days and bad,
with the bad coming more often and being more serious. He gave me some medication to calm
her down when she gets very confused, which, thankfully, I have not used yet.

I am getting more alert to when we stand on the brink, that there is a brink. The trick here is how
quickly we go from function to disarray. One trigger is if she feels ignored. If I'm in a conversation
with someone and she's not participating because she can't hear us, she's off in her zone. Too
many people, too much noise, too many activities, not enough routine. But sometimes I don't see
the trigger at all. In the time it takes to walk to the mailbox, she's fallen off the wagon. Too much
attention, too little attention, always an attempt at balance between stimulation and boredom.

Keeping her comfortable, happy, safe and secure is my goal. I can't restore her whole mind, but I
can help the part that is left to be at peace.

How Do You Say, "My Mother Has Dementia" in Sign Language?

April 22, 2014

Today I took my mother to the audiologist to have a routine ear cleaning before we head north to
our summer digs.

She is on a roll this week, appearing happy, content and engaged, in spite of her thought-world
which currently combines tv shows, her father who died in 1985, actual visits to this doctor in
particular, a visit to the urologist which she considered traumatic, and going to adult daycare.

Since she appears so coherent, most people don't know yet the extent of her problem. Her
listeners appear rapt and attentive while she weaves convoluted tales of her physical woes. Thank
goodness I have yet to meet anyone who is not polite, and who does not have the wool completely
pulled over his eyes.

I sit behind her while she holds forth like a Medieval Bard. I am conflicted by allowing her this
dignity of trying to express herself vs. monopolizing these professionals' problem-solving skills on
a fantasy complaint. I wish I could sit behind her, in the same way we sat behind our siblings as
kids and put up two fingers for bunny ears. I wish I could use sign language to let this person
know this is all a crock, I take better care of her than that. I wish I had one of those paddles used in
the Olympics that judges flip out to give your scores, only it would say, "My Mom has Dementia"
and I could flip it out of my purse and she wouldn't see it. I wish I had one of those
cartoon-balloons pop up over my head that said, "Thank you for being patient. What she just told
you isn't true at all."

Surely in South Florida where the population of dementia and Alzheimer's patients is grotesquely
skewed, my mom is the norm and not the exception. So I guess I'm the one with the problem, and
not her.

The Incredible Hulk Revisited

April 28, 2014

Sometimes analogies work and sometimes they don't. Sometimes it's funny to see how people try
to make them work when there really is no relation at all. My comic book fluency is pretty weak,
but I'm sympatico with the Incredible Hulk.

I made an executive decision and hired an in-home caregiver for my mother. That was a big step in
the making. I'm not sure if my reservations came from having a stranger in the house (probably),
spending the money (most likely), or seeking my mother's approval and acceptance (that's it for
sure). At any rate, it was my birthday yesterday, so I hired someone and took off into the sunset.

After the fiasco with her reaction to the daycare situation, this was like cream cheese on a bagel, a
match made in heaven. As I drove away, I felt the physical changes in my body. I cranked up the
car's excellent sound system with Billy Joel. Boy, does he speak to me. I felt the incoming rush of
air in my lungs, almost could feel the blood coursing in my veins, scabs falling off. I was bigger.

I know The Hulk becomes who he becomes because of anger, and that is where this analogy falls
apart. But I feel the body conversion, the rush into my limbs, my muscles bursting at the seams so
they pucker and strain. I am washed over with the joy that The Real Me is still there, it's still there,
it hasn't died, it's just waiting for the right time to come out.

Leaning Into Mother's Day

May 4, 2014

I can't remember last Mother's Day. I was probably too overwhelmed at the changes happening.

Caregiving started in January, and on May 1, my husband and I closed her house and brought her
back to Pennsylvania where we live to spend the summer. I was wracked with 3:30 am insomnial
fears, concerns, plans, contemplations, hopes, dreams, anxieties. I was mentally walking her
through the house, seeing my cats attack her paper-thin skin, imagining her getting lost on the
way to the bathroom in the dark, feeling at a loss to meet her medical needs, and most of all
dealing with her anticipated reluctance to leaving her dear Floridian home for the first time.

A year has come and gone like a flash. This week we are closing up the Florida house again and
getting ready to fly north on Mother's Day weekend. I'm doing it alone this year without my
husband's help. Although we are a year further into dementia, and I am making this journey solo
with Mom, I am so much calmer this year and deeply grateful for the progress.

It was much easier to close up her house last year than I ever could have dreamed. We have
wonderful neighbors who treat her house like their own. My sister, who lives nearby, comes often
to see that all is secure.

Last summer I redecorated my daughter's old room to suit my mom. It is now filled with her own
clothes and photos of my dad and family, and it waits for her. Last summer we attacked every
medical problem Mom had, so now she has a full compliment of doctors and facilities who have
her medical records on file. YEAH!

And even though her dementia is deeper, lasts longer, and can be so much sadder to observe this
year, I am incredibly thankful for having the homework done and the anxieties gone on the things
I can control.

So Happy Mother's Day all; to being alert and calm; to leaning into the current moment, to
breathing; to sleep.

Quantum Leap

May 12, 2014

My mom and I made the journey safely. It took two planes and a village of helpful, compassionate
and patient people to accomplish it, but we did it. We weren't able to sit together on either flight.
After the first leg, the gentleman who sat next to my mom whispered to me, "So adorable!" Mom
was her Miss Congeniality self. So thankful it went like that.

Now we're getting snuggled into my Pennsylvania home, where spring is just beginning to show
her ankles. The plan is to stay here for five months and get re-acquainted with my husband. Feels
like it will take five months to get my mom back on track to make the trip south again!

She's getting up in the night and getting dressed, making the bed, re-packing her suitcase,
organizing the bathroom. Thankfully she's not angry, but she sure is confused. The first night she
was up at 3 am completely dressed, with one hearing aid, minus its battery, in the wrong ear. The
other hearing aid was squealing for mercy from inside the suppository container. I can just

imagine how it wanted to get out!

Last night she was up at 1:30 am and 4 am, and when she came out she asked what she had done
wrong to end up in prison, and what did she have to pay to get out?

Last year it took three months before I felt like Stella Got Her Groove Back. Maybe it won't happen
this year. But one thing I know, I'm getting her some sleeping pills....and hiding the suitcase.

If It's Tuesday, This Must be Belgium

May 16, 2014

Baby Boomers might remember this reference to a movie about taking a European tour, and the
title makes perfect sense when viewed in that light. But to a Non-Boomer, this title makes no sense
at all, and that's what dementia feels like today.

My mom and dad lived in a conservative, unimaginative, oatmeal-colored world of their own
creating. When Dad died and Mom started embellishing her conversations with little unfounded
assumptions, I reprimanded her and said, "Mom, you don't know that is true. We don't know that
really happened." I had no idea we were starting down the path to mental anarchy!

Now, three years later, my mother can talk very intelligently about nothing coherent at all. In
Florida, we had good weeks, bad weeks; good days, bad days. Now in Pennsylvania we have good
hours and bad hours, all within a single day.

Yesterday she woke up in a complete rage because all night she had been busy "entertaining the
troops", and "how could you let that happen?" It took me 45 minutes of talking to get her to come
in off the ledge. Today Dr. Jekyll has gotten up with smiles, hugged me, and patted my husband on
the head.

How do we possibly outsmart this crazy disease? I put away two of her three purses, because
invariably we would get to the store and her wallet was left in the purse at home, the one she had
fussed with last. Less choice, less confusion, less failure. So then she accuses me of stealing her
purses. Paranoia claims the day.

Well, not yet.

All Aboard the Love Boat

May 23, 2014

Two weeks into our northern stay and Mom is sleeping through the night without waking me up,
without re-packing her suitcase, and without sleeping pills or a gin and tonic for me or for her.
Success there!

This Activity Director on the Love Boat, however, is re-evaluating expectations (did I really have
some?) and other caregiving advice (not from this website).

Two days ago I took Mom on three neighborhood walks, watched a movie on TV, took her to have

her hair done, played games, went shopping. And still she says she's sad and wants to go home.

I hired a caregiver for her to have a new, interesting companion. Mom said she "was not going to
do it." I had the strangest sensation the caregiver was disapproving of me, that I wasn't treating
my Mom well enough, that I was somehow disrespectful or belittling.

I read an article on ways to get dementia patients to eat better: "Is the tablecloth too busy? Is the
food too bland-looking? Is there no distinction between the food and the tablecloth?"

REALLY? I'm overwhelmed with the minutia of trying to make her happy, keep her dignity. "Just let
her wash the dishes. So what if you have to do them all over again when she's done." So what if we
all get sick? I don't think so. Since when did one disabled person control an entire household?

This morning I changed from being the Activity Director on the Love Boat to a passenger, when my
mother walked in on my husband and I in bed. She came right in and sat on the edge of the bed
like nothing was happening, and asked "if the government had shut down."

Bless my husband's soul, he simply laughed and said it was just like when we were back dating.

Katy Perry Rocks the Nursing Home

June 5, 2014

Cause you're hot then you're cold,
You're yes then you're no
You're in then you're out,
You're up then you're down
You're wrong when it's right,
It's black and it's white
We fight, we break up,
We kiss, we make up. 2

This is what dementia feels like today. Everyday.

We were just watching a nice movie, no f-bomb words, no nudity, no transformers, blood or guns.
My mother gets up from the couch, goes for her purse, and announces she wants me to call her a
cab because she wants to go home, right now.

No matter how we tell her that a cab won't take her to Florida, she is stark raving mad. I thought
she was going to hit me, it was the most irrational and out of control I have ever seen a 84-pound
woman get. I had to get out her drug stash to calm her down. I so hope it does.

Earlier today she was insulted when I helped her with her seat belt; too independent for that.
Insists on giving me money at the cash register, and when I say, "No, Mom, not this time; you can
pay for the groceries next door"; by the time we have picked up three items, go to the register and
I turn to her and say, "Okay, we can use your $10 bill now", she looks at me like I came from
Tajikistan, fishes around aimlessly in her purse, and then hands me an envelope of photographs,
while the line grows longer and longer behind us. I end up using my own money anyway.

Night time is getting to be more and more difficult. She can be sweetness and light, or she can be
fidgety and anxious and looking for a container to leave a stool specimen in.

I know the next time she comes around, she's going to remember she was angry and feel bad
about it. She can't say why she's angry. I only wish I knew. But she still has enough comprehension
to know something happened, and it will make her sad and remorseful. I am starting to wonder
how long I will be able to do this.

Annie Lennox Joins the Rock Band

June 27, 2016

So take me from the wreckage
Save me from the blast
Lift me up and take me back
Don't let me keep on walking...
Walking on broken glass
Walking on walking on broken glass 3

So we have a few new visitors this week. It's Annie Lennox, Chicken Little, and maybe even Emily
Litella.

These are the phrases most heard in conversation at my house: rain, burial, sick, bleeding, what's
wrong, died, who died?, an animal bit the cat's head off, killed in an accident, hit by a car, flu, it's in
the papers.

A construction worker resting in the shade enjoying his digesting lunch is “dead”. All rocks in
landscaping plantings are “dead dogs”. It makes more sense to my mother that a toddler would be
abandoned on the curb in the rain and dressed up as a fire hydrant than it is simply what it is: a
fire hydrant.

Any time I get my mother out in public, she goes straight to the nearest innocent bystander and
starts explaining her current alarming tale of woe. She's so convincing and lucid-sounding that in
the time it takes me to do a 360-degree turn in the Goodwill pants aisle, she has completely
disappeared and is causing chaos at the check-out counter.

She's so freaking fast! And coherent-sounding!

Me: "It's Debbie on the phone, Mom." Mom: "Did you bleed?"
Me: "Did you find your hat?" Mom: "There was a wreck?"

So that's what dementia feels like this week.

"Never mind."

Little Old White Woman's March on Washington for Freedom

June 13, 2014

I feel better this week because I put a childproof doorknob on the backdoor and dug around in my
Christmas decorations and found a big harness of sleigh bells for the front door.

Last weekend Mom escaped twice, and just like the Alzheimer's website said, right-handed people
just go to the right, and so she did, with my racing out of the house behind her.

She had sort of played at wandering down the street the week before. A local realtor had put
American flags in every yard, and my mother thought they were stray dogs that needed to be
rounded up and brought home. Those two times I was in my bathrobe and pajamas, totally caught
unaware this was actually happening, and the neighbors were starting to shake their heads. Then
without warning, she started taking off for no apparent reason. *

&#x22;We went to parks, volunteered at a pet store, shopped, took walks,&#x22;
writes Penny Rose Haddon about the summer after her mom's diagnosis with
dementia. &#x22;Once in a while, she would nonchalantly peer around the front seat
of the car and say to me, 'And are your parents still alive?' She still carried a purse,
wallet, and checkbook, wore her diamond and ruby rings, sported gold chains. The
veneer was cracking but it was manageable.&#x22;
In her book, Penny writes about what happened after that summer: Distrust, anger
and resistance. Penny shares the story of caring for her mom using song lyrics and
pop culture references to make sense of her mom's descent into dementia. Through
Penny's writing, we see what day after day is like with dementia while witnessing the
resilience of two women determined to make the best of it.
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