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Hi everyone,
Welcome to our latest newsletter. Every September, people come together from all
around the world to raise awareness and to challenge the stigma that persists around
dementia. September 2021 marks the 10th year of this vital global awareness raising
campaign.
September 21st also marks World Alzheimer’s Day. World Alzheimer’s Day typically
coincides with the launch of the latest World Alzheimer Report from Alzheimer’s
Disease International. This year the report will focus on diagnosis. Check their website
for more information www.alzint.org
This year’s campaign will shine a light on the warning signs of dementia, encouraging
people to seek out information, advice and support, as well as contacting the
Alzheimer’s or dementia association in their country.
It is only through a truly global effort that we can raise much needed awareness and
challenge the stigma and misinformation that still surrounds dementia, and we are
calling on everyone to do something during September, however small or large, through
our campaign ‘Know Dementia, Know Alzheimer’s’.
If you are having an event during the month of September please let us know if we can
assist you. All our regional information can be found on our website www.alzheimers.org.za
Become a dementia friend - use the dementia friends tab on our website.
Get your MySchool MyVillage MyPlanet card in one of four ways by:

Downloading the free app on your cell phone

Applying online www.myschool.co.za

Calling Client Services on 0860 100 445

Visiting a Woolworths store, and picking up an application
form and a card.
Once you have a card make Alzheimer’s SA a beneficiary - you can choose up to 3 beneficiaries.
MyVillage partners—Woolworths, Engen, Waltons, Netstar, Builders Warehouse, loot.co.za.
Swipe your card whenever you buy from the partner stores.
Alzheimer’s South Africa - National Office
Corner 4th Avenue and Rabie Street, Fontainebleau, Johannesburg
NPO number 001-352 PBO number 930006472
Tel 011 792 2511 Helpline 0860 102 681 email info@alzheimers.org.za
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I Have Something to Tell You - How to disclose - or react to - a dementia
diagnosis by Alz.org
Laurie Waters and Dawn Helms became fast friends 16 years ago when Laurie
moved from Bridgewater, Massachusetts, to the Clover, South Carolina,
neighbourhood Dawn called home. They bonded instantly, in particular over a
love of football, and soon became inseparable.
“Laurie helped bring up my boys,” says Dawn, 53. “She’s just the best
neighbour you could ever have.”
“I can’t say enough about Dawn,” adds Laurie, 56. “I’ll do anything to help her
out, and she’ll do anything to help me out. I love her to death. She’s my sister
from another mister.”
About five years ago, Laurie began experiencing a variety of memory issues.
However, it was an unrelated health scare in 2017 that led to testing that
confirmed her younger-onset Alzheimer’s diagnosis.
Laurie received compassion and support from her husband, Ricky, as well as her two daughters. Given
their close relationship, Laurie knew she’d confide in Dawn. When she did, Dawn was emotionally
devastated but reacted with unconditional acceptance.
Receiving a diagnosis isn't easy
An Alzheimer's diagnosis is life changing. Acknowledging your feelings can be an empowering first step
in coping with the challenges ahead.
“It was difficult because of all the unknowns,” Dawn says. “I didn’t know what was going to happen
next or how long Laurie was going to remember me.”
The decision to disclose a diagnosis of Alzheimer’s to family and friends is a personal one that can come
with risks and worry. While it’s normal to experience fear or discomfort about sharing this information,
doing so is an important step for a person living with the disease to cope with the oncoming challenges
and start their life post-diagnosis.
Fear of stigma, misunderstanding
Stigma and misconceptions about Alzheimer’s can often make people hesitant to disclose they’re living
with the disease. Denial is also a common response to news of any serious illness, since it can provide
distance from overwhelming feelings. For instance, a member of Laurie’s family accused her of lying
about her condition. People living with dementia also may encounter a dilemma whether to reveal
their diagnosis at work, as issues of job security or discrimination may arise.
“Some relationships may be tested by sharing a diagnosis, while other relationships may be
strengthened,” says Monica Moreno, Alzheimer’s Association senior director of Care and Support.
“Family and friends may react with comments like, ‘But you seem fine’ or ‘You’re too young to have
dementia.’ These reactions reflect the person’s need for more time or education before they can
respond in helpful ways. Talking openly with those you trust is a powerful way to educate them about
the disease and to engage their support.”
'Real friends will stay'
Moreno suggests giving family, friends and co-workers more time if their initial reaction is
unsupportive. “It can hurt to realize that some family and friends you thought would be there for you
can’t meet your expectations,” Moreno says. “They may have discomfort about your diagnosis, as it
stirs up fears about their own futures. People who can’t be a part of your support circle now may join
later. If long-time friends shy away, remember your best and real friends will stay with you.”
Kindred spirits Laurie and Dawn have not let the sobering news impact their friendship.
“I’m a realist. I know what’s coming,” says Laurie, who serves on the Alzheimer’s Association National
Early-Stage Advisory Group to help raise awareness of the disease. “But while I’m here, I’m going to
enjoy myself. I’m living my best life.”
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“You have to keep going,” Dawn says. “I hope to share a scrapbook with Laurie, or a video, so I can say,
‘That’s us.’”
Make a Difficult Conversation Easier
Moreno offers suggestions on how to disclose a diagnosis of a serious disease like Alzheimer’s, as well
as how to react to the news.

Carefully decide who you want to know about your diagnosis. This may immediately include
select family members and friends. Later, you may want to widen your circle by sharing with an
employer or colleagues.

Let them know you’re still you. Even though you’re living with Alzheimer’s or another dementia,
who you are and what has made you close to each other is unchanged.

Be open and direct. Engage people in discussions about Alzheimer’s and the need for prevention
and better treatment.
Reacting to a diagnosis

Thank the person living with Alzheimer’s for having the courage to share their diagnosis with you.

Stay in touch. It shows you care about the person and what they’re going through.

Educate yourself. Learn as much about the disease as possible, and offer to help in any way
you’re comfortable and capable.

Dementia – grieving before they are gone -

by Hellocare.com

Watching someone you love slowly withdraw from the pleasures of
life, from relationships formed and change from the person you
loved (and still love immensely) into all I can describe as a mere
shadow of themselves. It may not be the correct terminology/
language and I certainly don’t intend to offend, but how else do
you explain it when your special someone can no longer have a
conversation with you, and are unaware mostly of your presence?
The changes I’m witnessing have impacted me more than I thought
possible. I know my grandma and I know her wishes – and this
position I see her in today is certainly not one of them. My
grandma’s diagnosis with dementia has made me understand that I
never really could have imagined what my patients and their families were going through. I know my grandma and I know her wishes – and this position I see her in
today is certainly not one of them.
My grandma’s diagnosis with dementia has made me understand that I never really could have
imagined what my patients and their families were going through. It has given me a greater
understanding of those exact losses, the pain and grief that the people I’ve cared for have previously
talked to me about. I can say it’s much worse than I imagined, now that it’s happening to my dear
grandma.
I still recall the day the Geriatrician diagnosed my grandma with mixed Vascular Dementia and
Alzheimer’s disease. The news wasn’t surprising in hindsight. Never-the-less it was rather confronting
and not easy to accept seeing the official words “dementia” scribed in her medical notes.
The last six months has seen a steady decline in her cognition, and the person I’ve always admired and
looked up to is now finding it hard to engage with me. I desperately still want to ask for her advice as I
always did, but I know she can’t find the words. The glaze over her eyes, symbolic of the wall between
us, impacting on my ability to completely understand what she is going through. Some days better than
others side-stepping in course with glimmers of hope and every so often flashes of her once previous
cheeky self. Sadly, that day has come.
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With each decline I prepare myself for what lies ahead. The emotions are hard to fight and I’ve started
to acknowledge that in fact I’m grieving before she is gone. Even though she is still alive, I’m grieving
the loss of her abilities and independence, the loss of her cognition and the advice she always gave me,
loss of hope, the loss of her identity and the many more losses I can feel but can’t explain.
Allowing myself to acknowledge that I’m grieving helped me to understand the strong emotions and
intense sadness every time I see her. I’ve taken to blogging as an outlet to express these emotions,
which I find helps me express the deep sadness I feel every time I visit her.
Grieving before death has taken place is actually a real thing, which may be something many can relate
to after reading this. It’s called anticipatory grief.
Understanding Anticipatory Grief
Most people attribute grief as something that happens after a death, however as I’ve talked about it
can often begin before death occurs. It can start from the time we learn that death from an illness or
disease will occur at some stage in the not so distant future. It’s natural that we begin to grieve. It’s
different from the grief that follows a death although many of the symptoms of regular grief are similar
- such as sadness, isolation, forgetfulness and depression. Anticipatory grief is just as much about accepting the many losses of the person’s former self as it is about accepting their future death.
The subconscious or conscious thoughts of accepting that death is imminent can bring an overwhelming anxiety and dread. I’ve spoken about the losses I felt for my grandma. Feeling these losses that can
in fact make people feel a sense of relief once the person actually dies.
Be aware of your feelings and acknowledge if you are going through anticipatory grieving it will not only
help you make sense of it, but it might even help relieve your anxieties.

Phil’s Journal: A Lesson on Living With Alzheimer’s, Courtesy of My Dog By Phil Gutis
Reflecting on his early-onset Alzheimer’s diagnosis five years on, the
author finds inspiration in a friend who was able to put her own illness out of her mind and enjoy life right to the end.
A few months ago, we discovered some disturbingly large and firm
lumps on our dog Sadie. We quickly made an appointment with the
vet and sadly learned that Sadie had lymphoma and only had a few
months to live.
In one of my text updates with our vet a week or two later, I noted that while the lumps were growing
frighteningly large, Sadie continued to eat and play with her toys. Her spirit seemed unchanged.
The vet’s response stopped me cold. “I’m glad she is still feeling so well,” the doctor said. “The beauty
of being a dog is they don’t know anything is wrong. They just want to play.”
After a few minutes thought, I replied: “Love your dog observation. People should try to live that way.
Particularly those named Phil.”
It’s been almost five years since I was diagnosed with early-onset Alzheimer’s. After diagnosis, I did
more than a bit of research and found that many people with early-onset Alzheimer’s tend to live only
five years or so. In fact, just as I learned of my diagnosis, Pat Summit, a world-renown women’s basketball coach, died. She had been diagnosed with early-onset Alzheimer’s five years before.
Understandably, I put a five-year cap on my remaining days. For many of those days, I believed that I
would no longer be Phil as Alzheimer’s stole my memories, my cognitive skills and ultimately my ability
to swallow and breathe.
I started to put my affairs in order. Within months, my long-term partner Tim and I stood in front of a
judge at the county courthouse getting married. I updated my will, applied for disability benefits from
Social Security and prepared for the worst.
And I waited, agonizing over my diagnosis and becoming hyper-aware of any memory or cognitive
problems. And there have been quite a few of those problems.
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There was the time, for example, when I was absolutely convinced that a commuter train jumped
tracks and took me to the wrong station. (Spoiler: I got on the wrong train.) Or the time I had a heated
debate with a friend over whether I had attended a live performance of one of my favourite artists. I
was convinced I had not. (Spoiler alert: I had.)
But clearly I’m not going to die — from Alzheimer’s at least — this year or anytime soon.
I’ve been enrolled since the start of my journey in trial for Biogen’s aducanumab and I can definitely
say that I’m feeling better these days than I was five years ago. I’d say that I’m currently living with a
fairly typical case of mild cognitive impairment.
My cognitive tests seem to be pretty solid — way better than they were five years ago — and I learned
that a recent PET scan found no sign in my brain of amyloid, the protein believed to be associated with
Alzheimer’s.
Don’t get me wrong. I’m not cured. My long-term memories have not returned, and I often continue to
struggle for words. My husband Tim believes my short-memory may be showing the first signs of slippage. I definitely have trouble mapping out long-term projects and I easily become overwhelmed by an
even mildly complicated task. I’ve recently decided that driving makes me too nervous so I’ve largely
hung up my keys. (I may still go to the store if necessary, but nothing further than that.)
There are good days. I can still write. I continue to do media interviews and serve on the Board of the
Delaware Valley Chapter of the Alzheimer’s Association. Tim and I work on our home and our garden
and cherish our pets.
In fact, I’ve been told that I might live for another 20 years or so. And who knows what will happen as
the science of Alzheimer’s advances. Maybe I’ll make it to 90 or 100 or beyond.
The big question, though, is whether I want to live for another 20 years. The idea of worrying about
this disease for another two decades is just absolutely exhausting. Perhaps I could do another 20 years
if I could somehow forget that I have this diagnosis and just learn to be like Sadie and play until I no
longer can.
We lost Sadie less than a month after her lymphoma diagnosis. As her doctor had predicted, one Saturday morning we woke up to find Sadie clearly miserable, uninterested in her food, the dog toys or announcing the arrival of the day’s mail. (She despised the mail truck; once she actually launched herself
through a plate glass window in her desire to catch it.)
We debated whether to bring Sadie to an emergency clinic to end her suffering or to wait until Monday
to bring her to our vet. We were able to get Sadie to eat a bit — chicken and rice at first and then cat
food, which she had always adored — so we decided to wait.
That Monday at around noon, we said our goodbye. Over the last five years, I’ve cried a lot but I can’t
remember the last time that I cried so hard as I laid on the floor with Sadie as she faded away.

When you are frustrated with me because of the things I cannot do …
Just imagine how frustrated I must be because I’m no longer able to.
To care for those who once cared for us is one of the highest honours”
- Tia Walker
“It is not how much you do, but how much love you put in the doing.”
- Mother Teresa
Rather than trying to bring the person with dementia back to reality,
why not try and enter their reality
- Bob DeMarco
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Alzheimer’s disease kills more people each year than breast and
prostate cancer combined.
Though those with Alzheimer’s might forget us, we as a society must remember them.
The person who has Alzheimer’s knows that pieces of the puzzle are missing
and they are terrified.
‘Forget me not’
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‘I hated seeing Mum behave in ways that were so out of character’
by Linda Harman
It can be upsetting when a loved one becomes angry or agitated, but it’s important not to simply
blame their dementia. So-called ‘challenging behaviour’ is not, says Linda Harman, a normal part of
dementia.
Chris Roberts was diagnosed with dementia several years ago and works tirelessly as an advocate for
everyone living with the disease. If anyone understands the frustration that can arise, he does. Last
week Chris sent the following tweet; ‘challenging behaviour comes from those who don’t understand
dementia, the result is a distressed response from people living with dementia.’
I wholeheartedly agree. My mother had vascular dementia and as her care partner, I fought against the
idea that ‘challenging behaviour’ was a normal and accepted part of living with dementia. I tried to help
her access all of her favourite places, people and things in order to keep her quality of life as high as it
could be, despite her dementia. This was generally possible, providing she was generally well in herself,
and I was vigilant about toilet visits and potential fall hazards when we were out. But in the months
prior to her passing away there was another factor I had to take into account; her mood when I arrived
at her care home.
I hated seeing my mother behave in ways I knew were alien to her pre-dementia self. I strove to act as
her ambassador, to understand why she might behave in a certain way and to explain, on her behalf, to
carers so that they might understand too, since she could no longer speak up for herself. For the most
part, I think I did understand; she was living in residential care by this point and many aspects of it were
not to her liking. I could relate to her frustration when she was dressed carelessly (she was very particular about dress) or when the sun shone and she could not get outside.
But towards the end of her life, I could no longer explain. My mother lashed out at carers, refused to be
washed, to socialise and occasionally even to eat. She bashed the walls so hard and so frequently that
her hands and forearms were covered in bruises. This was the same gentle soul who was once driven by
caring for her family, keeping her house spotless, socialising with a large circle of friends, a happy person who loved dancing and a nice glass of wine…. As every journey with dementia is pretty much
individual, I was not able to get an explanation from any professional and I still feel very sad that,
despite my best efforts, my mother’s behaviour was clearly a demonstration that she was becoming less
and less happy.
However, my biggest concern at the time was the level of acceptance which seemed inherent in the
health system; that her decline in responsiveness and well being was simply ‘normal’ for someone with
dementia. I did not, and still do not accept that this is the case – and Chris Robert’s tweet confirms it.
Dementia is a disease, not a condition of aging. ‘Challenging behaviour’ is one of many negative labels
that are attached too freely and too often to people who live with it. I’d like to propose that the way
many people living with dementia behave is the result of the way care is imposed on them in a generic
way that is defined by their condition, instead of the person centred care that is spoken of so often.
Dementia is an individual disease….not everyone with dementia will wander off, not everyone with dementia will forget who their family are, not everyone with dementia will become scared of open spaces.
Some will. Some won’t.
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The only ‘challenging behaviour’ with regards to dementia should be that of professionals in hospitals
and care homes. These professionals should be constantly challenging low standards and lack of respect for people affected by a disease, which i makes them increasingly vulnerable and less able to express their dissatisfaction. If we all question the accepted norms we can then keep elderly and disabled
people fully engaged in our society, doing what they can, breathing the wonderful fresh Spring air along
with the rest of us, and feeling the sun on their skin. With a little more understanding, patience and
thoughtfulness, I truly believe we are all capable of bringing moments of happiness to people living
with dementia and their families.

I am very sad to tell you that Janine de Villiers passed
away on July 18th 2021. Janine had been a part of
Alzheimer’s SA for many years - both as a member of
the WC committee and also for running two support
groups - one group at the Panorama hospital and the
other group from her home in Durbanville.
Janine gave of her time freely and was so knowledgeable about the disease having spent many years
caring for her mother who had dementia. It was always a pleasure going to the support group at her
home as there were always lovely cakes to have with tea and coffee and the group really supported
each other as their loved ones lived with dementia. I always liked going onto Janine’s Face book page
as there were always jokes and restaurants she had been to and I know that her death has left a huge
hole as she was so well know in the ‘dementia community’ Janine had her own health problems in
the last few years but I know she will be missed by Danie and her three sons Dylan, Alex and Adam
and all her many friends. Rest in Peace Janine - we will miss you.
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