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MESSAGE FROM THE CHIEF EXECUTIVE OFFICER - Petra du Toit

Since its registration as a company in October 2016, Alzheimer’s SA NPC took its first brave steps as a
young company in the unknown corporate world. Loyal volunteers, colleagues, partners and friends
attended a function to launch the new company in February 2017 in Johannesburg.

This time of transition provides us with an opportunity for introspection and evaluation to determine where we
can make improvements in our performance and service rendering. The chairman of our board, Mr Brian
Sweetlove facilitated a SWOT session with regional managers and important role players in February, providing
us with cornerstones to build a specialist company in the field of dementia in South Africa.

To celebrate the new company, opportunities were created to promote ASA NPC in South Africa including articles
in various newspapers, magazines as well as participation in TV and radio shows.

The 32™ International Conference of Alzheimer’s Disease International took place from 26 — 29 April 2017 in
Kyoto, Japan. The conference was attended by 3 000 delegates from all over the globe. The title of the
conference, “together towards a new era”, was significant ahead of the historic adoption of a global plan on
dementia by the World Health Organisation (WHO) following the conference in May 2017.

During the conference Alzheimer’s UK was approached to become a twinning partner of ASA NPC. Discussions
are still taking place to finalise a partnership that will benefit both organisations.

During the past few months, we had to say good bye to Jennifer Howard, Regional Manager Southern Cape who
retired at the end of March 2017. Jennifer was a valued member of the Alzheimer’s family in South Africa for
several years and we wish her all of the best for the future. We want to welcome Hettie Theron as brand new
member of the management team in the Southern Cape.

Thanks to all our new and loyal sponsors whose support keeps us going during very trying times. It is not an
easy road that we are on, but “difficult roads often lead to beautiful destinations” (author unknown).

At the ASA NPC launch
in Johannesburg in
February — National
office and a
representative from
every region lit a candle
to symbolise that we are
all part of one company.
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15 Warning Signs for Driving with Dementia

Johns Hopkins Health Alert
1. Driving too slowly or too fast
Receiving traffic tickets
Being honked at or yelled at by other drivers
Becoming upset or angry while driving
Dents, dings or scraped paint on the car, mailbox or
garage
6. Misunderstanding or not noticing signs on the road
7. Getting lost in familiar places
8. Stopping at a green light
9. Changing lanes without looking
10. Drifting into another lane
11. Having difficulty making right turns
12. Misjudging distances
13. Mistaking the accelerator pedal for the brake
14. Causing a crash or near crash
15. You can also follow the "grandchild test": If you would not feel safe having this person drive
your grandchild, it's time to have a talk about handing over the keys.
Should you or your loved one be driving? Let common sense be your guide.
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Vitamin D Deficiency Ups Dementia by 53%
Published in Al zheimer’s Weekly.

In the largest study of its kind, not getting enough vitamin D turned
out to double the risk of developing dementia and Alzheimer’s. See
why supplements may not be the answer. Find out which foods to
eat.

MINNEAPOLIS — researchers suggest that in older people, not getting
enough vitamin D may double the risk of developing dementia and
Alzheimer’s disease. The study is published in the online issue of Neurology®, the medical journal of
the American Academy of Neurology.
The study looked at blood levels of vitamin D, which includes vitamin D from food, supplements and
sun exposure. Dietary vitamin D is found in:
9 Fatty fish such as salmon, tuna or mackerel

T Milk
1 Eggs
9 Cheese

"We expected to find an association between low Vitamin D levels and the risk of dementia and
Alzheimer's disease, but the results were surprising—we actually found that the association was twice
as strong as we anticipated," said study author David J. Llewellyn, PhD, of the University of Exeter
Medical School in the United Kingdom.

For the study, 1,658 people over the age of 65 who were dementia-free had their vitamin D blood
levels tested. After an average of six years, 171 participants developed dementia and 102 had
Alzheimer's disease.

The study found that people with low levels of vitamin D had a 53 percent increased risk of
developing dementia and those who were severely deficient had a 125 percent increased risk
compared to participants with normal levels of vitamin D.

People with lower levels of vitamin D were nearly 70 percent more likely to develop Alzheimer's
disease and those who had severe deficiency were over 120 percent more likely to develop the
disease.



http://neurology.org/lookup/doi/10.1212/WNL.0000000000000755
http://www.aan.com/
http://www.alzheimersweekly.com/2017/05/vitamin-d-defficiency-ups-dementia-by-53.html

The results remained the same after researchers adjusted for other factors that could affect risk of
dementia, such as education, smoking and alcohol consumption.

"Clinical trials are now needed to establish whether eating foods such as oily fish or taking vitamin D
supplements can delay or even prevent the onset of Alzheimer's disease and dementia. We need to
be cautious at this early stage and our latest results do not demonstrate that low vitamin D levels
cause dementia. That said, our findings are very encouraging, and even if a small number of people
could benefit, this would have enormous public health implications given the devastating and costly
nature of dementia," said Llewellyn.

You Cannot Leave a Person Living with Alzheimer's Alone
Alzheimer’s Reading Room — Bob DeMarco

At a certain point in the development of dementia, as the dementia progresses, a person cannot be
left alone. They just can't deal with it.

Dementia patients do not "cope" well when left alone.

Question from a reader -

“I'd especially like to hear how you dealt with the bad reaction to leaving the house for a while. |
understand that my wife does not like to be left alone, and | think | understand why. But there are
occasions when | do it anyway. To be honest, | feel that | have already greatly limited my activities to
stay with her and there are times when | need a little time to myself or a little time to socialise. | never
go for more than 2 or 3 hours (usually less) but it is always guaranteed to make for ugly comments. The
good thing is that she gets over it in an hour or so.... maybe that is as good as it gets.”

It took me a while to understand how my mother might be feeling when | went out and left her alone
at home. | finally came to the understanding that she felt abandoned, confused, and scared. Scared to
be alone.

You could ask yourself this question. If the person who is left alone is angry when you return, how do
you think they might have been feeling while you were gone?

Alzheimer's patients are very fragile. As the disease develops they don't have any real concept of time.
To a person who is deeply forgetful 30 minutes might seem like an entire day.

For example, | might go to the store for 30 minutes and leave Dotty alone at home. She would be very
angry when | returned. She would often act out. Later that night she might say to my sister Joanne, |
don't know where he goes, he goes out all day long. She said this even though | was only gone for 30
minutes and | only went to the store. Clearly she had no understanding or any memory of how long |
was gone, and why | was gone. Dotty might also say, | don't know what he is up to. This was code for
Dotty thinking or believing | was going to put her in a "home". Like any feelings or emotions in any of
us, if you let these type of thoughts build up over time it is likely that you are going to "lose" the
dementia patient.

When | say "lose" what | really mean is lose their trust. If they don't trust, or stop trusting you, you are
really in for some very miserable times. If an Alzheimer's patient does not trust you they will become
angry, irritable, challenging, and hard to deal with.

When this happens you both suffer the burden. The person who is deeply forgetful becomes confused,
then angry, and then they "act out". You on the other hand get left with an upset stomach, and a very
sore heart. Has this happened to you?

Some caregivers complain that they can't get a minute of peace. That the person who is deeply
forgetful follows them around, or constantly calls out for them when they cannot see them. Dotty did
this all the time. Instead of "venting" and complaining about the behaviour of a person that is deeply
forgetful, lets instead ask ourselves, why do they follow us around, why do they call out when they
cannot see us? The simplest answer to this question is because we are their lifeline. We are the person
they trust (maybe the only person). We are the person that keeps them attached to the real world.
Like it or not, you become the one person in the world that a person who is deeply forgetful can rely
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on and trust. You are the only person that can keep them from becoming confused, angry, and just
downright scared.

It is rather simple, after a certain point in time a person who is deeply forgetful gets scared when left
alone. This in turns leads to all kinds of negative behaviours. The situation is only going to get more
difficult, not easier. Sooner or later, a person who is deeply forgetful cannot be left alone.

You do have some alternatives.

You could start to cultivate neighbours or friends and

leave your wife with them from time to time. Or, you 've learned that people will forge
can have them come over and stay with her when what you said, people will forget
you go out. Or, you can hire someone to be there what you did, but people will never
while you are gone. It would be much wiser to start forget how you made them feel.”
introducing one or more of these alternatives sooner v

aya Angelou
rather than later. Get the pattern established as soon AlzheimersReadingRoom.com
as possible.

How did | cope with this? Simple, | rarely left Dotty
alone for longer than a few minutes. | usually ran to the trash, or over to the pool when she was
sleeping. Believe it or not, | sometimes took the chance and went to the grocery store (Walmart) at 1
AM. Yep, they are open 24 hours a day. | also took her with me on dates and to parties. There are
many wonderful people out there and they get it.

If you want to get on the path to Joy, and off the path to Burden, you will be required to gain the trust
of the person who is deeply forgetful. You will be required to think about how they are feeling. For
example, how they are feeling when you are gone.

You get to decide. Yes, you will be required to make an enormous sacrifice if you decide to keep the
person who is deeply forgetful at home, like | did.

You must choose. Burden or Joy. It felt like - Alzheimer's Ground Hog Day

Of course, this does not mean that you have to do what | did. There are good alternatives like adult
day care. You get to decide. Yes, you will be required to make an enormous sacrifice if you decide to
keep the person who is deeply forgetful at home, like | did.

You must choose. Burden or Joy.

It’s Casual Day - Frlday 15t September
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AIzhelmer s SA is once again mvoIved in Casual Day — a way to raise funds and have fun on the first
Friday in September.

The theme this year is CELEBRATE DIVERSITY!!! Stickers will be R10 each.

This is a great fundraising opportunity for Alzheimer’s South Africa and if you can help us sell stickers
at work, at play or at home please let us know and we will ensure you get the stickers. Phone your
local Alzheimer’s SA office or go to our website for more details www.alzheimers.org.za
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Things to think about when your loved one —

with dementia has to go into hospital. + —
| | - -~

1. Many patients have not been formally diagnosed with a dementia LSS EIAL

or if diagnosed, that diagnosis is not identified at the time of hospital

admission.

2. 93% of in-patients with a dementia have one co-morbid (occurring

at the same time) condition and approximately 60% have three or more co-morbidities.

3. Usually the person is admitted to a hospital due to an illness or an accident that is not clinically
related to the dementia.

4. Treating a person with a dementia is more expensive than treating a person without a dementia.
5. Patients with a dementia are at much higher risk for what is called “adverse outcomes” (things not
turning out well from both the families and the hospital’s viewpoints)

6. Hospitalised patients with dementia are at higher risk for falls, dehydration, inadequate nutrition,
untreated pain and developing a delirium on top of their dementia.

Now, to minimise “adverse outcomes” Here are some things the family could do to help their loved
one with dementia.

7. If you can’t accompany your loved one in the Ambulance to the emergency room, make sure you
get to hospital as soon as possible.

8. Do not accept hospital staff or emergency room staff telling you to go and wait in the Waiting
Room. Insist on being with your loved one every second you can. Tell the staff that you will help keep
your loved one calm, and that s/he might get very agitated if they can't see you. Explain, your
presence will help, no matter what.

9. State to every hospital staffer you see that your loved one has dementia and you prefer all avenues
be taken to calm them (including providing a caregiver, if that is a service the hospital provides for
patients) before administering any drugs or chemical restraints for this purpose.

10. Continue to state that to every new hospital staffer, nurse or doctor you see with your loved one
throughout the entirety of their stay in the hospital -- the patient suffers from dementia. Ask
everyone to add it to your loved one’s “Chart”. The more times it shows up in the “Chart” the more
times it will stick in the doctors and nurses minds.

Because your loved one is in an unfamiliar place with people coming and going it will likely scare
them, confuse them, or overstimulate them.

11. EXPECT your loved one to exhibit more anxiety, agitation, aggression, and resistance to care than
is normal for them. This behaviour will come on top of whatever pain or discomfort they are
experiencing and may not be able to convey to hospital staff.

Don't assume that the hospital staff knows how to communicate effectively with someone living
with dementia. In fact, expect the opposite until you are proven wrong.

12. Help the hospital staff and personnel to manage the environment as much as possible. Ask them
to maintain a consistent routine as much as possible, and enforce that while you are there with your
loved one (with the exception of tests, procedures, surgery, etc...).

Ask for as much consistency of nurses and aides dealing with your loved one as can be achieved.

13. Bring several familiar objects for your loved one to hold or look at. Try to limit noise inside the
room. Try to limit visitors if your loved one is tired or overstimulated.

14. Put away extra objects (clutter) in the room. Make sure your loved one has their glasses, hearing
aids and dentures. Mute the intercom in the room if possible.

15. Provide soothing music (a radio or CD player). If your loved one needs orientation use signs to
identify the bathroom (place on the outside of the door).

16. Help promote safety by asking for a room which will allow easy and frequent observation from the
nursing staff.

17. Ask the staff to place the bed at its lowest position if your loved one is a fall risk.

18. Ask staff to give your loved one a different colour hospital gown to identify them as a dementia
patient who is a fall risk, if possible.




19. Ask the staff to use only half rails instead of full bed rails (People get hurt trying to crawl over full
bed rails). Ask the staff to use alarms (bed, wheelchair, etc.) instead of physical restraints if your loved
one becomes agitated.

20. Ask them to evaluate your loved one regularly, and treat them for pain if needed.

21. To make sure that your loved one is eating and drinking enough, when food is delivered lift the
cover on the food, open containers, unwrap utensils, cut up food as needed, butter bread and cue or
prompt as needed to eat.

22. If possible sit directly opposite your loved one and eat at the same time, they may mirror you and
eat more. Ask the staff for finger food if needed. Encourage your loved one to drink fluids regularly
and when they drink, you drink too.

23. When agitation and resistance to care occurs, stay calm and constantly offer reassurance to your
loved one. Provide an object they can focus on (redirect their attention from whatever person/activity
is taking place that is disturbing them. If seeing nurses calms them down, place them in a place where
they can see one (near the nurses’ station).

24. Have the nurses tape nasogastric tubes to the side of your loved ones face and then place behind
the ear.

25. Ask that IV’s be wrapped in bandage gauze, placed high on the dominant arm and ask for long
sleeved gowns with a cuff to be used. Have the nurses run the tube up the arm and out of the neck of
the gown.

26. Ask for Foley catheters not to be used (ask for toileting schedules or programs or incontinent wear
to be used instead). If not possible, ask that the Foley be discontinued at the first moment possible.
Ask that the Foley be run from the point of insertion directly to the end of the bed. Foleys should be
taped to the abdomen in men. If your loved one picks at dressings or tries to pull out tubes, ask for
mitts to be put on their hands (It is the least restrictive of all alternatives.)

MySchool MyVillage MyPlanet
EVERY SWIPE COUNTS

The MySchool MyVillage MyPlanet fundraising programme is South Africa’s number one community
support programme that raises essential funds for schools, charities and environmental organisations.
Alzheimer’s South Africa successfully applied and is now part of the My Village program. The
Woolworths MyVillage cards can be used at Woolworths, Engen QuickShops, Altech Netstar, Flight
Centre, Loot.co.za, Power24.co.za, Waltons, Tafelberg Furnishers and Worksheetcloud, Check the
website for more info.

Please support us by applying for a My Village card either at any Woolworths store or via the website
www.myschool.co.za/supporter/apply/ and listing Alzheimer’s SA as your beneficiary.

You are invited to advertise in this newsletter. Our rates for-offaeds are:
Full page (14.5 x 21cm) R750

Half page (14.5 x 10.5cm) R375

Quarter page (7.25 x 10.5cmR190

Theseprices exclude VAT
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Experts ‘excited’ at HUGE breakthrough in hunt for cure.

A COMMON anti-depressant could become the first drug to HALT dementia
Research showed trazodone stops brain cells dying, a hallmark of the incurable
condition. The drug has already been used to treat people suffering late-stage
dementia — but it could be prescribed to patients at an early stage of the
neurological disorder. The brain cell effect was also seen in trials of another drug
called dibenzoylmethane. The breakthroughs raise the possibility of an “off-the-
shelf” treatment for dementia sufferers in as little as two years.

Exercising can protect the brain from Alzheimer's disease

The evidence is clear. Physical activity is associated with a reduced risk of Alzheimer's disease, says a
panel of researchers and not-for-profit leaders, led by UBC's Okanagan campus.

The researchers also confirmed that regular physical activity may improve the performance of daily
activities for people afflicted with Alzheimer's. Their conclusions may have significant implications for
the 1.1 million Canadians affected directly or indirectly by dementia.

"As there is no current cure for Alzheimer's, there is an urgent need for interventions to reduce the
risk of developing it and to help manage the symptoms," says study first author Kathleen Martin Ginis,
professor in UBC Okanagan's School of Health and Exercise Sciences. "After evaluating all the research
available, our panel agrees that physical activity is a practical, economical and accessible intervention
for both the prevention and management of Alzheimer's disease and other dementias."

Depression and Alzheimer's
Depression is very common among people with Alzheimer's,
especially during the early and middle stages. Treatment is available
and can make a significant difference in quality of life.
Symptoms of depression
Experts estimate that up to 40 percent of people with Alzheimer's
disease suffer from significant depression. Identifying depression in
someone with Alzheimer's can be difficult, since dementia can cause some of the same symptoms.
Examples of symptoms common to both depression and dementia include:
Apathy
Loss of interest in activities and hobbies
Social withdrawal
Isolation
Trouble concentrating
Impaired thinking
In addition, the cognitive impairment experienced by people with Alzheimer's often makes it difficult
for them to articulate their sadness, hopelessness, guilt and other feelings associated with depression.
Depression in Alzheimer's doesn't always look like depression in people without Alzheimer's. Here are
some ways that depression in a person with Alzheimer's may be different:

9 May be less severe

 May not last as long and symptoms may come and go

1 The person with Alzheimer's may be less likely to talk about or attempt suicide
As a caregiver, if you see signs of depression, discuss them with the primary doctor of the person with
dementia. Proper diagnosis and treatment can improve sense of well-being and function.
Diagnosing depression with Alzheimer's disease
There is no single test or questionnaire to detect depression. Diagnosis requires a thorough evaluation
by a medical professional, especially since side effects of medications and some medical conditions
can produce similar symptoms.
An evaluation for depression will include:

9 Avreview of the person's medical history

9 A physical and mental examination
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T Interviews with family members who know the person well
Because of the complexities involved in diagnosing depression in someone with Alzheimer's, it may be
helpful to consult a geriatrician who specialises in recognising and treating depression in older adults.
For a person to be diagnosed with depression in Alzheimer's, he or she must have either depressed
mood (sad, hopeless, discouraged or tearful) or decreased pleasure in usual activities, along with two
or more of the following symptoms for two weeks or longer:
Social isolation or withdrawal
Disruption in appetite that is not related to another medical condition
Disruption in sleep
Agitation or slowed behaviour
Irritability
Fatigue or loss of energy
Feelings of worthlessness or hopelessness, or inappropriate or excessive guilt
Recurrent thoughts of death, suicide plans or a suicide attempt
Treating depression
Getting appropriate treatment for depression can significantly improve quality of life.
The most common treatment for depression in Alzheimer's involves a combination of medicine,
counselling, and gradual reconnection to activities and people that bring happiness. Simply telling the
person with Alzheimer's to "cheer up," "snap out of it" or "try harder" is seldom helpful. Depressed
people with or without Alzheimer's are rarely able to make themselves better by sheer will, or
without lots of support, reassurance and professional help.
Non-drug approaches
9 Support groups can be very helpful, particularly an early-stage group for people with
Alzheimer's who are aware of their diagnosis and prefer to take an active role in seeking help
or helping others; counselling is also an option, especially for those who aren't comfortable in
groups
9 Schedule a predictable daily routine, taking advantage of the person's best time of day to
undertake difficult tasks, such as bathing
9 Make a list of activities, people or places that the person enjoys and schedule these things
more frequently
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9 Help the person exercise regularly, particularly in the morning

1 Acknowledge the person's frustration or sadness, while continuing to express hope that he or
she will feel better soon

9 Celebrate small successes and occasions

9 Find ways that the person can contribute to family life and be sure to recognise his or her

contributions
1 Provide reassurance that the person is loved, respected and appreciated as part of the family,
and not just for what she or he can do now
' Nurture the person with offers of favourite foods or soothing or inspirational activities
9 Reassure the person that he or she will not be abandoned
Medication to treat depression in Alzheimer's
There are several types of antidepressants available to treat depression. Antidepressants called
Selective Serotonin Reuptake Inhibitors (SSRIs) are often used for people with Alzheimer's and
depression because they have a lower risk than some other antidepressants of causing interactions
with other medications.
As with any medication, make sure to ask about risks and benefits, as well as what type of monitoring
and follow-up will be needed.

“What’s happened with my telling people about my Alzheimer’s has been an incredible deepening of
relationships” David Hilfiker, remarking on how going public with his diagnosis has been so beneficial to both
him and his loved ones.




