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Coming undone Mitya Underwood reports on  
the growing Alzheimer’s epidemic  
and speaks to UAE experts about  
caring for people with dementia r4
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cover { ’In the shadow of Sharon’ 
by Avishai Margalit, The 
New York Review of Books

‘Sharon’s abhorrence of abstract thinking included distaste for law 
and morality, and ended in a total mistrust of ideology. Any ideology’

this week’s essential reading {

For Diane Mansour, her mother’s slide into dementia due to Alzhei-mer disease was a slow and agonis-ing one.
She watched the woman who was so accomplished as a wife and mother turn into an old lady who no longer recognised her own face in the mirror.

“It starts with little changes that all families will notice,” she says. “There is usually one or two years of anxiety building up as you no-tice the little changes.“You don’t want to face it. The anxi-ety was there, but you don’t want to know it. You want to postpone that story until it becomes too obvious.”Mansour’s story is by no means unique. Her mother, Virginia, who died three years ago, is one of an es-timated 7.7 million new cases of de-mentia diagnosed worldwide each year – an average of one every four seconds.
But, despite the high prevalence, awareness of the illness and fund-ing for the prevention, management and cure has remained relatively low in comparison to the money spent on other diseases such as cancer or heart disease.

When her mother was told she had the disease in 2001, Mansour had barely heard of Alzheimer’s, let alone knew the best way to take care of someone affected by it.“I was a happy, easy-going person who was devastated by the news and I thought I couldn’t cope; I had zero references, I didn’t know what to do. I thought I really couldn’t man-age. I spent my time going from one psychiatrist to another. I was always crying and weeping.“I really tried to escape that respon-sibility as much as possible, because I didn’t know what I was doing.”For many families, receiving an of-ficial diagnosis follows months or years of difficulties. In high-income countries, only 20 to 50 per cent of patients receive a diagnosis in pri-mary care. In poor countries, up to 90 per cent of those afflicted are nev-er diagnosed.
Often, symptoms of the disease are put down to old age. But for Mansour, she remembers the mo-ment when she was forced to ac-knowledge that her mother was not just getting old.“She was on her way to see my brother in the Dominican Repub-lic on a stopover in a hotel in Paris. That night in the hotel, I called her from Lebanon and she was com-pletely lost. She didn’t know what she was doing.“I asked about her plane ticket, she said, ‘What ticket?’.” When Man-sour consulted her family doctor about the conversation, he put her 

mother’s behaviour down to a sort of panic attack. But combined with other unusual behaviours, she knew this was not the case.“She would repeat her sentenc-es. Then she started accusing people of stealing from her. She would hide her money and other precious things so well that she couldn’t find them. And she would accuse the maid of stealing.“She also really had the household in hand; the cooking, the cleaning. Then she couldn’t cook anymore.”Prior to the official diagnosis, Man-sour had consulted doctors about her mother’s behaviour, but was never given any information relat-ing to dementia or Alzheimer’s.“One day, her maid called me to say my mother had woken up at home and said she wanted to go home, she was packing all her clothes.“I called the doctor, he gave me a very strong tranquilliser to shut her up. So you do that the first time, and people come round and say ‘Oh, what a pity’ and ‘Oh, what a shame’. As a caregiver, you feel ashamed, you feel embarrassed. And you have a horrible grief that consumes you. You don’t know where to go.“Two weeks later, she wants to go home again and the doctor gives us a double-strong dose of the medi-cine. Today, I know the only thing she needed was security. She just needed someone to hold her hand and make her feel safe.”Her mother then spent two years living with her son in the Domini-can Republic, but her condition deteriorated to a point where Man-sour’s brother and sister-in-law were not comfortable having her around their young child. The jour-ney to collect her mother and bring her back to Lebanon turned out to be life-changing.“While I was there, there happened to be a local meeting of an Alzhei-mer’s association. I went with a very negative mentality, but it changed my life. For the first time, I heard the words ‘They feel insecure and they don’t do anything on purpose’.“We went back to Lebanon. I hugged her and told her ‘I’m going to protect you from everything and I’m going to take care of you’.”From that point, Mansour has ded-icated herself to raising awareness of Alzheimer disease in the Mid-dle East in the hope that those affected, and their families, will receive better care.She is now the Middle East and North Africa (Mena) envoy for Alzheimer’s Disease International (ADI), a federation of Alz-

heimer’s associations around the world that works closely with the World Health Organization.In December, she organised a Mena regional conference of the ADI, attracting experts from the re-gion and beyond.“It was a dream come true, speak-ing to others about their personal experiences and how they wanted to change their society.”In recent years, Alzheimer’s dis-ease has emerged from the shadow of other curable diseases such as cancer to be debated on a global platform. In 2008, the WHO identi-fied dementia as a priority condition in its Mental Health Gap Action Pro-gramme and last year, the WHO and ADI released a 102-page report, De-mentia: A Public Health Priority, to “encourage country preparedness” and “improve social well-being and quality of life of those living with de-mentia and their caregivers”.There is plenty of evidence to show that Alzheimer’s is a growing prob-lem worldwide. The 2013 World Alz-heimer Report states that the num-ber of people with the disease is expected to double by 2030 to more than 70 million, and hit 115 million by 2050. But the figures do not tell the whole story.“Over the past decade, profes-sional and media publications about Alzheimer’s have increased exponentially, and some highlight an entrenched problem not evident in simple tallies about the burgeon-ing numbers of elderly,” writes the medical anthropologist Margaret Lock in her new book The Alzheimer Conundrum, Entanglements of De-mentia and Aging.“If the burden that increasing numbers of demented elderly place on society, families and individual caregivers is to be engaged with con-structively, then the ignorance, fear, stigma, shame, discrimination, denial and indifference commonly associated with dementia must first be exposed and overcome.”

As the global population ages, Alzheimer’s  is affecting a growing number of elderly 
people here in the UAE. Mitya Underwood asks experts and caregivers how best to cope 
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