Why we still know so little about dementia
The stigmatisation and misinformation that surrounds dementia remains a global problem requiring global
action, according to the website of World Alzheimer’s Day, which falls on 21 September. In the UK the
stigma has been reduced but the dread surrounding dementia is still high, due largely to ignorance and
misinformation.
A woman whose husband had died from the disease raged to me that she had been woefully ignorant and
unprepared because no real information was “out there”. Yet there are thousands of books, websites and
media stories about dementia but, like most of us, she had ignored them until the disease impacted her
life. Perhaps it is understandable, because who wants to read about a disease that is among the most
dreaded of all? It is this “not knowing” that has led to increased fear, misunderstandings and myths about
dementia. I was amazed to find some ethnic groups put dementia down to demonic possession.
Time and again I am surprised at how little is known about the disease. If I had a pound for every time I
have been asked, “Is dementia the same as Alzheimer’s?” my wallet would be bulging. No, it isn’t, is the
answer. Dementia is the name given to the symptoms that result from physical damage to the brain and
although Alzheimer’s disease is the most common cause of such damage, it is just one of around a hundred.
It was to discover the facts about dementia that I chose it as the topic for my Master’s research (I am a
Cognitive Behavioural Therapist) and wrote the first of a series of books about it. Could it Be Dementia:
Losing your mind doesn’t mean losing your soul was one of the first to put the understanding of dementia
within a Christian context and shows that the person remains, however much the individual appears to
change as the disease progresses. There are well-documented cases of times when the sufferer regains
lucidity, with faculties that had appeared to be lost. In Christians, this is often prompted by worship, or
reading Scripture. “It was lovely to hear Joan again”, a carer told me, after reading a devotion from
Worshipping with Dementia.
A decade ago the dread of dementia was equal to that of cancer twenty-five years earlier, and predictions
at the time were that, as cancer had become more treatable and the dread diminished, so it would with
dementia. But there is still no pharmaceutical cure, although the few medications available do make lifechanging differences for many.
However, good things are happening. In our educated, Western world many myths have been demolished.
We now know that dementia is a physical disease and not an inevitable part of ageing. A 35-year-long study
of men living in the Caerphilly vale, north of Cardiff, showed that those who stuck to healthy living
guidelines saw the risk of dementia more than halved, at 57%. (For information, Google “Caerphilly Study,
BBC”.) We know, too, that the numbers of new cases in the general population are declining, although this
is not being reported in the media as well as it should be. The figure of 850,000 for those living with
dementia is commonly quoted, but the number of actual diagnoses is 537,097.1 Why the big difference?
The higher figure is from projections made in the 1980s that have not been realised, and do not take into
account the fall of new cases of dementia in the general population over the last two decades.2 The figures
do not reflect the results of changes in life expectancy, living conditions and improvements in health care
and lifestyle, says Professor Carol Brayne,3 of public health medicine at the Cambridge Institute of Public
Health. The biggest hope, and the biggest myth-buster, is having accurate information and acting on it.
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https://www.dementiastatistics.org/statistics-about-dementia/prevalence/
https://www.hsph.harvard.edu/news/hsph-in-the-news/dementia-rates-falling/
3 https://www.medicaldaily.com/dementia-epidemic-improved-health-care-and-lifestyle-lead-fewer-diagnoses-growing-349044
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