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Introduction 
 
I am a person with vascular dementia.  
 
In this paper I make a case that people like me should be problem-solvers for life 
and that our perspectives on dementia and the treatment of people with dementia 
should be firmly in the mix of discussions with those carers and practitioners.  
 

 

 
My view in a nutshell is that people with dementia can be active problem-solvers, 
able to rise to many of the new challenges of living with dementia, especially if 
they are well supported by family and in a caring community rather than 
dominated by managing carers and practitioners (see Table 1, below). 

Things look 

different 

from down 

here 

Figure 1: Contemplating the importance of perspective and experience in treatment (Ron Fergie) 
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A dominant /dominating view of 
dementia 

My view 

Dementia is a problem of progressive 
disintegration and disorder.  Dementia 
sufferers are subject to inevitable and 
growing: 

o Incapacity  
o Disorientation 
o Disorderliness  
o Disintegration and loss of self 

All human beings are „problem 
solvers‟.  
It is normal for human beings to 
problem solve throughout their lives.  
Dementia brings with it new kinds of 
challenges and problems to be 
solved.   
The challenges people with dementia 
face change over time. 

Someone needs to take charge:  
 
Sufferers, and their taxing disorderly 
behaviours, need to be managed by 
carers and professionals. 

People with dementia are assisted 
by: 

 Being heard  

 Being life-long problem-solvers  

 Being part of a supportive and 
caring community 

 Having their problem solving 
efforts supported and 
facilitated. 

A dementia sufferer is best served by 
giving way and letting other‟s taking 
charge of their life, care and treatment. 

Staying an active problem-solver is a 
positive way in which persons with 
dementia can continue to manage 
their own lives and the challenges of 
dementia. 

Table 1 Contrasting perspectives on dementia and its care. 

 
 

A person with dementia 
 

Yes I‟m a person with dementia or as I refer to myself – a „PWiD‟ – my acronym 
for a Person with Dementia. So please bear with me as I use the PWiD 
abbreviation throughout. As a PWiD, my identity is certainly a bit hazy at times. 
My name is Ron Fergie, but I also answer to “Foggy” (as I was quite innocently 
addressed by a small son of an American friend.  I also use “Octo”, as a 
publication “nom de plume”. I‟ve been a certified PWiD for 8 years or so now.   
 
Now let me begin by posing a question –  

Can one have a predisposition for vascular dementia in advance of its 
evident onset?   
Or do you just catch dementia. Like measles? 

 
As for me, dementia just “snuck up”, over all of my 86 years. I‟ve been forgetful 
for much of my life.   
 
One example of this was when in 1949,in Perth, I completely forgot to turn up for 
my Bachelor of Economics final exam.  All my friends were leaving Winthrop Hall 
when I saw them emerge. I rocketed up the tower to the Prof‟s office. He set me 
the exam, there and then.  
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I‟ve also been absent minded for most of my life too. After my first introduction to 
my future father-in-law, he already had me styled the “absent minded professor”.  
 
And ….I‟ve been in a mental fog for most of my life as well!  At a Seniors Week 
some years ago, Alzheimers (ACT) had an information booth. I asked the lady on 
the booth  
 

 “So what‟s your job at Alzheimers?” 
 

 “I lead a support group. The one you attend every Thursday” she said, 
kindly, with no hint of recrimination.  

 

Yes, it was my good friend, Deanne Ballard and she has no doubt about the 
seriousness of my dementia problem.  
 
Much more recently, I was “home alone” with our laptop computer. It was under 
attack from a virus. As quickly as I blocked this, it attacked again. And again 
…and again… again until the computer died. 100% dead. Yes, the computer was 
beyond repair. Why? Can you guess? I had been attempting to block our own  
anti virus protection! 
 
But there‟s more. So much more! 
 
There was the Bateman‟s Bay Pharmacy episode.  After getting my script filled. I 
picked it up and then walked out happily, past the payments counter. Much later 
Judy found me waiting for her at the coffee shop, very pleased with myself. “Look 
Jude! They‟ve given me a basket to carry it in. And it was all free!”  
 
But by now, you must be asking yourselves “Given his serious memory and mind 
handicap, how can he expect to connect with this very professional audience?  
And where might his highly questionable capacity, come from?    
 
My geriatrician, Dr Michael Davis, thinks it may be a natural carry-over from the 
stimulus of post-war work - at the Australian Bureau of Statistics, with 
secondments to the UN Statistical Institute for Asia and Pacific, (in Japan for 2 
years) and as PNG‟s first National Statistician, followed by some 30 or so 
conferences or consultancies in overseas countries. I think one of my assets is 
that I‟ve been a serious problem-solver all my life. 
 
So enough about my past.  I want to turn to focus on my major current personal 
challenge as a PWiD. - The deadly mix of dementia and diabetes 
 
 

The deadly mix of diabetes and dementia 
 
As you may know, dementia and diabetes are two of the biggest and most rapidly 
growing diseases of our time.  So it follows that the incidence of persons with a 
mix of the two is also rising. Luckily, for each of these conditions there is a very 
large peak body to represent and advocate on behalf of their members. As a 
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concerned member of both associations I look forward to joint action on behalf of 
people with the deadly dementia/diabetes mix. 
 
Let me illustrate the potentially deadly problem of the dementia/diabetes mix. In 
2003 a well-known company ceased production of a standard insulin injector 
which had automatically displayed the time and amount of the last insulin 
injection given.  The withdrawal of this injector from the market put forgetful 
diabetics like me at high risk of either double dosing or not injecting at all.   
 
For my part I would welcome collaborative representation from both peak bodies 
to relevant manufacturers to resolve this problem.  After all, anything that helps to 
minimize the risk of messing up the injecting process can only be a good thing! 
 
But, back to my own personal story. I‟m a type 2 insulin-dependent diabetic with 
vascular dementia and an easily diverted, ten second attention span. This means 
that I am at high risk of messing up my critical regimes of Blood Sugar Level 
(BSL) testing and insulin injecting. These regimes become even harder for me to 
manage in situations, like eating out, or when flying across time zones. As I am 
not yet ready to give up the independence of managing the injection procedure 
myself, I find it important to do this under Judy‟s supervision and with deference 
to the calories coming from her very active kitchen! 
 
A critical part of managing my blood sugar is to keep a detailed record of things 
such as blood sugar levels, insulin intake and any external factors like stress 
(which may have a bearing on these levels). This information is vital for the 
ongoing oversight of my condition by my GP.  It is also important for my self-
management.  A major problem for me was that none of the diabetic record 
booklets on the market allowed enough space to record my comments and so to 
learn from them. To solve this problem, my son Neil and I developed a „Type 2 
diabetes record worksheet‟ (see Attachment 1) with space available to record 
circumstances which may have led to abnormal readings and so learn from 
experience.  I have used it to very good effect since August 2008 (some 33 
months).  
 
Let me show you how the sheet can be used by a person with the deadly mix of 
dementia and Type 2 diabetes to address some of the challenges of each 
condition (see Figure 2, below). Example 1 entered on the work sheet is where I 
went to a birthday party and ate too much sugary cake, sending my levels sky 
high (to 19). Example 2 is where I was uncertain whether my regular big 30 ml 
pre-breakfast insulin dose had actually been injected. Even with my strategy of 
recording my intention to inject with one dot of a ditto sign and then a second dot 
after having the injection, I can still be left uncertain and at risk of double dosing. 
In this case I had my breakfast and then took another BSL reading to check that 
my levels were rising and so then could confidently take the usual 30 ml!. 
Example 3 is where I had a “death sentence” LO after flying across west to east 
time zones. Something had to be done quickly on arrival at home. Judy gave me 
a very large dose of honey and, after a while, I recovered full consciousness. 
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So much for a glimpse of what life can be like when you are an insulin dependent 
diabetic with a memory problem! Now on to my second major topic – The 
importance of continuing to have some control over one‟s own life. 
 
 

Who’s in control? 
 
Let me start with an impression of what I regard as the generally held view of the 
dementia-care responsibility before I move on to my alternative approach. I 
sense that the generally held view of dementia is that PWiDs (remember my 
acronym for Persons with Dementia?) are best served by them giving way to 
others to take charge of their lives (and often the sooner the better).  In this view 
carers need to manage them -through their growing incapacity, disorientation and 
loss of „self‟.  Involvement of PWiDs in this process is generally incidental and not 
necessarily expected, or even considered.  
 
My view of dementia care is that continued problem-solving by each person with 
dementia can be an effective, positive way for them to mitigate and manage the 
progression of their condition.  Carers need to encourage them to do this. To me, 

Figure 2 Ron & Neil Fergie‟s ‘Type 2 diabetes record worksheet’. 
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dementia is just another impediment, bringing new kinds of problems for me to 
solve – it certainly should not exclude my direct engagement in the problem-
solving process. 
 
 

Problem-solving 
 
Let me share some of my problem-solving attempts to overcome various 
obstacles I encountered as a person with fast failing memory. 
 
Early on, recall of such details as names and identities of friends and relatives, 
addresses, phone numbers, medical appointments and travel plans were far 
beyond my ready recollection   Even this morning, the day of my presentation, I 
woke up with my regular routine request “What are we doing today Jude”!!  So, I 
recorded all this information in a standard pocket diary, stored in the left hip 
trouser pocket and attached to my belt by a sprung retractable chain.  The 
reason my memory bank is chained to me is that I kept forgetting where I‟d left It 
– that problem solved!  
 
And now on to my next example. Year by year the range of household tasks I am 
capable of doing has diminished, along with my self-esteem. Each job needs a 
particular batch of tools and materials on hand – but, where the heck are they? 
This was a big problem for me. My solution to this (see Figure 3) was a series of 
20 hanging bags for small items, classified alphabetically by function (like 
measuring things, hanging paintings, and so on). The crates above are for the 

Figure 3 Ron and Judy Fergie‟s functional system of household tool storage.  
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bigger items. Unfortunately, now most of these items, whether large or small, just 
sit there, undisturbed and in silent reproach.   
 
OK, so much for my early attempts to problem-solve. I‟d like to turn now to when 
I first began engaging with my condition by recording my own personal story.  In 
the first instance, I wrote and illustrated a booklet How to Enjoy your Dementia 
(without necessarily driving your carer crazy)1 where I began recording my 
reactions to being diagnosed as a PWiD. The booklet is organized as a series of 
5 minute “daily doses” aimed at helping PWiDs to meet the challenges that come 
with their diagnosis. It discussed the subject from the point of view of one with 
dementia, diabetes and other major disabilities, who still had their mind and 
sense of humour substantially intact.  
 
I hoped to soften the public image of dementia, as being one of mental 
degeneration ahead of “one‟s time”. I also hoped to encourage other like-minded 
PWiDs (as the “primary consumers of dementia care”) to also record their 
problems and solutions, for the general community‟s education. I was very 
fortunate to have the strong support of the ACT Government which printed and 
distributed some 7,000 free copies in the region through the Alzheimer‟s 
Association and outlets such as Council of the Aging, chemists, aged care 
institutions, doctor‟s waiting rooms on so on. When this source ran out I found 
that a phone call to the National Library gave me the option to either borrow a 
copy or have one mailed the next day for just $13 (and this remarkable service is 
still available to the public). It is part now of my internet journal, Octo’s Dementia 
Story, which adds a month by month record of my coping behaviour through to 
the end of 2009 (and is then wrapped up with an epilogue). You will see that my 
opinions on things affecting me, change from time to time.   
 
For example, there was a time when I insisted that you should button up your 
shirt from the top button down.  But as this strategy began to fail me I solved the 
problem by starting at the bottom of the shirt and working up.  My anthropologist 
son-in-law demanded to know why I now think this is the best strategy?  
“Because you then employ 2 senses, the sense of touch as well as sight”, I 
replied. (full marks to me!!) 
 
So you can appreciate that because recording Octo’s Dementia Story has been 
my primary focus for 8 years now, my talk today is very much a high point for me.  
 
 

Belonging and community 
 
Let‟s move on now to what I‟ve termed, the importance of „Community‟ 
 
A sense of belonging to a mutually supporting community is important at all ages 
of one‟s life.  I believe that ending our days in an institution is no substitute for 
this and should always be a last desperate resort. My survival is due to my lovely 
wife Judy and also to daughter Gill and partner Gwen who live next door to us. It 
was Gill who estimated my dementia story as the result of some 5 million one 

                                                 
1
 How to enjoy your dementia is available for download as a PDF from 

http://octosangle.wordpress.com/ 

http://octosangle.wordpress.com/
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finger keyboard pokes! (give or take I million)2. With Gill and Gwen living next 
door for some 9 years and on hand to me as IT consultants (for a start) we have 
had a wonderful close support system. Now, they are happily overseas on a 12 
month holiday and we continue to flourish with the support of many close friends 
and other family members. Our „village or community‟ remains intact. 
 
We‟re lucky. So many others of our vintage are not.  Today air travel is cheap 
and ambitions are high.  People are on the move, whether interstate or overseas 
the younger generation seldom stays put for long. Now that the typical „old-time 
village‟ or community no longer exists, my message to people involved in the 
aged care industry is to re-assess the needs of a now wider age span of 
disconnected people in need of a sense of community.  From age 40 even?  

 
 

Counting for something: Statisticulating about dementia 
 
Now, as a statistician by profession, I would have liked to find enough time to put 
my personal slant on the available Australian dementia statistics. Confessing my 
uncertainty I head this comment “Statisticulating about dementia”.  
 
Firstly, my instincts suggest that there is very likely a hidden majority of dementia 
sufferers who would not be counted in any statistics.  Many PWiDs will avoid the 
dementia stigma and won‟t seek medical intervention. But those among us with 
the much more disabling Alzheimer‟s condition will very likely, of necessity, come 
forward. In my own case I would expect that stress in some form such as 
physical collapse will be the prime cause of death for me, not dementia. (but 
maybe diabetes?). 
 
I note that there are „cause of death‟ statistics in the capable hands of the ABS.  I 
would like to know more on how doctors report this.  Do they follow consistent 
meaningful rules on recording “cause” of death for persons like me?  It is unlikely 
to be “dementia” while I am under the care of Judy. This raises the whole issue of 
the need for a holistic approach to human life and death, extending perhaps to 
the Brain Donor work of Neuro Science Research Australia. 
 
Case studies, such as in Lisa Snyder‟s acclaimed Speaking Our Minds (1999) 
can lead the way towards development of statistical systems.  In this case Lisa 
chose to study in great depth and continuity the thoughts, feelings, concerns and 
experiences of 7 persons. 
  
In my case, How to enjoy Your Dementia was a case study written by the subject 
of the study, which carried a positive illustration of the life of a PWiD. So let‟s 
gather more of these stories.  One way of doing this is to invite other PWiDs to 
tell their stories to future Annual Conferences. Progressively, at least, we PWiDs 
will make our mark! 
 
 

                                                 
2
 Ron Fergie, „Octo‟s Dementia Story‟ at http://octosangle.wordpress.com/  On the subject of 

family support, my youngest son Clayton operated the digital projector at the presentation of 
this paper at the conference itself.  Clay turned my terrible one finger keyboarding into web 
form. A very tough spare time task in difficult circumstances!  

http://octosangle.wordpress.com/
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To Sum Up 
 

This paper presents just one person‟s illustration of problem-solving capacity that 
may well be latent among many persons with dementia. I hope I have also stirred 
the case for a holistic approach to the needs of people with a mix of disabilities 
that include dementia. You can find lots more on what I‟m on about in my 
substantive paper Octo’s Dementia Story, which can be found at 
www.octosangle.wordpress.com 
 
Please understand why I have been flagrantly flogging the term “PWiD” (rhyming 
with squid, and leaving a rather nasty taste). Yes, I am on about stirring the 
whole inappropriate demonising “dementia” terminology pot!  Let us reactivate 
the concept of “Memory and Mind Centers” for a start!   
 
And a final thank you for Judy, my amazing wife who has quietly managed me 
while building up a great community of family and friends around us. 
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APPENDIX 1  
 
 

Ron and Neil Fergie’s ‘Type 2 diabetes record worksheet’ 

 

 

 

 
 

 


