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Dementia Dialogue 

Inverness/Fort William  

29th/30th October 2012 
 

Introduction 
 
Scotland is one of the few countries in the world that has a Dementia 
Strategy and 
 

o When you read it, it’s very clear those at the top –  
o know exactly what we need down here at grass roots  …  
o the problem however, is that it’s not reaching us  … 
o And that’s what we have to correct 
o And why we are here today. 

 

What exactly is the dementia strategy?  To remember it, I use the 
letters F I R S T … in other words, putting people FIRST 

 

F is for Fear of dementia.    

And how this deep fear means people delay in coming forward for 
diagnosis 

An elderly man recently said to me ‘ignorance is bliss’ to which I replied 

 ‘You’re absolutely right … ignorance is bliss:  but there are two 
excellent reasons why staying in that blissful state is not such a good 
idea: 

Firstly:  You can … while you’re still able … tell your family exactly what 
your wishes are    

And secondly you can put your financial affairs in order, again while 
you’re still competent to do it.    
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Because one thing you can be quite sure of is that if you have a 
dementia diagnosis, the day will come when you can no longer do these 
things.    This got my man’s attention … 

 

I is for Information.    

Six years after my husband was diagnosed with vascular dementia, I’ve 
realised that when you have an early diagnosis … which usually means 
the person with dementia is nowhere near crisis point or ready for 
hospital or care home admission… it’s imperative the family caregiver be 
given information on how to deal with the progression of the illness e.g. 
don’t confront, don’t contradict, diffuse difficult situations but above all 
else remember to look beyond the illness and see the man … he really is 
still there.    

And GPs and CPNs and professionals really and truly need to know 
where to send those dementia families for that information … and more 
importantly tell them they will need information and that they shouldn’t 
feel guilty about asking for it.  Before the crisis that will eventually 
happen, actually happens! 

 

 

R is for Respect and dignity. 

I believe this betrayal of respect and dignity for dementia families is 
probably the single most important reason why there is fear of 
dementia, why the stigma is so profound and why denial of the illness 
on the part of patients and their families is so prevalent.    

We have to get to the root of this indignity and disrespect and rip it from 
the heart of our society.   

  

 

S stands for Support for dementia families and how the general 
healthcare services don’t always understand how to respond well to 
people with dementia and their caregivers …  
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And my question is why do professionals pussyfoot around with 
dementia?  They don’t do it with cancer or strokes or heart attack 
patients.   They tell it how it is. 

And as a caregiver I’m just as guilty … I’ve learned not to contradict … I 
don’t confront … I walk away from abusive behaviour and I try to diffuse 
difficult situations … and while this can be seen as best practice because 
it makes my husband feel good about himself … it could also be 
construed as bad practice because not only does it do awful things to 
the my stress levels, but it also reinforces his own belief that there is 
nothing wrong with him … compounding the whole denial issue which 
gets us right back to square one …    

We have to change this … We have to get to a point where the stress 
levels in families are from the pain or anguish of supporting a loved one 
with dementia, rather than from the stress of living with someone who 
has an illness that no-one wants to say is an illness.  Dementia is now 
the number one fear of adults over 55 … professionals call it as it is with 
cancer, strokes, heart attacks … … so why can’t they be as honest in 
their support for people with dementia?   

 

And finally, T is for Teaching family caregivers that they need help to 
protect their own welfare to enable them to go on caring safely and 
effectively. 

Besides the fact that caregivers feel too guilty to ask for help, right now 
the threshold for support is too high … dementia relatives generally have 
to be in crisis before support is forthcoming …  … but if we don’t 
monitor and address the stress levels in these caregivers at an early 
stage, we’ll have an unprecedented epidemic of stress related disorders 
with caregivers themselves needing medical attention … and then what 
will happen to our people with dementia?   

 

   

Solution 
 

So how exactly can we get this national dementia strategy down to the 
people who need it?  
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Five concerns that need addressing … in other words, Putting People  

F I R S T 

o Fear of dementia 
o Information  
o Respect and Dignity 
o Support 
o Teaching caregivers they need help 

 
 Five concerns that are so far reaching and that cause so much 

misery to so many …  
 Five concerns that seem to defy mending because there isn’t a 

quick fix …  
 Five concerns with the solution stuck somewhere between 

those making the Strategy and those needing it.    

I realise it takes time for these things to filter down, but we have to 
start pushing upwards in the hope of meeting that strategy on the way 
down …  

There’s been a lot of media hype about allowing people to die with 
dignity … Let us tell them today we want to live with dignity in keeping 
with that dementia strategy …  
 
Thank you… 
 


