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1. Which are the most significant current developments/developments on the 

horizon in our scientific understanding of dementia? 
  

From a basic science point of view I think the most important realisation is 
that even "diseases" like Alzheimer's disease are heterogeneous and each 
individual sufferer probably has a unique constellation of multiple genetic risk 
factors and environmental triggers.  This in turn links to recognition that many 
neurodegenerative diseases previously thought to be unrelated may in fact 
share multiple common mechanisms, eg Alzheimer's disease and Parkinson's 
disease.  I think we are slowly closing in on understanding the neurobiology 
of Alzheimer's disease, eg the amyloid cascade hypothesis that has been 
prevalent for more than a decade has now focused on the neurotoxicity of 
amyloid oligomers and something similar is probably happening in relation to 
alpha synuclein in the aetiopathogenesis of Parkinson's disease.  My guess 
would be that the next generation of therapeutics will come from further 
refinements of these models rather than somebody coming in left field with 
an absolutely new disease pathogenesis model. 

  
Moving slightly away from basic science, I think there are important 
developments on the horizon with respect to long-term risk factors, eg diet, 
hypertension, lifestyle, etc.  These will emerge from some of the long-term 
cohort studies that have been reported.   

  
2. What research into dementia should be trying to achieve and how funding 

should be allocated. 
  

Understanding mechanisms with a view to generating treatment hypotheses 
(see above). 
  

Building an adequate clinical trial network within which new treatments can 
quickly be tested, both early phase and in randomised clinical trials.  The 
DeNDRoN Network provides an excellent vehicle for this and more NHS 
clinicians and patients should be engaged with it. 

  
Health Services research into the best management of patients with dementia 
is important, particularly with regard to behavioural disturbance and reducing 
carer burden.   

  
3. Views on the Mental Capacity Act 2005. 
  

My experience is that patients with dementia generally have less say about 
their participation in research than their carers - even when the person with 
dementia still has full capacity.  Patients are more likely to agree to non-
therapeutic research than their carers who I think are naturally defensive.  



Conversely, carers are more likely to be enthusiastic about intervention and 
treatment studies, whereas patients are often more reluctant because of fear 
of adverse effects, or simply "being changed" by the treatment.  For patients 
who lack capacity, I think we should have a fairly straightforward proxy 
system for consent in the absence of a specific advance directive.   

  
4. The possible benefits and risks of early diagnosis – and when the diagnosis 

should be made and communicated. 
 

I think the issue of benefits and risks of early diagnosis is particularly 
important.  In the absence of a really effective early intervention, it seems to 
me that there are few benefits of early diagnosis and great potential for harm 
if that diagnosis might be incorrect.  This is why concepts like mild cognitive 
impairment (MCI) are potentially very harmful if taken outside of very 
specialist clinics.  In primary care, MCI is an extremely unstable diagnosis 
with limited predictive power.  So although one would clearly wish to 
promote an early diagnosis of dementia, I think our methodology needs to be 
substantially improved before this can safely be achieved.  The debate around 
the paper published by Dubois et al in Lancet Neurology last year (new 
research diagnostic criteria for Alzheimer’s disease) exemplifies this.   

 
5. How a diagnosis of dementia could influence decisions about best interests 

and appropriate care in connection with life-sustaining treatment. 
 
This is not an area of practice in which I am currently involved.  A recent 
report from a Swedish group demonstrated that one in four carers of patients 
with dementia with Lewy bodies assessed the demented person’s quality of 
life as “worse than being dead” using a quantified scale.  Whether or not 
dementia is any different in this regard from other chronic degenerative or 
painful diseases, I do not know, and it is perhaps something more for public 
debate and opinion.   

 
 
 


