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WHAT DO PATIENTS SAY 
ABOUT EARLY DIAGNOSIS?

I was so pleased to receive my 
diagnosis in the early stages of this 
disease. It explained the problems I 
had been experiencing and it 
enabled me to take actions which I 
firmly believe are slowing the 
progression of the disease.

One of these actions was to take a 
passionate and active role in research 
projects. For me, they keep my brain 
active and I get much more 
information on my condition. I also 
see just how much work is going on 
which brings me comfort and hope. 

The researchers say they really 
appreciate the insight they get from 
me, I am not just a subject involved 
in research but they give me a 
working role in some of their 
projects. So, I see an early diagnosis 
as a win-win situation for us all.

I was afraid of knowing but I was 
tired of not knowing. The diagnosis 
has helped me put things in order 
for me and my family and be 
conscious of what we have. I am 
now participating in a clinical trial 
but it is not the only change in my 
life. The diagnosis has helped me 
improve my life, my habits : I now 
spend more time with my friends 
and family.  I have had the time to 
make decisions for when I am not 
able to do so any longer. It makes 
me feel more secure and conscious 
of my future.

HILARY DOXFORD
(ENGLAND)

JOAQUÍN LÓPEZ
(SPAIN)

Early diagnosis was important 
because it gave me time to 
understand my specific type of 
dementia, discuss it and draw 
up my own personal care plan 
with doctor and family members 
for now and in the future, get 
my finances in order, a power of 
attorney and will in place. It 
enabled me to choose how to 
live the rest of my life and 
engage in peer support.

AGNES HOUSTON 
(SCOTLAND)



MOPEAD (Models of Patient Engagement for Alzheimer’s Disease) aims to deliver a 
step-change in Alzheimer’s disease (AD) patient engagement strategies and a paradigm 
shift from late-stage diagnosis to early-stage diagnosis. It will strive to improve the 
identification of subjects with mild cognitive impairment at an early stage.

The project will assess key tools, mechanisms and processes for community engagement, 
patient identification and resource utilisation. Multiple regional project sites will be 
established to identify and test models of efficient early identification of mild cognitive 
impairment and mild AD dementia. The project will be conducted in Germany, Sweden, 
Slovenia, Spain and the Netherlands. The patient engagement models are: ‘Open 
House’ setting, on-line Citizen Science and two clinical settings (involving diabetologists 
and General Practitioners).

ABOUT MOPEAD

WHY MOPEAD?
Today, a significant proportion of people with dementia are not diagnosed and, consequently, do not have access to 
available care and treatment . This also deprives them of the opportunity to participate in clinical trials investigating 
the effect of new medications against dementia at early stages of the disease when these are available.

The aim of MOPEAD is to contribute to redress the situation: the project will assess different patient engagement 
models across Europe that will help identify subjects with mild cognitive impairment and mild AD dementia (an early 
stage of the disease in which patients experience cognitive impairment and problems but are still largely autonomous).

Dubois, B., Padovani, A., Scheltens, P., Rossi, A., Dell’Agnello, G. (2016). Timely diagnosis for Alzheimer’s disease: A literature review on benefits and challenges. Journal of Alzheimer’s Disease, 49(3): 617–631.
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AD is the most common cause of dementia and represents 60 to 80 % of dementia 
cases . Dementia is an umbrella term used to refer to the consequence of various 
diseases and conditions that damage brain cells. This damage leads to problems 
with memory and other impairments which may result in various degrees of disability. 
It is of importance to provide the necessary support to people with impairments 
as this can help to minimise possible disability. Symptoms vary between AD and 
other types of dementia (e. g. vascular dementia, Lewy body dementia and fronto-
temporal dementia) but there are similarities between them all.
 

AD is a progressive brain disorder that causes problems with memory, thinking and 
behaviour. Symptoms usually develop slowly and get worse over time. They can 
become severe enough to intervene with daily tasks and lead to loss of autonomy 
of the individual.

Having trouble with memory does not mean one has AD. Many health issues can 
cause problems with memory and thinking. Dementia-like symptoms caused by 
treatable conditions (depression, drug interactions, thyroid problems, excess use 
of alcohol or certain vitamin deficiencies…) may be reversed.

UNDERSTANDING 
ALZHEIMER’S DISEASE

10 WARNING SIGNS 
OF DEMENTIA 2
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Dementia Fact Sheet - WHO. http://www.who.int/mediacentre/factsheets/fs362/en/
Early symptoms - Alzheimer’s Disease International. https://www.alz.co.uk/info/early-symptoms
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DEMENTIAPRE DEMENTIA

Memory complaints

No apparent symptoms

Cognitive impairment

Symptoms

Cognitive, functional & behavioural deficits
Mild

Current diagnosis & treatment
Moderate Severe

Positive biomarkers for AD

Asymptomatic at risk for AD
Preclinical AD

Positive biomarkers for AD

MCI due to AD 
Prodromal AD

Positive biomarkers for AD

Alzheimer's Disease Dementia

Subjective Cognitive Decline MCI
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UNDERSTANDING COMMONLY USED TERMINOLOGY

SUBJECTIVE COGNITIVE DECLINE

Older adulthood is often associated with some decline in memory and cognitive function 
(practical abilities such as reasoning, memory, attention, language)    . Some individuals have 
the perception that they experience changes that go beyond normal ageing. In this case, we 
speak about subjective cognitive decline that needs to be confirmed by a formal examination.

MILD COGNITIVE IMPAIRMENT (MCI)

Individuals with MCI have a problem with their memory or cognitive function serious enough 
to be noticeable with neurological tests. As these problems are not severe enough to interfere 
with daily activities, the person does not meet current diagnostic criteria for AD or another 
form of dementia. Research has shown that individuals with MCI have a significantly increased 
risk of developing AD, compared to people with normal cognitive function. 

A diagnosis of MCI is made following specific medical and/or neuropsychological tests carried 
out by a professional.

DEMENTIA
It is a general term that describes a set of 
symptoms that affect brain function and 
lead to loss of autonomy. Dementia can 
be classified into different stages: mild, 
moderate and severe.

BIOMARKERS

Biomarkers are indicators that, when tested, 
allow the detection and measurement of 
the biological evolution of AD, sometimes 
before the symptoms have appeared. 
Biomarkers often tested in AD are the two 
proteins Amyloid and Tau.
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Reducing the risk of developing AD plays a critical role as there is now more 
and more evidence that addressing modifiable risk factors can reduce and delay 
cognitive decline and onset of dementia.

RISK FACTORS

UNMODIFIABLE RISK FACTORS
• Age is the strongest known risk factor for dementia. Above the age of 65, a person’s 

risk of developing AD or vascular dementia doubles roughly every 5 years.  

• Genetics : the role of genes in the development of dementia is not yet fully 
understood, but researchers have made important advances in recent years. 
The genetics of AD is the best understood of all the common dementias. Gene 
apolipoprotein E (APOE), in particular, increases a person’s risk of developing AD.

• Sex  : women are more likely  to develop AD than men.This can be attributable inter 
alia to biological differences between men and women.

• Ethnicity:  people from certain ethnic communities (South Asian, African or African-
Caribbean) are at higher risk of dementia than others. This may be due to differences 
in genes or lifestyle related factors.

MODIFIABLE RISK FACTORS

Cardiovascular risk factors: research increasingly shows that the 
management of cardiovascular risk factors (obesity, smoking, hyper-
cholesterolemia and hypertension) reduces the risk of cognitive 
decline and may reduce the risk of dementia  .

Diabetes, when uncontrolled, can damage organs, including the 
brain. Scientists are finding more and more evidence that could link 
Type 2 diabetes with AD.

PREVENTION
Latest research has shown it is possible to reduce one’s risk of developing dementia: 

Engage in regular exercise physical activity  which reduces the risk 
of developing dementia in middle-aged or older adults. 

Avoid smoking as it puts people at a greater risk of developing 
dementia and causing harm to lungs, heart and circulation. 

Eat a healthy and balanced diet to help reduce the risk of developing 
dementia and heart disease, stroke and type 2 diabetes.

Keep alcohol intake within recommended limits as regularly 
exceeding recommended limits increases the dementia risk.

Keep your brain active through cognitive stimulation (reading, social 
engagement...).
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https://www.alzheimers.org.uk/info/20010/risk_factors_and_prevention/116/risk_factors_you_can_t_change 
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& Dementia, 11(6), 718–726.

1
2
3



VALUE OF EARLY 
DIAGNOSIS
Although the onset of AD cannot be stopped or reversed, early 
diagnosis is probably the best moment to modify disease progression . 
It allows people with dementia and their families to: 

Have access to evidenced-based treatment

Benefit from access to care and support

Develop an earlier and beneficial relationship with 
doctors and care partners

Engage in society for as long as possible

Plan the future and make advanced care planning 
decisions

Improve quality of life

Increase chances of participating in clinical trials

POST-DIAGNOSTIC SUPPORT

1

World Alzheimer Report – The benefits of early diagnosis and intervention, Alzheimer’s Disease International, 2011.1

There is now evidence that high quality post-diagnostic support, provided over 
an extended period, is essential in order to equip people with dementia, their 
families and carers with the tools, connections, resources and plans they need. 
Such support shows a positive effect on people’s lives.

The value of post-diagnostic support helps patients:

• Understand the illness and manage its symptoms.
 
• Stay connected to their community.

• Benefit from peer support from other people with dementia and their 
families and carers.

• Plan future decision-making, powers of attorney, advance directives and 
other statements of their wishes whilst still able to make their own choices 
about the future.

• Be fully engaged in shaping their future care from their own perspective.



Models of Patient Engagement for Alzheimer’s 
Disease (MOPEAD)

www.mopead.eu

@mopeadEU
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