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Introduction 

In MOPEAD (WP2), four Patient Engagement models (RUNs) will be tested and evaluated to help identify 
people who are at risk of developing Alzheimer’s disease dementia (AD) in a five-country, multi-centre setting. 
The goal is to increase the identification, engagement and awareness of subjects potentially at risk of AD and 
compare the results and costs of these four different models. 

The RUNs will take place in five countries (Germany, Sweden, Slovenia, Spain and the Netherlands) and use 
a pre-screening approach to identify these subjects. Those at less risk of AD will benefit from an increased 
awareness about cognitive well-being and be provided with information on healthy living. For those presenting 
higher risks of developing prodromal or mild AD, further tests will be recommended.   

The four Patient Engagement models are:  

 online engagement campaigns  

 open house model 

 primary care based patient engagement campaigns 

 tertiary care based patient engagement (endocrinologists).  

ASDM will produce an educational leaflet to support the WP2 partners in charge of the various RUNs. The 
leaflet is therefore directed to the people who will participate in MOPEAD. It will also serve as an informative 
tool to those not directly engaged in MOPEAD but interested in learning about MOPEAD and AD in specific 
venues and conferences. It will give basic and easy-to-understand information about the value of MOPEAD 
and other key AD-related information such as: cognitive health, the value of early diagnosis, risk 
factors/prevention, and post diagnostic actions.  

 
1. The leaflet must help the RUNs participants to:  

 Increase their knowledge about AD 

 Feel comfortable while participating in the project, 

 Manage their expectations 

 Understand the benefits of a healthy lifestyle and preventative measures to avoid or delay the onset 
of dementia. 

 

2. On a larger scale, the leaflet will be used to:  

 Educate the general public on basic AD facts 

 Facilitate the recruitment of subjects in the different RUNs 

 Inform the subjects participating in the RUNs who may be diagnosed with MCI and the general 
public on post-diagnosis support/options 

ASDM will work closely with the 4 RUN leaders to ensure the leaflet information and messages meet their 
expectations and effectively serve its purpose. The messages and wording must be harmonised with those of 
the online engagement campaign. 

The leaflet will be available on-line, in English, on the MOPEAD website and 1,000 copies have been printed 
for distribution at public meetings. 

 

 

8-page 
20 x 20 cm 
Colours (reminding the 
MOPEAD logo) 
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Each centre participating in the RUNs will be responsible for the translation of the leaflet in their own language 
as well as the printing.  

 

A picture of the leaflet has 
been produced for Twitter for 
the whole Consortium to use 
when communicating about 
MOPEAD. 

Main topics to be covered by the leaflet:  

 Definitions of commonly used terminology: what are ‘subjective cognitive decline’ (signs, symptoms, 
progression), ‘mild cognitive impairment’ and prodromal dementia. 

 Value of early diagnosis: early diagnosis (pre-clinical stage) is probably the best moment to modify 
disease progression (better understanding of the process leading to AD: natural history of AD begins 
years before the onset of clinical symptoms) 

 Risk factors / Prevention: Strong association between several modifiable risk factors (hypertension, 
diabetes, smoking, hypercholesterolemia, depression) or vascular disease with increased risk of 
future AD dementia 

 Post-diagnosis support What can be done early on if diagnosis is confirmed (memory games, 
access to support, planning  the future, healthy life-style) 

Scope 

This document outlines what each of the four strands of information mentioned above should cover.   

As the leaflet is for the general public, the wording used will be basic and educative at the same time. Its 
objective is to equip each participant with the necessary knowledge to better apprehend the project, better 
understand AD and the value of early diagnosis. It will also give information on what to do once the diagnosis 
has been made and offer tips for preventative measures to adopt.  

Educational leaflet 

The leaflet will be articulated around 6 themes  
 

 The value of MOPEAD for those involved and for the community as a whole (with 3 patient 
testimonies) 

 Understanding Alzheimer’s disease (educational and basic facts about AD) 

 Value of early diagnosis  

 Risk factors / prevention 

 Post-diagnosis actions and support 
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LEAFLET TEXT 

 
 

 
What do patients say about early diagnosis? 

 

Agnes Houston (Scotland) 
 
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. 
 
Joaquín Lopez (Spain) 
 
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) 
 
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. 

 
 

About MOPEAD 

MOPEAD (Models of Patient Engagement for Alzheimer's Disease) aims to deliver a step-change in Alzhei-

mer'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 identifica-

tion 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 con-

ducted 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). 
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Why MOPEAD? 

Today, a significant proportion of people with dementia are not diagnosed and, consequently, do not have 

access to available care and treatment1. 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 en-

gagement 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). 

Understanding Alzheimer’s disease 

AD is the most common cause of dementia and represents 60 to 80 % of dementia cases2. 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 demen-

tia, 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 interac-

tions, thyroid problems, excess use of alcohol or certain vitamin deficiencies…) may be reversed. 

1. Memory loss 2. Difficulty performing 
familiar tasks 

3. Problems with lan-
guage 

4. Disorientation to time 
and place 

10.    Withdrawal from work 
or social activities 

 
10  warning signs of dementia

3
 

 

5. Poor or decrease 
judgement 

9.     Trouble with images and 
spatial relationships 

8.   Changes in mood  or 
      behaviour 

 7. Misplacing things 6.     Problems keeping track 
of things 

 

Understanding common terminology4-5 

 Subjective cognitive decline 

                                                           
1 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. 
2 Dementia Fact Sheet - WHO. http://www.who.int/mediacentre/factsheets/fs362/en/  
3 Early symptoms - Alzheimer’s Disease International. https://www.alz.co.uk/info/early-symptoms 
4 Jack, C. R., Albert, M. S., Knopman, D. S., McKhann, G. M., Sperling, R. A., Carrillo, M. C., … Phelps, C. H. (2011). Introduction to the 
recommendations from the National Institute on Aging-Alzheimer’s Association workgroups on diagnostic guidelines for Alzheimer’s disease. 
Alzheimer’s & Dementia, 7(3), 257–262. 
5 Dubois, B., Feldman, H. H., Jacova, C., Hampel, H., Molinuevo, J. L., Blennow, K., … Cummings, J. L. (2014). Advancing research diagnostic criteria for 
Alzheimer’s disease: the IWG-2 criteria. The Lancet Neurology, 13(6), 614–629. 
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Older adulthood is often associated with some decline in memory and cognitive function (practical 

abilities such as reasoning, memory, attention, language)6-7. 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 au-

tonomy. 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. 

 

 
  PRE DEMENTIA DEMENTIA 

 
 
 

Memory complaints 
Subjective Cognitive Decline 
No apparent symptoms 
 

Cognitive impairment 
MCI 
Symptoms 

Cognitive, functional & behavioural deficits 
Mild Moderate Severe 
Current diagnosis and treatment 

↓ ↓ ↓ 
 

Positive biomarkers for AD 
 

 
Positive biomarkers for AD 

 
Positive biomarkers for AD 

↓ ↓ ↓ 
 

Asymptomatic at risk for AD 
Preclinical AD 

 
MCI due to AD 
Prodromal AD 

 
Alzheimer’s Disease Dementia 

 

 

                                                           
6 Hodges, J. R. (2006). Alzheimer’s centennial legacy: origins, landmarks and the current status of knowledge concerning cognitive aspects. Brain, 
129(11), 2811–2822. 
7 Godbolt, A. K., Cipolotti, L., Watt, H., Fox, N. C., Janssen, J. C., & Rossor, M. N. (2004). The Natural History of Alzheimer Disease: A Longitudinal 
Presymptomatic and Symptomatic Study of a Familial Cohort. Archives of Neurology, 61(11), 1743. 
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Risk factors 

 

Reducing the risk of developing AD plays a critical role as there is now more and more evidence that ad-

dressing modifiable risk factors can reduce and delay cognitive decline and onset of dementia. 

 

 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. 

 Genetics8 : 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, in-

creases a person's risk of developing AD. 

 Sex9 : 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 cardiovas-

cular risk factors (obesity, smoking, hyper-cholesterolemia and hypertension) reduces the 

risk of cognitive decline and may reduce the risk of dementia10. 

 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 mid-

dle-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 in-

creases the dementia risk. 

 Keep your brain active through cognitive stimulation (reading, social engagement...). 

 

                                                           
8 https://www.alzheimers.org.uk/info/20010/risk_factors_and_prevention/116/risk_factors_you_can_t_change 
9 Mielke, M.M., Vemuri, P., Rocca, W.A. (2014). Clinical epidemiology of Alzheimer's disease: assessing sex and gender differences. Clinical 
Epidemiology, 6:37-48. 
10 Baumgart, M., Snyder, H. M., Carrillo, M. C., Fazio, S., Kim, H., & Johns, H. (2015). Summary of the evidence on modifiable risk factors for cognitive 
decline and dementia: A population-based perspective. Alzheimer’s & Dementia, 11(6), 718–726. 
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Value of early diagnosis 

Although the onset of AD cannot be stopped or reversed, early diagnosis is probably the best moment to 

modify disease progression11. 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 

There is now evidence that high quality post-diagnostic support, provided over an extended period, is essen-

tial 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. 

Other information 

 This project has received funding from the Innovative Medicines Initiative 2 Joint Undertaking under 
grant agreement number 115985. This Joint Undertaking received support from the European Union's 
Horizon 2020 research and innovation programme and the European Federation of Pharmaceutical 
Industries and Associations. 

 IMI – EFPIA and European Commission logos 

 Website address : www.mopead.eu 

 Twitter : @MopeadEU 

 

                                                           
11 World Alzheimer Report – The benefits of early diagnosis and intervention, Alzheimer’s Disease International, 2011. 


