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2012 was a busy year for the Danish Dementia Research Centre 

(DDRC), with a wide range of activities in all fields of operation. 

Never before has the DDRC been in contact with so many stake-

holders in the field of dementia.

In May 2012 DDRC released its first app for mobile devices, “About 

Dementia” (Viden om demens). Available free of charge, the app 

was created in collaboration with the Capital Region of Denmark 

and is targeted professional caregivers. Reception of the app has 

been very positive with more than 8000 downloads to date.

In 2012 a new international PhD course in Alzheimer’s disease (AD) was launched and due to the 

programme’s success DDRC will offer a similar course in 2013 as well. Dementia Days (Demens-Da-

gene), the DDRC’s annual national conference for dementia specialists, was held at the Tivoli Hotel & 

Congress Center and had a record-breaking 1,000 attendees. The DDRC’s National Info & Education 

Centre has also experienced a growing number of attendees on courses offered in 2012. 

A new educational project was launched in 2012 involving the development of the first Danish e-

learning course about dementia care. Targeting professional caregivers around the country, “ABC De-

mentia” (ABC Demens) is scheduled for completion by the end of 2013 and will consist of 10 modules 

and the option of taking a final test online. Users will receive a diploma upon successful completion 

of this basic dementia course. With an increasingly growing number of visitors, videnscenterforde-

mens.dk has grown to more than 800 pages containing a variety of knowledge, news and tools. 

A nationwide multi-centre randomised clinical trial on physical exercise in AD (ADEX) began 

recruiting and training patients in 2012. Aimed at launching a new agenda for a healthy life style 

for patients with AD, ADEX has attracted international attention from health care professionals, 

patients and caregivers as well as from the media. DDRC took part in the launch of a novel techno-

logical research program on the development of disease-specific pluri-potent stem cells in AD. New 

international studies on dementia epidemiology in the Middle East and on cross-cultural aspects of 

dementia assessments were also initiated in 2012.

The Copenhagen Memory Clinic has managed more patient visits than ever before in 2012 and 

extended its local collaborative programme on patient pathways. The DDRC research publication 

rate also increased, and to further support our research in the field of early diagnosis and highly 

specialised clinical services, a new vacancy for a professorship with focus on dementia research 

was established together with two new senior consultant neurologists. On the following pages our 

research and the diversity of our educational activities will be described in more detail. 

We look forward to continuing to collaborate on patient care, clinical research and national edu-

cational services. We would like to thank our national and international collaborators, the Danish 

Ministry of Health, the Danish Health Foundation and all other foundations and institutions who 

financially support the DDRC.  
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VISION
Our vision is to create a national centre with high international 

standards for patient services, research and education – a centre 

which will strive towards prevention of dementia while creating 

better quality of life for patients with dementia, as well as for 

their relatives and caregivers.

MISSION
The three main DDRC units each have a specific mission.

1) Patient care:

To offer general and specialised diagnostic evaluation, treatment •	

and counselling in accordance with best international standards; 

To take a leading position in specialised areas such as famil-•	

ial, rare and complex neurodegenerative disorders;

To train health care professionals in clinical dementia care •	

and in highly specialised services.

2) Research:

To carry out research in the field of dementia and genetic •	

neurodegenerative diseases via national and international 

cooperation with a special focus on:

-	 Research leading to a better understanding of risk fac-

tors and disease mechanisms and thus new options for 

prevention and treatment;

-	 Research contributing to the development of new pro-

fessional health care methods within diagnostics, treat-

ment and care in dementia providing new evidence for 

clinical practice. 

3) Education, training and information:

To collect, exchange and disseminate health care knowledge •	

about dementia through national and international cooperation;

To serve as a nationwide up-to-date, comprehensive, un-•	

biased source of information about dementia and associated 

disorders.

Knowledge is defined here not only as research-based knowledge 

and evidence but also as practice-based knowledge and knowledge 

gathered from national and/or international quality development 

programmes. 

VALUES
Our six key values serve to guide our priorities as well as our 

organisational decisions:

Professionalism

Highly ambitious, we constantly strive to reach the highest 

professional standards, professionalism and innovation with 

regard to the development of our services.

About the Danish Dementia 
Research Centre (DDRC)
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Commitment

Our commitment is reflected in our work and our dedication to 

the vision of preventing dementia and improving the quality of 

life for patients with dementia, and their caregivers. 

Collaboration 

We wish to take advantage of the experience gained from a wide 

range of activities in dementia care and research by involving our 

stakeholders and interested parties from all over the country to 

jointly identify ways to contribute and be involved in the DDRC’s 

activities.    

Respect

We show respect for patients, caregivers and professionals and 

strive to understand, involve and fulfil the needs of our target 

groups. We show respect for the ethical challenges related to caring 

for people with dementia, whose autonomy and functional ability 

are compromised, and for families with hereditary brain disorders.  

Transparency

We assure transparency with regard to our activities and in our 

professional relationships. 

Credibility

We keep our promises and make progress in accordance with our 

mission and strategic goals. 

Organisation and Staff 
Project organisation

The DDRC, located at Rigshospitalet, Copenhagen University 

Hospital, and based in the Department of Neurology, is operated 

as a nationwide service of the Capital Region of Denmark. Initiated 

and funded by the Danish Ministry of Health and the Danish Health 

Foundation, the National Info & Education Centre has a project or-

ganization with a steering committee and a scientific advisory board.

The steering committee with representatives from the Ministry of 

Health, the Ministry of Social Affairs and Integration, the Danish Re-

gions, Local Government Denmark, the Capital Region of Denmark 

and Rigshospitalet monitors the progress of the strategic develop-

ment and performance of the National Info & Education centre in 

relation to predefined objectives and milestones.

The scientific advisory board reviews and contributes with advice 

on major educational and scientific activities. The members of 

the advisory board represent the Danish Health and Medicines 

Authority, the National Board of Social Services, municipalities 

in Local Government Denmark, Danish Regions, the Organisation 

of General Practitioners in Denmark, patient organisations (the 

Danish Alzheimer Association and the Danish Huntington’s Chorea 

Association), and the DaneAge Association. 

In addition, the DDRC uses networks and partnerships, works with 

local external professional consultants, advisors and teachers and 

organises local as well as national events and activities in order to 

involve interested parties throughout the country.  
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Management and administration

Director
  1 Gunhild Waldemar, professor, MD, DMSc, senior neurologist

Clinical director, the Copenhagen Memory Clinic
  2 Birgitte Bo Andersen, MD, DMSc, senior neurologist 

Head nurse, the Copenhagen Memory Clinic
  3 Hanne Sørensen, nurse

Administration
  4 Olga Nikroozi, administrative assistant
  5 Eva Salomonsen, administrative assistant
  6  ette Rasmussen, research administrator

National Info & Education Centre

  7 Benedikte Andersen, MSc, assistant information officer
  8 Dorthe V. Buss, LLM, PhD, legal advisor
  9 Christa Vivi Dahl, administrative assistant
10 Ane Eckermann, assistant nurse, master in health education,   	

educational director
11  Sarah Elizabeth Hvidberg, MA, MLIS, information officer
12  Jesper Bøgel Jensen, MA, communication officer
13  Ditte Majgaard Jensen, course administrator
14  Kasper Jørgensen, MSc, neuropsychologist
15  Anja Magnussen, course secretary
16  Elsebeth Refsgaard, nurse, educational advisor, project assistant
17  Karen Tannebæk, occupational therapist (gerontology), 	   	

 educational advisor

Research

54  Kathrine Bjarnø, medical laboratory technician
18  Kristian Steen Frederiksen, MD, PhD student
37  Christina Vangsted Hansen, reseach nurse
28  Steen G. Hasselbalch, MD, DMSc, assoc. professor, senior neurologist
29  Anne-Mette Hejl, MD, PhD, staff neurologist 

30  Lena Hjermind, MD, PhD, staff neurologist
19  Kristine Hoffmann, MD, PhD student
38  Oda Jakobsen, research nurse
20 Christina Jensen-Dahm, MD, PhD student
32  Peter Johannsen, MD, PhD, senior neurologist
43  Ida Unmack Larsen, MSc, PhD student, neuropsychologist 
33  Jørgen E. Nielsen, MD, PhD, senior neurologist
21  Troels Tolstrup Nielsen, MSc, PhD, research assistant (post.doc.)
22  T. Rune Nielsen, MSc, PhD, neuropsychologist, research assistant 	

 (post.doc.), project director
23  Tien Kieu Phung, MD, PhD, associated research assistant (post.	

 doc.), project director
24  Lise Cronberg Salem, MD, PhD student
25  Anja H. Simonsen, MSc, PhD, research assistant (post.doc), project 	

 director
44  Jette Stokholm, MSc, neuropsychologist
26  Tua Vinther-Jensen, MD, PhD student
45  Asmus Vogel, MSc, PhD, neuropsychologist, research assistant 	

 (post. doc.)
46  Laila Øksnebjerg, MSc, neuropsychologist

Master Student
Pia Brandt Damborg, Msc

The Copenhagen Memory Clinic 

Medical Doctors
27  Karima Egelund Bohr, MD, staff physician
28  Steen G. Hasselbalch, MD, DMSc, assoc. professor, senior neurologist
29  Anne-Mette Hejl, MD, PhD, staff neurologist
30  Lena Hjermind, MD, PhD, staff neurologist
31  Merete Hørding, MD, senior psychiatrist
32  Peter Johannsen, MD, PhD, senior neurologist
33  Jørgen E. Nielsen, MD, PhD, senior neurologist
34  Erik Søndergaard Poulsen, MD, staff physician 
35	 Lisbeth Regeur, MD, DMSc, senior neurologist
  
Nurses
36  Lis Christoffersen
37  Christina Vangsted Hansen
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38  Oda Jakobsen
39  Annette Lauridsen
40  Naomi Wakabayashi
41  Anne Willer

Neuropsychologists
42  Christian Buhl, MSc
43  Ida Unmack Larsen, MSc
44  Jette Stokholm, MSc
45  Asmus Vogel, MSc, PhD
46  Laila Øksnebjerg, MSc

Medical secretaries
47  Bente Friedman
48  Dorte Hansen 
49  Susanne Lindstrøm 
50  Pernille Munch-Christensen

51  Jena Taylor
52  Ulla Thranow

Social Counsellor
53  Pernille Starnø

Medical Laboratory Technician
54 Kathrine Bjarnø

Students
 Thea Brandt Poulsen, Mary Ngo, Line Eckermann, Elsebeth Petersen, 
Line Lauridsen Vold, Louise Victoria Allivert Holde, Astrid Stokholm 
Sørensen, Maja Nystrøm-Hansen, Peter Leslie Williams, Casper Hald, He-
lene Vasegaard Nielsen, Mette Nørgaard Nielsen, Camilla Inge Sørensen, 
Ida Chenoufi Hasselbalch, Signe Pertou Ringkøbing og Katrine Isabella 
Wendelboe.

The DDRC Steering Committee. 
photo from Dementia Days 2012.

From left: Marianne Skov Iversen, 
repr. for The National Board of Social 
Services.. Camilla Lund-Cramer, Mini-
stry of Health. Tina Jørgensen,  Local 
Government Denmark. Hanne Jervild, 
The Health Foundation. Svend Hartling, 
the Capital Region of Denmark. Nikolaj 
Mors, the Capital Region of Denmark. 
Jannik Hilsted, Rigshospitalet, Copenha-
gen University Hospital. Gunhild Walde-
mar, professor, director of DDRC.
Søren Bredkjær, repr. for Danish Regions.
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Copenhagen Memory Clinic

The Copenhagen Memory Clinic at Rigshospitalet is a com-

bined secondary and tertiary referral-based multidisciplinary 

out-patient clinic. Offering diagnostic evaluation and treatment 

of patients with cognitive disorders and dementia, the clinic re-

ceives referrals from general practitioners, private practice neu-

rologists, psychiatrists and other hospitals. Patients may also be 

referred from other memory clinics for second opinion evalu-

ations. Patients with rare (e.g. genetic disorders) or uncertain 

aetiology may be referred from all Danish regions. Diagnostic 

evaluation and treatment are managed by a multi-disciplinary 

team of consultant neurologists, psychiatrists, neuropsycholo-

gists, specialist nurses, a social counsellor, medical secretaries 

and a laboratory technician.

Highly specialised services
In accordance with guidelines for local, regional, and highly 

specialised medical specialty services from the Danish 

Health and Medicines Authority, the Copenhagen Memory 

Clinic has been approved as a highly specialised centre in 

the fields of dementia and neurogenetics, with services 

including:

Second opinion evaluation of patients with possible de-•	

mentia/dementia with uncertain aetiology

Rare dementia diseases•	

Hereditary neurodegenerative diseases (AD, frontotempo-•	

ral dementia, spinocerebellar ataxia, Huntington’s disease)

Diagnostic evaluation of patients where brain biopsy may •	

be relevant 

Lumbar perfusion tests and clinical evaluation of patients •	

with Normal Pressure Hydrocephalus (NPH).

In 2012 we established two new leading positions as senior 

consultant neurologists taking responsibility for the manage-

ment of the Huntington’s disease and the Normal Pressure 

Hydrocephalus programmes.

The highly specialised services are performed in collabora-

tion with several other specialist departments at Rigshospi-

talet, for example the Department of Clinical Genetics; the 

Department of Neurosurgery; the Department of Neuropa-

thology; The Department of Clinical Neurophysiology, and 

the Department of Clinical Physiology and Nuclear Medicine. 

Our centre also collaborates with the Movement Disorders 

Clinic at Bispebjerg Hospital. 

Patients and families
The Copenhagen Memory Clinic has managed more patient 

visits than ever before in 2012. New patients are referred 

for diagnostic evaluation of cognitive, behavioural or other 

symptoms suggestive for a neurodegenerative condition. 

Patients with rare, complex or familial disorders may be 

referred for treatment and follow-up, and genetic counselling 

is also offered for healthy at-risk family members.

The classification of the 2,000 patients in our follow-up 

programme differs significantly from that of new patients 

referred. All patients with MCI, dementia or specific neuro-

Head nurse Hanne Sørensen (left) and clinical director, 
Birgitte Bo Andersen (right)
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Key figures from the 
Copenhagen Memory Clinic 2006-2012

						      2006	 2007	 2008	 2009	 2010	 2011	 2012

New patient referrals				       642	    737	    709	    726	    842	    778	    920

Total number of visits				    4,015	 4,638	 4,192	 4,811	 5,807	 5,700	 6,770

Patients in follow-up programme		  1,153	 1,516	 1,487	 1,648	 1,766 	 1,892	 2,038

In 2012 a total of 877 new patients completed a diagnostic evaluation programme and were classified as follows:

Syndrome Diagnosis Number (%)

Dementia Total

Alzheimer’s disease (AD)•	
Vascular or mixed dementia (VaD)•	
Dementia with Lewy Bodies (DLB), Parkinson’s Disease with •	
Dementia, Parkinson Plus Syndromes

Fronto-temporal Dementia (FTD)•	
Other specific conditions•	
Dementia of uncertain etiology•	

424  (48%)

181

67

33

21

84

58

Mild Cognitive Impairment (MCI) Amnestic MCI 31  (4%)

Other cognitive profiles or no 

cognitive impairment

This group includes patients with other specific neurodegenerative 

disorders without significant memory impairment or dementia, 

patients with NPH, patients with  depression and other psychiatric 

conditions, patients with sequelae after traumatic brain injury or 

stroke,  and patients with subjective symptoms and no significant 

pathology.

312 (36%)

Healthy persons Family members to patients with  familial neurodegenerative 

conditions, referred for genetic counselling

110 (12%)

degenerative disorder are offered counselling and follow-up in 

collaboration with primary health care. Patients with condi-

tions of uncertain aetiology and healthy mutation carriers 

may also be offered follow-up in the memory clinic. The 

majority of patients in the follow-up programme have MCI, 

AD, DLB, FTD, Huntington’s disease, spino-cerebellar ataxias, 

Down’s syndrome with dementia, NPH, and other neurode-

generative /neurogenetic conditions.  Most patients are ac-

companied by their family caregivers, when visiting the clinic, 

and the social counsellor, specialist nurses, psychologists, and 

medical doctors also offer counselling for the caregivers as an 

integral part of the follow-up programme.
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Courses for patients and 
caregivers
As part of its services, the clinic offers courses for patients and 

caregivers.

The Copenhagen Memory Clinic offers its early-phase AD •	

patients a course run by a neuropsychologist focusing on the 

maintenance of cognitive functions as well as an introduction 

to compensatory techniques related to cognitive deficits.

A three-session course run by multi-disciplinary staff with •	

weekly meetings is offered four times a year for family 

caregivers and includes information on symptoms and treat-

ment; legal issues and social services; and treatment, care and 

practical daily-life issues. 

Specialist service on the 
island of Bornholm 
Since 2011 consultant neurologists and neuropsy-

chologists have worked with the Mental Health 

Centre Bornholm. Every other week, for one day, 

a team from the Copenhagen Memory Clinic will 

see patients on Bornholm. Patients with possible 

dementia and other cognitive disorders are evalu-

ated and treated in close collaboration with the 

staff at the psychiatric department. In addition, the 

consultants from the Copenhagen Memory Clinic 

have participated in education services for health 

care professionals on Bornholm.

Regional  collaboration  
In 2006, the Capital Region of Denmark established a quality regis-

try for the diagnostic evaluation of dementia. Including data from 

all 5 memory clinics (and the specialist service on Bornholm), the 

registry is overlooked by the Scientific Dementia Council in the 

region and coordinated by the Copenhagen Memory Clinic.

The Capital Region of Denmark also established a guideline 

(“forløbsprogram”) for coordination of patient care pathways 

between the hospital based memory clinics, mental health centres, 

other hospital departments, general practitioners, and primary 

health care in the 29 municipalities. The implementation of the 

programme started in 2012.

For patients from the city district of Copenhagen (“planområde 

BYEN”), the Copenhagen memory clinic at Rigshospitalet has 

specific collaboration programmes with the departments of geri-

atrics and neurology at Bispebjerg Hospital, Mental Health Centre 

Copenhagen and Mental Health Centre Frederiksberg, the general 

practitioners, and the care insti-

tutions and home care in the two 

city municipalities Copenhagen 

and Frederiksberg.
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Our clinical and translational research programmes in the fields of 

dementia and neurodegenerative disorders, include studies on epidemiol-

ogy, biofluid markers, brain imaging, neurogenetics, genotype-phenotype 

correlations, patient-specific stem cells, disease course, early diagnosis, 

neuropsychology, cross-cultural aspects of diagnosis and treatment, non-

pharmacological interventions and health service research. 

The patient cohorts representing a wide range of diagnostic entities, the 

clinical quality registry, data from healthy controls and mutation carriers, 

and the biobank form an important resource for our clinical research. Ac-

cess to nationwide health care registries allows for very large population-

based studies on health service, risk factors and outcome in neurodegen-

erative disorders. The biobank (The Danish Dementia Biobank) collecting 

blood and CSF samples from memory clinic patients at Rigshospitalet 

and Roskilde hospital also serves as the research biobank for the eight 

memory clinics involved in the ADEX programme  (for further details, 

see below). At the end of 2012 the biobank contained samples from 2225 

patients, including CSF from 648. The biobank samples are available for 

collaborative research studies, some of which were initiated in collabora-

tion with Statens Serum Institut. 

In 2012 the research group had 6 PhD students and 4 post.docs. and 

published 41 papers (see publication list). All our research is funded by 

external grants and donations from public or private foundations (see 

acknowledgment section). The health service and intervention research 

programmes with direct relevance to improving the quality of dementia 

care in Denmark are funded in part by the Danish Ministry of Health 

and the Danish Health Foundation as an integral part of the National 

Info & Education Centre. Our research is conducted in collaboration 

with a wide range of Danish and international research groups. In this 

section some of DDRC’s research projects in 2012 are described. Re-

search collaborators are listed with each project. For more information 

see our website and publication lists.

Biofluid markers, brain imaging 
and early diagnosis 
Biofluid markers  

The aim of our biomarker research is to discover and validate new 

biofluid markers for the early diagnosis of AD and other neurodegen-

erative disorders as well as for the prediction of disease progression 

using proteomics and genomics technologies. Furthermore, we aim to 

correlate the markers with clinical and imaging markers of disease. In 

2012 recommendations for CSF biobanking as well as a panel of protein 

markers for the differentiation between AD and vascular dementia were 

published. 

In a study conducted by Department of Cellular and Molecular Medi-

cine at University of  Copenhagen om Molecular on Molecular Markers 

in AD, the major aim is to investigate the potential correlation between 

AD and molecular biomarkers: mitochondrial oxygen consumption, 

reactive oxygen species, nucleotide pool maintenance, induction and 

repair of DNA strand breaks. DDRC collaborates and contributes with 

patients (fresh blood samples for analysis of peripheral blood mononu-

clear cells of AD patients, clinical data, correlative analysis). 

research
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Collaborators in biomarker studies are Statens Serum Institut; the De-

partment of Cellular and Molecular Medicine, University of Copenha-

gen; the Department of Medicine, Aarhus University; the Department 

of Neurology, the National and Kapodistrian University of Athens; and 

a wide range of European centres in the Joint Programme on Neuro-

degenerative Diseases (JPND) research programme BIOMARKAPD (see 

below).

Leukoaraiosis and Disability in the Elderly (LADIS)

A large part of our brain imaging research is integrated in interna-

tional multicentre studies. Funded by EU and coordinated by the 

University of Florence, Italy, the Leukoaraiosis and Disability in the 

Elderly (LADIS) study was initiated in 2003, with the aim to study the 

clinical and prognostic significance of unspecific age-related white 

matter changes (as identified on MRI) in elderly patients with no or 

minor functional disability. Almost 700 patients from 11 European 

centres participated in the 4-year longitudinal study. DDRC partici-

pated in collaboration with the Danish Research Centre for Magnetic 

Resonance. The large clinical and imaging data set from the LADIS 

cohort continues to serve as a resource for investigations in clini-

cal and imaging correlates to vascular brain changes in the elderly. 

DDRC has studied clinical and imaging correlates to corpus callosum 

atrophy, and several imaging publications from the LADIS study were 

published in 2012. For more information on collaborators and results, 

see: unifi.it/LADIS.

BIOMARKAPD

Further, a new international JPND funded study, BIOMARKAPD, 

was initiated in 2012 with the aim to validate and harmonize pre-

analytical and laboratory procedures for CSF analysis and to clarify 

the clinical application of current and new CSF biomarkers in the 

diagnosis of AD and Parkinson’s disease (PD). DDRC takes part in the 

study by validating CSF biomarkers for amyloid using amyloid PET 

and by coordinating new guideline papers on the clinical application 

of CSF biomarkers for AD and PD. The BIOMARKAPD study and its 

more than 20 partners are coordinated by the Karolinska Institute in 

Stockholm, Sweden, and the Danish partners of the programme, the 

DDRC and the Statens Serum Institute, are supported financially by 

the Danish Strategic Research Council. For more information on col-

laborators and results, see: neurodegenerationresearch.eu/initiatives/

biomarker-transnational-call/results-of-funding-call/biomarkapd/.

Amyloid PET

Since 2008, the centre has collaborated with the PET and Cyclotrone 

Unit at Rigshospitalet on the clinical application of amyloid brain im-

aging, and in 2012 research into the added diagnostic value of amyloid 

imaging was initiated. In collaboration with the Mental Health Centre 

Copenhagen and the Neurobiology Research Unit at Rigshospitalet, 

amyloid imaging in depression has been investigated. Further, in col-

laboration with the Danish Research Centre for Magnetic Resonance 

at Hvidovre Hospital, studies have been initiated investigating the 

association between amyloid accumulation and white matter changes.

Quantitative EEG in early diagnosis of AD

In the recently formed Nordic network in dementia diagnostics 

(NIDD), the role of quantitative EEG in the early diagnosis of AD is 

studied. The program is funded in part by the Nordic Council (Nord 

Forsk) and the Kavli Foundation and involves eight academic memory 
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clinics in Reykjavik, Oslo, Bergen, Stockholm, Kuopio, Tartu, Roskilde 

and Copenhagen. DDRC participates in collaboration with the Dept. of 

Clinical Neurophysiology at Rigshospitalet and with Roskilde hospital. 

The study also forms a platform for a joint PhD study between the 

memory clinics in Roskilde and Copenhagen. For more information, see 

nidd-dementia.org.

Quantitative EEG as a diagnostic tool for AD in persons 

with Down’s syndrome

The aim of this project is to investigate the use of quantitative EEG as 

a diagnostic marker for AD in patients with Down’s syndrome. This 

study will include two groups of participants with Down’s syndrome: 25 

individuals without dementia and 25 with dementia due to probable 

AD, recruited from the Copenhagen Memory Clinic. 

PredictAD

PredictAD is an EU funded research project which will study imag-

ing biomarkers (MRI, PET FDG and amyloid PET), EEG measurement 

and blood based markers (proteomics and metabolomics) and develop 

methods for combining data from different biomarkers. Combining this 

multisource information may enable earlier diagnosis of Alzheimer’s 

disease, but may also provide crucial information used for differentiat-

ing between various forms of dementia and for assessing disease sever-

ity. Further, it may allow for improved detection of disease progression 

and treatment efficacy monitoring. PredictAD consortium members 

are VTT Technical Research Centre of Finland, GE Healthcare (UK), 

Nexstim Ltd. (Finland), University of Eastern Finland, Kuopio (Finland), 

Imperial College of London (UK), Karolinska Institutet (Sweden), Univer-

sity of Milan (Italy) and Copenhagen University Hospital, Rigshospitalet 

(Denmark). This project is partially funded under the 7th Framework 

Programme by the European Commission. A software prototype has 

been developed and validated. The programme will be completed in 

2013, but will be further developed, pending new funding. For more 

information, see predictad.eu.

Neurogenetics
Neurogenetic research focuses on clinical characteristics, paraclinical 

findings, treatment and basic research into gene function and therapy. 

The DDRC is part of the European Huntington’s Disease Network, 

EHDN, which provides a platform for professionals and people af-

fected by Huntington’s disease and their relatives to facilitate working 

together throughout Europe. The EHDN study called REGISTRY is a 

multi-centre, multinational observational study and the DDRC is one of 

the largest players in this collaboration contributing with data on  more 

than 300 patients.

Through the SPATAX network, combining the experience of European 

clinicians and scientists working on hereditary ataxias and paraplegias, 

we work together to initiate a new clinical and genetic database, to 

distribute DNA to participating laboratories, to map new loci and to 

identify new genes (spatax.wordpress.com/).

The international, multidisciplinary Frontotemporal Dementia Research 

in Jutland Association (FReJA Consortium) was established over a decade 

ago to investigate frontotemporal dementia linked to chromosome 3 

(FTD3), which occurs in a large western Jutland FTD family. The consor-

tium has made major progress in understanding the disease and its wider 

relevance for neurodegeneration, including defining the clinical charac-
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teristics, brain imaging findings, neuropathology and genetic studies 

culminating in identifying the disease gene, CHMP2B.

In 2012 we provided proof of principle for the knockdown approach 

for gene therapy and were the first to describe preclinical cognitive dys-

function in a controlled analysis in preclinical carriers of the CHMP2B 

mutation that determines future development of FTD3.

Patient-specific stem cells derived 
models for Alzheimer’s disease 
In 2011 DDRC received a grant from the Danish Advanced Technol-

ogy Foundation for a three-year consortium project, “Patient-specific 

stem cell-derived models for Alzheimer’s disease”. The consortium 

includes researchers from the Department of Veterinary Clinical and 

Animal Sciences at University of Copenhagen, Aarhus University, 

Lundbeck, Bioneer, Pixiegene and DDRC. The overall vision is to 

establish human neuronal cell lines as models for neurodegenerative 

disorders, which can be used for drug screening and prediction of the 

patient subtypes, where a drug or target exerts the best effect. The 

objectives are to generate induced pluripotent stem cell (iPSC) lines 

from well-characterised patients suffering from inherited AD and 

FTD and to differentiate them into relevant neuronal subtypes that 

can be used as in vitro cell models to identify drugs and targets for 

personalised medicine.

Neuropsychology
The DDRC’s neuropsychological research mainly focuses on charac-

terisation of cognitive deficits in the early phase of dementia diseases. 

In 2012 three papers describing reference data for healthy elderly 

Danes on different neuropsychological measures were published. In 

cooperation with the FReJA Consortium a paper describing cognitive 

profiles in FTD3 (a familial type of Frontotemporal dementia) was 

published. 

As part of the DDRC’s large new project on the clinical and molecular 

aspects of Huntington’s disease, a PhD project investigating cognitive 

deficits and personality traits in this patient group (both patients in 

the pre-manifest and manifest phase of the disease) was initiated. This 

project includes standard neuropsychological assessment of a large 

patient group and the patients are also tested with a range of more 

experimental executive tests and tests for social cognition. In addition, 

comprehensive questionnaires for neuropsychiatric symptoms and 

personality traits are applied. 

Epidemiology, clinical course, cross-
cultural aspects of dementia care, 
and health service in dementia
Diagnostic evaluation of dementia in ethnic minorities

In 2012 a PhD thesis on dementia in ethnic minorities in Europe was 

completed, focusing on cognitive testing of Turkish immigrants in 

Denmark. For further information see the section on the “Migrations-

skolen” educational programme below.

The North European Cross-Cultural Neuropsychological 

Test Battery (CNTB)

The CNTB study investigates the validity of a cross-cultural neuropsy-

chological test battery in immigrants with Turkish, Pakistani, formerly 

Yugoslavian and Polish backgrounds. The project, an international 

multi-centre study including four centres in Berlin, Oslo, Malmo and 
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Copenhagen, was initiated to improve the clinical evaluation of cognitive dys-

function in patients with diverse cultural and linguistic backgrounds. 

Dementia in Lebanon 

This study is part of 10/66 Dementia Research Group (DRG), an international 

network of researchers who carry out population-based studies onto dementia 

in developing countries. The specific aims of the study are: 1) To validate the 

10/66 DRG one-stage dementia diagnostic instrument  in Arabic in order to 

use it for case ascertainment in a subsequent population-based study 2) To 

carry out a pilot study in the Beirut and Shouf areas of Lebanon, using the 

validated 10/66 DRG instrument to diagnose dementia, generating prelimi-

nary data about dementia prevalence, and assessing the feasibility of a longi-

tudinal community-based cohort study comprising of 2,500 people older than 

65 years randomly selected from all regions of Lebanon to provide knowledge 

about the incidence, prevalence, risk and protective factors specific to the 

Lebanese population, and the barriers to treatment and care for people with 

dementia in Lebanon. The study was conducted by the Department of Epide-

miology and Population Health, Faculty of Health Sciences, American Univer-

sity of Beirut (AUB), Lebanon, in collaboration with the Division of Neurology, 

AUB Medical Center; the Danish Dementia Research Center (DDRC), Depart-

ment of Neurology, Copenhagen University Hospital, Copenhagen, Denmark; 

and the Institute of Psychiatry, King’s College London, London, UK. The study 

was funded by the Fogarty International Center, and the American National 

Institute of Health (NIH) and National Institute of Aging (NIA), with the grant 

number 1R21AG039333-01 under the program “Brain Disorders in the Devel-

oping World: Research Across Lifespan (BRAIN)”. 

Pharmaco-epidemiology: prescriptions in patients with dementia

The aim of this project is to investigate the use of medication in patients with 

dementia as compared to the Danish population in general. The research is 

based on nationwide registry data. Projects investigating patterns of analgesic 

use and use of anti-dementia medication are currently being conducted. The 

research is being carried out in cooperation with the Centre for Integrated 

Register-Based Research at Aarhus University.

Assessment and management of pain in dementia

In 2010 a PhD project on pain in dementia was initiated using different neu-

rophysiological methods to investigate if the perception of pain in patients 

with AD differs from that of cognitively intact healthy elderly. In 2012 a 

project validating three pain sensitivity tests and a project using pain-evoked 

potentials in patients with AD were conducted. This research was carried out 

in cooperation with the Danish Pain Research Center at Aarhus University, 

the Department of Clinical Neurophysiology at Rigshospitalet and the Multi-

disciplinary Pain Centre at Rigshospitalet. 

Diagnostic evaluation of dementia in young patients

This on-going PhD research programme involves the investigation of 

several aspects of diagnosing dementia in young patients in Denmark.

-  Validity and quality of dementia diagnoses in young patients 

The aim of this study is to investigate the validity of a diagnosis of 

dementia and the quality of dementia diagnoses registered in the Danish 

nationwide hospital registers in patients below 65 years of age. From this 

study one paper focusing on the validity of dementia diagnoses regis-

tered in Danish national registers was published in 2012.

-  Prospective study on subjective cognitive complaints 

in young patients

The aim of this study is to investigate the profile of subjective cognitive 



18      The Danish Dementia Research Centre (DDRC)       Annual report 2012

complaints in patients referred to the Copenhagen Memory Clinic 

in order to identify characteristic profiles of cognitive complaints 

in young patients diagnosed with neurodegenerative diseases, 

affective disorders or other diseases as compared to healthy elderly 

participants.

Intervention studies
ADEX

ADEX is an acronym for “Preserving quality of life, physical health and 

functional ability in Alzheimer’s disease: The effect of physical exer-

cise”. ADEX is a Danish multi-centre study with eight Danish dementia 

clinics, the Institute of Sports Medicine Bispebjerg Hospital and other 

Danish and international partners (DRCMR at Hvidovre Hospital, the 

PET and Cyclotron Unit at Rigshospitalet, the University of South-

ern Denmark, The Vrije University Alzheimer Centre, Amsterdam, 

Swedish Brain Power, Karolinska Institute, Stockholm), supported by 

the Danish Strategic Research Council. The project was initiated to 

establish a platform for future cooperation on dementia research in 

Danish memory clinics. The first project is to investigate the effect of 

physical training in patients with AD. The goal is that 192 patients will 

be recruited for a randomised controlled trial and allocated to regular 

exercise supervised by physiotherapists three times a week for four 

months or to a control intervention. The outcomes include cognitive 

and physical tests, assessment of quality of life, and in a sub-sample 

brain imaging (MRI and amyloid PET) and biofluid (plasma and CSF) 

markers are also investigated. The first patients were included in 2012. 

For more information about partners and current status see: videns-

centerfordemens.dk/adex.

Danish Alzheimer Intervention Study (DAISY)

The DAISY study investigated the effect of psychosocial intervention 

for patients in the earliest phases of dementia and their caregivers. It 

was a randomised trial including 330 persons with dementia and their 

caregivers. The effect of the intervention was measured on different 

parameters in patients and caregivers, including health, cognition, 

quality of life, depression and activities of daily living. Outcomes were 

measured after 6, 12 and 36 months. Many papers have been pub-

lished from this study, e.g. on health, quality of life and psychological 

symptoms (for publication lists, see videnscenterfordemens.dk). The 

study was completed In 2012, and the main effect article describing the 

efficacy at 12 months of the early psychosocial counselling and support 

programme was published in British Medical Journal. However, the 

data from the large clinical cohort will continue to contribute to our 

research. For more information see: videnscenterfordemens.dk/daisy

Drug trials (contract research)
The DDRC has extensive experience in the conduction of phase 1 to 

phase 4 clinical pharmacological trials in patients with AD, vascular 

dementia, MCI, and Huntington’s disease. In recent years the focus has 

been on phase 1 and phase 2 trials. In 2012, the Copenhagen Memory 

Clinic participated in an on-going phase 1 study of an active beta-

amyloid vaccine (sponsor: AC Immune), an on-going phase 2-3 study of 

a passive beta-amyloid vaccine (sponsor: Roche), a phase 2 study of a 

gamma-secretase inhibitor (sponsor Eli Lilly), and a phase 2 study of an 

amyloid tracer for PET (sponsor GE Healthcare). The clinical trials are 

being conducted with state-of-the-art imaging techniques in collabora-

tion with the DRCMR at Hvidovre Hospital and the PET and Cyclotron 

Unit at Rigshospitalet.

The first project in ADEX is to investigate the effect of physical training in patients with AD
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The DDRC’s National Info & Education Centre was established to 

provide education and dissemination of information about dementia, 

primarily to health care professionals. The DDRC communicates to a 

variety of professionals on a range of platforms, e.g. the DDRC web-

site, training courses, e-learning, apps, publications and attendance at 

conferences.   

The National Info & Education Centre offers a wide range of courses 

throughout the country, in addition to two annual conferences: 

Dementia Days, which attracts approximately 1,000 participants from 

many disciplines from across the country, and a research conference 

introducing new national and international research to an audience 

of around 350 health care professionals.

Courses and conferences 
– general aspects
The DDRC runs a wide range of courses and conferences on dementia 

for health care professionals. As education and research are two key 

aspects within the field of dementia, our courses and conferences 

are designed to help professionals navigate between the practical 

challenges and professional and scientific aspects related to various 

dementia diseases.

Courses

In 2012 the DDRC organised courses and conferences as well as local 

courses tailored to the needs of specific groups as requested by mu-

nicipalities or regional institutions. 

For the fourth time, the DDRC published a catalogue of 22 courses, 

one-day thematic events and conferences held across Denmark target-

ing various professional groups working within the health care sector. 

These activities are also advertised on the DDRC website. In 2012 the 

DDRC ran courses on a wide range of subjects, such as “meaningful 

activities”, “palliative treatment for patients with dementia” and 

“visual spatial deficits”. At thematic events, a whole day is dedicated 

to focusing on a particular subject guided by professionals with exten-

sive experience about the topic in question, for instance “alcohol and 

dementia” or “rehabilitation and dementia”. 

The 41 courses or lectures carried out across Denmark with a total of 

1,408 participants in 2012 represent an increasing demand for our 

National Info & Education Centre
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customised courses. Designed to meet a specific purpose or cover a 

certain subject, customised courses were attended by various pro-

fessional groups, including new groups, such as speech therapists, 

audiologists, hearing consultants, specialist teachers and vision 

consultants. Combined, standard and customised courses organised 

by DDRC had a total of 3,541 participants in 2012.

The DDRC also took on the task of advising architects in 2012 after 

being asked to provide suggestions on how to build and/or reno-

vate nursing homes and design dementia-friendly surroundings. 

Furthermore, the DDRC receives e-mails or telephone calls from 

students, journalists, patients, relatives and educational consultants 

daily. We strive to reply to inquiries within 8 days.

Conferences 

In 2012 the DDRC held five large conferences, including “Dementia 

Days” and “Palliative Care for People with Dementia”, the latter 

of which gathered more than 125 participants and was organ-

ised in collaboration with, among others, the Danish Knowledge 

Centre for Palliative Care.

First Scandinavian conference for 
leaders in dementia care
In 2012, three national Scandinavian dementia research and 

education centres, the Swedish Dementia Centre, the Norwe-

gian Dementia Research Centre, and the DDRC, worked on 

a joint project for the first time. The three centres organised 

a conference in Copenhagen bringing together leaders in 

dementia care from Scandinavia and international research-

ers and speakers with the aim to address some of the chal-

lenges dementia care faces in the future. The aim of the joint 

conference was to exchange knowledge and experience for the 

benefit of dementia patients. 

Entitled “Bridging the gap: Good dementia care – a question 

of management?”, the conference attracted 420 leaders in de-

mentia care from Sweden, Norway and Denmark. A number 

of internationally recognised researchers were invited and 

gave talks, including keynote speaker Professor Dawn Brook-

er, University of Worcester, England, who gave a presentation 

on “Person Centred Care: What´s Wrong?”

Due to the great success of the initial conference, the goal is 

to organise a Scandinavian conference focusing on leadership 

in dementia care every other year, the next one scheduled to 

take place in Stockholm in October 2014.

 

Educational activities 2012

Catalogue courses and thematic events		  738

Dementia Days national conference		  941

Scandinavian conference for leaders		  420

International PhD course			   34

Customised courses				    1,408

Total number of participants in 2012		  3,541
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First Scandinavian Confrerence
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Annual Research Conference
Every year a full-day national conference primarily devoted to the 

latest scientific news within a specific topic of interest related to 

dementia takes place in November at Rigshospitalet, Copenhagen 

University Hospital, and attracts scientists and practitioners from 

across Denmark. 

The 2012 topic was “Prevention and risk factors of dementia” and 

Professor Bente Klarlund Pedersen from the Danish National Re-

search Foundation Centre of Inflammation and Metabolism (CIM) at 

Rigshospitalet gave the opening presentation, which was on life style 

and prevention of dementia. Attended by nearly 200 people, the con-

ference also had presentations by various national and international 

researchers on epidemiological research, risk factors for developing 

dementia and possible preventive initiatives. 

Professor Miia Kivipelto, Karolinska Institute talked about the role 

of modification of cardiovascular risk factors in the prevention of 

dementia, while Professor Laura Fratiglioni, also from the Karolinska 

Institute, gave a talk on the role of psychosocial factors involved in the 

prevention of dementia.

Associate Professor Kjeld Andersen, Odense University Hospital, 

gave a presentation on depression, anxiety disorders and dementia, 

neuropsychologist Kasper Jørgensen from DDRC, gave a brief lecture 

on the possible effects of coffee intake on the prevention of dementia 

and Associate Professor Steen Hasselbalch, also from DDRC, pre-

sented an update on the preventive effects of physical exercise.
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First international PhD course
In cooperation with the University of Copenhagen, DDRC organised 

a course on research in AD for the first time for 34 PhD students. 

Given in English, the course was designed to attract new researchers 

to the field of Alzheimer research and to provide an insight into AD 

for young PhD students from various basic, clinical and epidemio-

logical fields. The course presented a wide spectrum of research in 

this exciting area, ranging from epidemiological, clinical, biomar-

ker, imaging and translational research. Interesting challenges and 

pitfalls of the field, with special emphasis on AD, were presented.

Three top international scientists: Professor Knut Engedal, Norway; 

Professor Ezio Giacobini, Switzerland; and Professor Bengt Win-

blad, Sweden, as well as several excellent Danish senior researchers 

in the field were recruited as teachers. 

Dementia Days – a nationwide 
conference
Every year the DDRC organises the Dementia Days, a national two-day 

conference for dementia specialists and practitioners and Denmark’s 

largest conference on dementia. An educational opportunity for lead-

ers and staff working in the social services and health care sector, the 

conference programme is prepared in collaboration with the DDRC 

scientific advisory group. Our two networks of local ambassadors and 

professional advisers are also consulted to help identify topics and 

speakers.

Dementia Days took place for the fourteenth time in 2012. Officially 

opened by the Danish Minister of Health, Astrid Krag, the conference 

had 941 participants, while over 60 invited speakers from Denmark 

and Scandinavia presented their views and experiences on a wide 

range of topics. During the conference participants had the oppor-

tunity to present results from their own research. Nine participants 

were selected to give a talk at the symposium “Frie foredrag” and 20 

people presented a poster, with Annette Johannsen, Master of Science 

in Occupational Therapy, receiving the 2012 poster prize for “How 

to maintain an active life with leisure activities for patients with 

dementia”.   

For more information about the 2012 Dementia Days, see: 

videnscenterfordemens.dk/uddannelse/demensdagene

From the neuroimagin work shop

34 PhD students at the first international PhD course on research in AD

Fifteen organisations and companies 
exhibited in the foyer and reception area 

at the 2012 Dementia Days conference. 
The DDRC booth was well-attended 

>
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Fifteen organisations and companies exhibited in the foyer and reception area at the 2012 
Dementia Days conference. The DDRC booth was well-attended. 
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The Migration School 
The Migration School is a cross-national collaborative programme on 

dementia assessment and care for patients from ethnic minorities in 

the Oresund Region. The Neuropsychiatric Clinic, Skåne University 

Hospital, Sweden and the DDRC are partners in the programme.

The project is financed by the Capital Region of Denmark, the Skåne 

Region of Sweden and the European Regional Development Fund 

INTERREG IV A. Initiated in 2011, this three-year project aims to 

collect and distribute information, conduct research and develop edu-

cational programmes on assessment and care of patients from ethnic 

minorities with dementia.

The research focuses on investigating and documenting patterns in 

the utilization of health service in dementia and on validation of 

cross-cultural assessment instruments. 

The DDRC conference booth
The DDRC has developed a mobile conference booth to disseminate 

knowledge about dementia and to present new products from the 

DDRC to key stakeholders. 

In 2012 the conference booth was used on the following occasions:

January: National Health service conference organised by Local •	

Government Denmark 

May: Dementia Days•	

June: National Social service conference organised by Local •	

Government Denmark

September: Danish Association of Municipal and Regional 	•	

Coordinators of Dementia annual cource

October: The first Scandinavian conference for leaders in •	

dementia care.

 

The distribution of material and professional dialogue that took 

place with participants at these events was important and re-

warding. The release of our new app for mobile devices, “About 

Dementia”, was the biggest hit and attracted the most interest.

New products
Most of the educational material produced by DDRC is available free 

of charge at videnscenterfordemens.dk. New products were intro-

duced in 2012; an app, two guideliners and 11 fact sheets.

New app

The first Danish app to target dementia nurses, social and health as-

sistants and other health care sector professionals is also the DDRC’s 

igrationsskole
for demensplejen i Øresundsregionen

DDRC conference booth
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first app. “About Dementia” (Viden om demens) is available for free 

for Android, iPhone and iPad. 

People with dementia are at greater risk for developing other dis-

eases and they often have co-morbidities. They may lose their appe-

tite and forget to drink; dementia can also affect a patient’s ability 

to express pain and discomfort. This combination can be dangerous 

and requires attention from professional health care staff. 

By using the new app, the staff receive support to help identify 

symptoms and to respond appropriately to changes in a dementia 

patient’s physical condition. Comprised of four parts: observation, 

consultation, tips and a quiz, the app allows users to test their 

knowledge about physical symptoms related to mobility, nutrition 

and pain as well as gastrointestinal issues.

There are many good reasons to refresh one’s memory and knowl-

edge within this area, not to mention sharing it with others. The 

app also contains a glossary. 

The app is the result of a collaboration between the Capital Region 

of Denmark and the DDRC and was sponsored by the Region’s 

programme on chronic diseases.  

The Android version was introduced in May 2012

The iPhone version was introduced in September 2012

The new app “About Dementia”
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Users downloaded the app 3,814 times by the end of 2012 and used 

it more than 19,700 times (sessions).

Guidelines for social workers

The DDRC released two new guidelines for social workers: Young 

onset frontotemporal dementia and Young onset Alzheimer’s Dis-

ease.

In addition to a brief description of the dementia disorder, these 

guidelines also contain advice for social workers about methodol-

ogy, a checklist and a guide in which the most common social care 

needs of patients are listed with relevant suggestions for actions or 

support measures and their rationale.

Fact sheets

The DDRC has published 11 new fact sheets in Danish on the 

following topics: Is dementia hereditary?, What is Huntington’s dis-

ease? Dementia in Parkinson’s disease; Acute confusion (delirium); 

Language impairment in dementia; Apathy; Aggressiveness; Loss 

of insight; Drug (Pharmaceutical) treatment of Alzheimer’s disease; 

Care and support; and Can dementia be prevented? 

Targeted to persons with dementia and their family caregivers fact 

sheets are available free of charge on DDRC’s website. Both new and 

updated fact sheets have been welcomed by users. New fact sheets 

will continue to be made available in 2013.

Website and newsletter
The DDRC website, videnscenterfordemens.dk, is a primary plat-

form for providing information and communicating and 2012 has 

seen a rise in the number of users and visitors. After undertaking 

the rewarding development of a new website in 2010, traffic has 

multiplied since then to an average of 11 to 12,000 visitors monthly, 

each visitor perusing an average of 4-5 pages.

The number of subscribers to the DDRC’s bi-monthly electronic 

newsletter also continues to grow, reaching more than 3,500 recipi-

ents within the health care sector.

The menu item ‘About Dementia’ on the DDRC website was ex-

panded with the following sub-pages in 2012:

•   Is dementia hereditary?

•   What is Huntington’s disease? 

Fact sheets

Demans hastalığı (bunama), zihinsel becerilerin hastalık 
nedeniyle zayıflaması durumudur. Demansın en sık görülen 
nedeni, tüm demans hastaların en an yarısının muzdarip 
olduğu Alzheimer hastalığıdır. Bununla birlikte, beyni zayıflat-
tığı için demans hastalığına yol açan 200 farklı hastalık vardır. 
Alzheimer hastalığının yanı sıra vasküler / kan dolaşımına 
bağlı demans hastalığı sıklıkla görülürken örneğin Lewy body 
demans hastalığı, Parkinson’a bağlı demans hastalığı ve fron-
totemporal demans hastalığı nadir görülür. 

Demans bir hastalığının sonucudur – yaşlılığın değil
Demans riski yaşlılıkla birlikte artar ve bir hastalıktan kay-
naklanmaktadır. Demansın yaşlılığın doğal bir sonucu olduğu 
bir efsanedir. Demans hastalığı belirtileri olan hastalıklardan 
sadece pek azı tedavi edilebilmektedir. Ancak hastalıklardan 
bazıları önemli veya daha az derecede tedavi edilebilmekte-
dir. Bu nedenle, demansa hangi hastalığın yol açtığı ve tedavi 
için nasıl bir yol izlenmesi gerektiğinin tam olarak açıklanması 
önemlidir. 

Semptomlar
Demans hastalığı olan insanların çoğu unutkanlık ve hafıza 
sorunlarından muzdariptir; ancak diğer zihinsel beceriler de 
etkilenmektedir. Bunlara örnekler: 

•  Girişim ve eylem gücü
•  Kelimeleri bulma ve cisimleri adlandırma kabiliyeti
•  Yol bulma kabiliyeti (yön kestirme yeteneği)
•  Hesap yapma kabiliyeti
•  Kavrama ve sorun çözme
•  Kişilerin adını hatırlama kabiliyeti

Demans hastalığında diğer insanlarla karşılıklı etkileşim de 
değişebilir. Sosyal beceriler ve duygusal yaşam değişebilir ve 
kişilik etkilenebilir. Bu, demans hastası bir kişinin diğer insan-
larla karşılıklı etkileşimi kavramada zorluk çekmesi ve başkala-
rıyla empati kurma yeteneğini kaybetmesi anlamına gelmek-
tedir. Çoğu kez durum bilinci de azalır. Tüm insanlar zaman 
zaman hafızalarının çalışmaması veya bir olayı ilk bakışta 
kavrayamama durumu ile karşı karşıya gelebilirler. Ancak 
sorunlar, demans hastalığı şüphesi için neden ortaya çıkma-
dan, günlük yaşamı kendi kendine yürütebilmesi için gerekli 
becerileri etkileyecektir.

Hastalığın seyri
Hastalığın seyri nedenine bağlıdır. Demans hastalıklarının çoğu 
giderek artarlar ve tedavi edilemezler. Seyir süresi birkaç yıl-
dan birkaç on yıla kadar değişebilir.

Kalıtım
Demans hastalığı genellikle kalıtsal değildir. Alzheimer hasta-
lığında hastalık vakalarının sadece % 2-3’ü kalıtsal iken diğer 
Alzheimer vakalarının nedeni daha çok belirsizdir.
Frontotemporal demans hastalığı, toplam demans hastalıkla-
rının sadece % 5-10’unu teşkil eden ve nadir görülen bir grup 
hastalığın müşterek adıdır. Frontotemporal demans hastalığı-
nın çoğu kalıtsaldır; vakaların yaklaşık % 40’ı genetiktir.

Tedavi
Tedavi olanakları, demansa hangi hastalığın neden olduğuna 
bağlıdır. Hasta ve yakınlarının bilgilendirilmesi ile birlikte pra-
tik destek ve hafifletme tedavinin en önemli unsurlarıdır.
Doktorlar 90’lı yılların sonlarından itibaren, diğerlerinin yanı 
sıra Alzheimer hastalığı semptomlarını da geçici olarak azaltan 
ilaçları yazabilmektedir. Beyinde kan pıhtılaşmasına neden 
olabilecek vasküler demans hastalığında tedavi, daha fazla 
kan pıhtısının oluşmasının önlenmesine yöneliktir. 

Geleceği düşünme
Demans hastalığı hakkında ne kadar çok bilgi sahibi olunursa, 
hasta ve yakınlarının gelecek için kararlar alma şartları o kadar 
iyi olur. Örneğin başka bir eve taşınma gerekli olabilir veya 
vasiyetname yazma arzusu da oluşabilir.
Mobilite yardımları veya yardımcı araçlar gerektiğinde, bunları 
erken devreye sokmak iyi bir fikir olabilir. Tüm belediyelerde 
mevcut olanaklar hakkında bilgi verebilecek demans danış-
manları veya demans koordinatörleri vardır.

Tam ve zamanında teşhis önemlidir
Demans semptomlarına neden olan bazı hastalıklar tedavi 
edilebilirler. Bu, örneğin metabolizma rahatsızlığı, depres-
yon, yan etkiler veya yanlış ilaç kullanımı vs. için geçerlidir. Bu 
nedenle, semptonların nedenlerinin açıklığa kavuşturulması 
her zaman önemlidir. Daha önce belirtildiği üzere Alzheimer 
hastalığı tedavi edilemez, ancak semptomları azaltan tedavi 
hastalığın daha erken safhasında devreye sokulmalıdır. Bu 
nedenle erken teşhis konulması da önemlidir.

Ayrıntılı bilgiler
Ulusal Demans Araştırma Merkezi:
http://www.videnscenterfordemens.dk
 
Alzheimer Dernekleri:
http://www.alzheimer.dk

Yerel iletişim bilgileri: 

DEMANS NEDİR?
Demans hastalığı
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www.videnscenterfordemens.dk/faktaark
Alle Faktaarkene kan hentes og udskrives på:

Hvordan virker hukommelsen ved demens?

Svækket hukommelse er et af de første og helt afgø-

rende symptomer på demens. Det starter som regel med 

let glemsomhed, men i takt med at demenssygdommen 

udvikles, får man sværere og sværere ved at huske. Men 

hvad er hukommelse egentlig og hvordan svækkes den i 

forbindelse med demens?
Forskellige typer af hukommelse

Hukommelse opfattes ofte som om, der kun er én slags 

hukommelse, som man kan have mere eller mindre af. 

Men hukommelsen består af flere forskellige systemer og 

-processer, som kan rammes i forskellig grad ved demens.

Forskerne skelner mellem episodisk, semantisk og proce-

dural hukommelse. Episodisk hukommelse

Den episodiske hukommelse består af specifikke, per-

sonlige erindringer knyttet til tid og sted. Det er f.eks. 

at kunne huske en samtale, man har haft for nylig, en 

besked, man har modtaget eller aktuelle nyheder fra radio 

eller TV.
Episodisk hukommelse forringes næsten altid fra star-

ten af Alzheimers sygdom. Sygdommen påvirker bl.a. 

et område i hjernen ved navn hippocampus (latin for 

’søhest’), der er afgørende for indlæring og hukommelse.  

Efterhånden som sygdommen skrider frem, bliver det 

f.eks. sværere at holde styr på, hvilken dag det er, hvilket 

årstal vi har, hvor gamle børnebørnene er, og hvad landets 

statsminister hedder. Oplysningerne ’opdateres’ ikke læn-

gere i hukommelsen.
Oplevelser fra barndom, ungdom og den tidlige voksenal-

der er blevet gentaget mange gange gennem erindringer 

og samtaler og er derfor bedre rodfæstet i hukommelsen. 

Det forklarer, hvorfor man i sygdommens tidlige fase sta-

dig husker episoder fra fortiden, mens det, der skete for 

5 minutter siden, er væk. Men efterhånden udviskes også 

erindringerne fra ’gamle dage’.

Svækkelse af den episodiske hukommelse ses også ved 

en række andre tilstande, som ikke fører til Alzheimers 

sygdom. 
Semantisk hukommelse

Semantisk hukommelse består af almen viden eller parat-

viden. Den omfatter vores ordforråd, begreber samt gene-

rel viden om verden. Når man løser krydsord eller spiller 

quiz-spil som Trivial Pursuit, trækker man på sin semanti-

ske hukommelse. Den har et mere upersonligt og tidløst 

præg end den episodiske hukommelse og er ikke i samme 

grad knyttet til personlige erindringer. Den har karakter af 

et fælles bibliotek eller leksikon af viden. 

Svækkelse af den semantiske hukommelse forekommer 

især i forbindelse med Alzheimers sygdom. Endvidere er 

der en sjælden form for demens - semantisk demens - 

der især går ud over den semantiske hukommelse. Ved 

andre demenssygdomme foregår svækkelsen af den 

semantiske hukommelse som regel langsommere og bli-

ver mindre udtalt.Procedural hukommelse

Hukommelsen for, hvordan man udfører praktiske, dag-

ligdags handlinger – f.eks. laver mad, klæder sig på eller 

kører på cykel - kaldes for procedural hukommelse. Pro-

cedural hukommelse er i vidt omfang baseret på vaner 

og rutiner og er ikke særlig bevidst. Prøv f.eks. at forklare, 

hvordan man binder et snørebånd. Det er lettere gjort 

end sagt. Procedural hukommelse er forholdsvis robust 

over for demens. Elementære praktiske færdigheder 

svækkes som regel først sent i sygdomsforløbet

Hvornår er glemsomhed tegn på demens?

Der er ikke nogen sikker skillelinje mellem almindelig 

glemsomhed og hukommelsesbesvær ved demens. De 

fleste kender oplevelsen af ikke at kunne finde et bestemt 

ord eller navn frem fra hukommelsen. Eller man glemmer 

indkøb, der ikke står på en huskeliste. Det er helt normalt. 

Men hvis man ikke kan huske navne på nære familiemed-

lemmer og venner, eller slet ikke kan huske, hvad man 

foretog sig i morges eller i går, kan det være et tegn på, 

at der er noget i vejen.

Lokale kontaktoplysninger: 

Hukommelse og demens

Symptomer ved demens
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Hippocampus på indersiden af tindingelappen 

– her vist i venstre hjernehalvdel

Demenssygdomme har ikke én, men mange årsager. 

Alder, arveanlæg, livsstil og miljø spiller sammen og har 

indflydelse på risikoen for at udvikle demens. Risikoen for 

demens stiger med alderen, og alder udgør dermed den 

væsentligste risikofaktor. Kun få procent af demenstilfæl-

dene er direkte arvelige. LivsstilEn række livsstilsfaktorer er forbundet med øget risiko 

for at udvikle demens. Befolkningsundersøgelser viser en 

statistisk sammenhæng mellem for eksempel motions- og 

kostvaner livet igennem og risiko for demens i alderdom-

men. Men man ved endnu ikke, om der er tale om en 

direkte årsagssammenhæng.
MotionRegelmæssig motion og fysisk aktivitet livet igennem 

nedsætter risikoen for at udvikle demens. Det behøver 

ikke at være hård og anstrengende motion. Tre ugentlige 

gåture på hver ca. 40 minutter i raskt tempo gør en for-

skel. Befolkningsundersøgelser tyder på, at personer, der 

holder sig i fysisk form, har omkring 28 % nedsat risiko 

for at få demens.RygningRygere har statistisk set en øget risiko for at udvikle 

demens, når de bliver ældre. Ifølge befolkningsundersø-

gelser er risikoen for Alzheimers sygdom forøget med 

70-80 %, hvis man har røget i mange år. Undersøgelserne 

tyder også på, at eks-rygeres risiko for demens med tiden 

falder til et normalt niveau. Rygestop er altid tilrådeligt.

Kost og ernæring
En kost med et højt indhold af grøntsager, frugt, fuld-

kornsprodukter, bælgfrugter, fisk og planteolier har vist sig 

at være forbundet med en let nedsat risiko for demens. 

Denne såkaldte ’Middelhavskost’ kan sammensættes af 

almindelige danske fødevarer. M.h.t. grøntsager ser det ud 

til, at en kost med især grønne bladgrøntsager som salat, 

spinat, broccoli og kål, er forbundet med nedsat demens-

risiko. Der forskes også i, om flerumættede fedtsyrer, de 

såkaldte Omega-3 fedtsyrer, kunne have en beskyttende 

virkning, men resultaterne er modstridende.

De findes bl.a. i ’fede’ fisk som makrel og laks.

AlkoholEt højt forbrug af øl, vin eller spiritus er skadeligt for 

hjernen og kan i visse tilfælde medføre demens. Derimod 

er et lille forbrug af alkohol forbundet med en let gavn-

lig virkning på helbredet og på hjernen. Et lavt, jævnligt 

forbrug af alkohol er forbundet med nedsat risiko for 

demens. Men husk Sundhedsstyrelsens retningslinjer: højst 

7 genstande per uge for kvinder og højst 14 for mænd.

DepressionGentagne tilfælde af moderat eller svær depression i løbet 

af livet er forbundet med en let øget risiko for senere 

at udvikle demens. Man er ikke selv herre over, om man 

rammes af en depression. Men hvis man oplever symp-

tomer på depression, er det vigtigt at søge professionel 

udredning og behandling. Hvis man har haft en depres-

sion, bør man også være opmærksom på muligheden for 

at forebygge gentagne tilfælde af depression. 

Helbredsmæssige risikofaktorer

Forhøjet blodtryk, forhøjet kolesterol i blodet, fedme og 

dårligt reguleret sukkersyge er forbundet med en let øget 

risiko for demens. De samme faktorer øger risikoen for 

udvikling af hjerte-karsygdomme. Det, der er skadeligt 

for hjertet, er også skadeligt for hjernen. Via sin livsstil 

har man altså mulighed for at nedsætte risikoen for at få 

demens. Har man symptomer på forhøjet blodtryk, for 

meget kolesterol eller sukkersyge, er det vigtigt at blive 

udredt og behandlet.Hjernegymnastik og socialt samvær

Ældre, der dyrker intellektuelt krævende hobbyer, som at 

læse, spille kort eller brætspil, lægge puslespil m.v. har 

tilsyneladende en let nedsat risiko for at udvikle demens. 

Socialt samvær, foreningsarbejde, frivilligt arbejde og del-

tagelse i klubaktiviteter har muligvis en tilsvarende effekt.

Hvad kan jeg gøre?
En sund livsstil udgør dog ingen garanti mod udvikling af 

demens. Men man kan formentlig nedsætte sin risiko for 

demens ved at: 
• være fysisk aktiv flere gange om ugen

 
• lade være med at ryge

 
• spise varieret, grønt og ikke for meget

 
• drikke alkohol med måde

 
• søge udredning og behandling ved tegn 

 
  på depression

 
• forebygge forhøjet blodtryk, forhøjet 

 
  kolesterol i blodet, fedme og sukkersyge

 
• holde hjernen i gang

 
• være selskabelig

Lokale kontaktoplysninger: 

Kan demens forebygges? 

Risikofaktorer og forebyggelse af demens

Rigshospitalet  •  Afsnit 7661  •  Blegdamsvej 9  •  2100 København Ø  •  www.videnscenterfordemens.dk

Find flere faktaark om demens på: www.videnscenterfordemens.dk

Ver.001

Demens forringer evnen til at køre bil
Demens medfører svigt i evnen til at finde vej, bevare 
overblikket, huske færdselsreglerne og andre forudsæt-
ninger for at være en sikker bilist. Svækkelsen af mentale 
færdigheder foregår ofte langsomt og gradvist, og kan 
være svært at få øje på i starten af sygdomsforløbet.

Faresignaler
Personer med let demens har som regel ikke svært ved at 
håndtere rat, pedaler og gear. Men i pressede situationer, 
hvor man skal overskue flere ting på én gang og træffe 
en hurtig beslutning, kan det gå galt. Det kan f.eks. være 
i forbindelse med kørsel i myldretiden eller hvis man skal 
gennem et stort lyskryds med flere svingbaner.

Tidlige symptomer på demens påvirker evnen til at køre bil på 
forskellige måder. 

Eksempler på advarselstegn er, hvis man: 

 • farer vild i kendte omgivelser
 • overser færdselstavler
 • glemmer at overholde sin vigepligt
 • ikke tilpasser hastigheden efter forholdene
 • har svært ved at placere sig korrekt på vejen
 • glemmer at holde afstand til forankørende
 • ikke tager hensyn til andre trafikanter
 • glemmer at slukke for vinduesvisker eller 
   afviserblink

Er demens skyld i færdselsuheld?
Personer med demens i middelsvær til svær grad er far-
lige i trafikken – både for sig selv og for deres medtrafi-
kanter. Men risikoen for færdselsuheld hænger sammen 
med graden af demens.

Ældre med demens i let grad har statistisk set kun en let 
øget risiko for færdselsuheld. Men de udgør oftere den 
skyldige part, når de er involveret i uheld, de er oftere 
involveret i ulykker med personskade og de undlader 
oftere at overholde deres vigepligt.

Ældre med let kognitiv svækkelse uden demens menes 
ikke at have øget risiko for færdselsuheld.

Fornyelse af kørekort
I Danmark er kørekortet normalt gyldigt indtil man fyl-
der 70 år. Fornyelse af kørekort sker ved 70 år, ved 74 år 
og herefter hvert andet år frem til man fylder 80 år. Fra 
80-års alderen skal kørekortet fornys årligt.

Hvad er lægens rolle?
Ved fornyelse af kørekortet foretager lægen en vurdering 
af din evne til at køre bil. Sammen udfylder I et skema, 
som gennemgår eventuelle forhold, der kan nedsætte din 
evne til at køre bil. Det drejer sig om kroniske sygdomme, 
svækkelse af sanserne eller af mentale funktioner, samt 
brug af medicin, der kan virke sløvende.

Endvidere udfører lægen et par korte tests for at undersøge 
din hukommelse og overblik. Lægen udfærdiger en hel-
bredsattest, der afleveres til Borgerservice i din kommune.

Hvis lægen vurderer, at det er uforsvarligt, at du fortsætter 
med at køre bil, skal han/hun gøre dig opmærksom på det 
- samt opfordre dig til at ophøre med bilkørsel. Hvis man 
fortsætter med at køre bil på trods af lægens råd, skal lægen 
give besked til embedslægen, der underretter politiet.

Vejledende køreprøve
Hvis lægen er i tvivl, om du er i stand til at køre bil på 
betryggende vis, kan lægen indstille til en vejledende hel-
bredsbetinget køretest. Det er ikke en ny køreprøve, men 
en vurdering af praktiske kørefærdigheder. Køretesten 
udføres af en motorsagkyndig med særlig viden om pro-
blemstillingen. Man skal selv betale for køre-testen.

Hvornår skal man ophøre med at køre bil?
De fleste ældre mennesker uden demens er rutinerede og 
sikre  bilister. En bil gør det lettere at komme omkring og 
bevare kontakten med familie og venner. ”Længst muligt i 
egen bil” er mottoet for mange.

Der er ikke faste regler for, hvornår man skal holde op 
med at køre bil. De fleste personer med let demens kan 
have svært ved at køre bil på betryggende vis. Hvis man 
har symptomer på begyndende svækkelse af de mentale 
færdigheder - eller der er tegn på at evnerne som bilist 
er aftagende - bør man drøfte sagen med sin læge. Det 
er vigtigt allerede tidligt i forløbet at afklare, hvornår det 
ikke længere er forsvarligt at køre bil og hvilke andre 
muligheder der er.

Ved moderat til svær demens bør man helt ophøre med 
at køre bil.  

Lokale kontaktoplysninger: 

bilkørsel og demens?
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Pleje og omsorg ved demens

Vaskulær demens skyldes forstyrrelser i hjernens blodfor-
syning. Vaskulær demens kaldes også for blodpropsde-
mens eller kredsløbsbetinget demens. 

Symptomerne
Symptomerne ved vaskulær demens er forskellige fra per-
son til person og afhænger af, hvilke områder af hjernen, 
der er påvirket. Ligesom ved Alzheimers sygdom kan der 
forekomme glemsomhed, koncentrationsbesvær, problemer 
med sproget eller problemer med at finde vej. Patienten 
kan også få nedsat kraft eller lammelse i den ene side af 
kroppen, føleforstyrrelser eller indskrænkning af synsfeltet. 
Mangel på initiativ, langsomme bevægelser eller langsomt 
mentalt tempo er andre typiske symptomer.
Gangbesvær, ufrivillig vandladning, tristhed og depression 
forekommer hyppigt. Følelselivet kan ændre sig, så patien-
ten lettere bliver rørt eller bryder ud i gråd.
 
Det typiske forløb
Forløbet ved vaskulær demens varierer meget. Hvis til-
standen skyldes en blodprop eller blødning i hjernen, 
starter symptomerne pludseligt og brat.

Hvis der kommer flere blodpropper eller blødninger gen-
nem en længere periode, udvikler symptomerne sig trinvist. 
Pludselig forværring kan veksle med perioder, hvor tilstan-
den er stabil eller præget af langsom bedring.
Hvis tilstanden skyldes en gradvis tillukning af hjernens små 
blodkar sker der en langsom og snigende symptomudvik-
ling. Der er stor variation i varigheden af sygdomsforløbet.
 
Hyppighed
Vaskulær demens er efter Alzheimers sygdom den mest 
udbredte demensform. Men præcist hvor hyppigt syg-
dommen forekommer, er usikkert. Vaskulær demens i ren 
form udgør ca. 10% af alle tilfælde af demens. Bland-
ingsformer af vaskulær demens og Alzheimers sygdom 
forekommer hyppigere, og forskerne anslår, at ca. 8.000 
ældre danskere har vaskulær demens i ren form og måske 
yderligere 15.000 har en blandingsform.
 
Årsagen
Der kan være flere årsager til vaskulær demens. Blodprop-
per i hjernen udgør den hyppigste årsag. Selv en enkelt 
blodprop kan medføre demens, hvis den påvirker nogle af 
de afgørende områder i hjernen.

Af andre årsager til vaskulær demens kan nævnes:
 
 • blødninger i hjernen
 • sygdom i de små, dybtliggende blodkar i  hjernen
 • svigtende blod- og ilttilførsel til hjernen, f.eks. 
   ved hjertestop

Risikofaktorer
Risikofaktorerne for vaskulær demens er omtrent de 
samme som for hjerte-karsygdomme: 

 • for højt blodtryk
 • for meget kolesterol i blodet
 • flimren af hjerteforkammeret
 • rygning
 • mangel på motion
 • overvægt
 • sukkersyge
 • tidligere blodprop eller blødning i hjernen
 
Vores livsstil påvirker flere af risikofaktorerne. Det er vig-
tigt at motionere, spise sundt og undgå rygning, fordi 
det nedsætter risikoen for både hjerte-karsygdomme og 
vaskulær demens. Hvis man har sukkersyge eller for højt 
blodtryk, er det afgørende at blive behandlet.
 
Arvelighed
Vaskulær demens er ikke i sig selv en arvelig sygdom. 
Nogle af risikofaktorerne for vaskulær demens er delvist 
arvelige, men påvirkes i høj grad af livsstil.
 
Behandling
Vaskulær demens kan ikke helbredes, men man kan gøre 
meget for at undgå, at sygdommen bliver forværret. Den 
forebyggende behandling retter sig mod risikofaktorerne. 
Lægen kan for eksempel ordinere blodtryksregulerende, 
blodfortyndende eller kolesterolsænkende medicin lige-
som evt. sukkersyge skal være velbehandlet. Man kan 
også få lægens støtte til selv gøre en indsats, så sund kost 
og motion bliver en del af hverdagen. Nogle behand-
linger skal fortsætte resten af livet. Da risikofaktorerne 
er forskellige fra person til person er den forebyggende 
behandling også forskellig.
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Alzheimers sygdom er en hjernesygdom, der især rammer 
ældre. Sygdommen er opkaldt efter den tyske psykiater Alois 
Alzheimer, der beskrev symptomerne allerede i 1906. Syg-
dommen er den mest hyppige årsag til demens.

Symptomerne
Typiske symptomer er glemsomhed og problemer med 
at finde ord. Det kan blive sværere at huske navne selv på 
personer, man kender godt, og på helt dagligdags ting. Det 
er især hukommelsen for det, der er sket for nylig, der for-
ringes. Ofte kan det være nødvendigt at få hjælp til at styre 
aftaler og gøremål, ligesom evnen til at finde vej, tælle små-
beløb sammen eller overskue forskellige situationer bliver 
påvirket. 

Efterhånden som sygdommen udvikler sig, kan der også 
ske ændringer i følelsesliv, temperament, og personlighed. 
Udadvendte, aktive og sociale mennesker kan blive irritable, 
passive og indesluttede, og humøret kan svinge.

Det typiske forløb
Symptomerne udvikler sig langsomt og snigende. I starten 
er forringelsen af de mentale funktioner ganske diskret og 
ikke til at skelne fra almindelig forvirring og glemsomhed. 
Efterhånden bliverforandringerne dog tydelige især for nær 
familie og tætte venner, fordi sygdommen gør det svært 
at fungere i hverdagen. Det kan blive umuligt at passe et 
arbejde og dagligdags opgaver som indkøb og madlavning 
bliver uoverskuelige. 

Med tiden sker der en yderligere forringelse af de mentale 
og praktiske færdigheder. Der kan opstå problemer med 
tidsopfattelse og døgnrytme, så der vendes om på dag og 
nat. Sygdomsforløbet har en gennemsnitlig varighed på 8 - 
10 år fra diagnosetidspunktet.

Hyppighed
Den er som nævnt den hyppigste årsag til demens, idet 
omkring halvdelen af alle demente lider af Alzheimers syg-
dom. Det svarer til ca. 40.000 tilfælde eller 3-4% af alle ældre 
over 65 år.

Udviklingen af Alzheimers sygdom er netop stærkt forbun-
det med alder, forstået sådan at risikoen øges efterhån-
den som man bliver ældre. I aldersgruppen 65-69 år ram-
mes knap 1% af Alzheimers sygdom, mens det gælder for 
omkring 20% af de ældre, som bliver over 90 år.
 

Årsagen
Årsagerne kendes ikke. Men forskerne kan beskrive nogle af 
de forandringer, der sker i hjernen: skadelig ophobning af 
et proteinstof både mellem hjernecellerne (beta-amyloide 
plakker) og inde i selve hjernecellerne (tau sammenfiltringer). 
Sygdommen medfører også mangel på signalstoffet acetyl-
kolin, som hjernecellerne bruger til at kommunikere indbyr-
des.

Risikofaktorer
Den væsentligste risikofaktor for Alzheimers sygdom er som 
nævnt høj alder. Men også tilstande og adfærd der øger 
risiko for hjerte-karsygdomme, har en mindre betydning. Det 
vil for eksempel sig højt blodtryk, sukkersyge, rygning, m.v.

Arvelighed
Lægerne anslår, at 2-3 % af alle tilfælde af Alzheimers 
sygdom, er arveligt betingede. De skelner mellem sent og 
tidligt indsættend Alzheimer. Den variant, der udvikles efter 
65-års alderen, er langt den hyppigste og er ikke arvelig.
Det er sjældent at mennesker yngre end 65 år får Alzhei-
mers sygdom, men når der sker, kan det skyldes mutationer 
i bestemte arveanlæg. Arvelige former af Alzheimer kan 
udvikles allerede fra omkring 40-års alderen.

Behandling
Alzheimers sygdom kan endnu ikke helbredes, men man har 
medicin, der midlertidigt dæmper symptomerne. De hyp-
pigst anvendte lægemidler virker ved at bremse nedbrydnin-
gen af signalstoffet acetylkolin, som hjernecellerne bruger til 
at kommunikere med. Medicinen forbedrer hjernens mulig-
hed for at genbruge sit eget signalstof, acetylkolinen. Medi-
cinen virker dog ikke på alle patienter med Alzheimers syg-
dom og kan ikke stå alene som behandling. For patient og 
pårørende udgør rådgivning samt praktisk støtte og aflast-
ning i hverdagen de vigtigste elementer i behandlingen.
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www.alzheimer.dk
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Korte faktaark med beskrivelser af demenssygdomme,
symptomer og andre emner om demens 

- til patienter og pårørende

No. of visitors and users on the 
DDRC website 2007-2012

Year	                Visitors		   Unique users

2007		       894			     625

2008		  12,102		                     7,784

2009		  17,976		                     9,371

2010		  23,699		                   13,532

2011		  90,835		                   53,739

2012	                   162,548		                   98,609
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Website

2012 Communication Description Number

Scientific publications Scientific papers, books and book chapters (co-) authored 
by DDRC

46

Public media (newspapers, TV, radio, online 
media, etc)

Contributions with interviews, expert testimonies, 
viewpoints, etc.

251

DDRC website Website visits 162,548

DDRC’s App on dementia Downloads 3,814

DDRC Newsletter Subscribers 3,500

•   Dementia in Parkinson’s disease 

•   Acute confusion (delirium)

•   Language impairment in dementia

•   Apathy

•   Aggressiveness and unrest

•   Lack of insight

•  Drug (Pharmaceutical) treatment of AD

•   Care and support

•   Can dementia be prevented?

Public and private players within the health and social care sectors often 

make links to content on the DDRC website. We are maintaing a link col-

laboration with Region of Southern Denmark, the Alzheimer’s Association, 

the National Board of Social Services and many other organisations.

DDRC in the media
The staff at DDRC is available to provide information, facts and data to 

support health care professionals, students and journalists from various 

media. 

Several DDRC specialists have given interviews to newspapers and/or 

appeared in short TV and radio reports in 2012.

Throughout 2012 the DDRC was mentioned or appeared 108 times in 

printed media, 122 times in online media, 10 times in radio programs 

and 11 times on TV.
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Network of Danish 
Memory Clinics 
The DDRC has created a network for 

Danish memory clinics. Most memory 

clinics are based in psychiatric, geri-

atric or neurological departments and 

receive referrals from local general 

practitioners of patients for diagnostic 

evaluation of dementia. Some memory 

clinics also offer follow-up and counsel-

ling. Multidisciplinary staff members 

(nurses, medical doctors and neuropsy-

chologists) participate in the network. 

The network serves as a platform for 

dissemination and exchange of informa-

tion, for harmonising and standardising 

assessment and treatment methods and 

for strengthening local and national 

collaboration. Network members meet 

once a year to maintain and further 

develop their regional cooperation.

 In October 2012 the DDRC organised 

its 5th annual network conference for 

all memory clinics in Denmark. There 

were 110 attendees including physi-

cians, nurses, psychologists, secretaries 

and therapists. As in previous years the 

National and International Networks

Network of Danish Memory Clinics (memory clinics are indicated 

with yellow dots, ADEX centres with red dots).

Danish Memory Clinics Network meeting in odense 2012
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DDRC invited an internationally recognised researcher to give a 

lecture at the conference, and in 2012 Professor Anders Wallin, 

Sahlgrenska University Hospital, Sweden gave a lecture on “How 

to diagnose vascular dementia?” Organised by the DDRC in col-

laboration with the Memory Clinic at Odense University Hospital, 

the conference also offered a series of specialised workshops. 

Valuable input is also received from the memory clinics on the 

DDRC’s educational programme.

National network of municipality-
based dementia ambassadors
In 2009 the DDRC formed a network of local ambassadors with 

the purpose of mapping all the dementia programmes imple-

mented under the auspices of the municipalities. Another objec-

tive was to identify unmet needs for education and research in 

Danish municipalities and to ensure a broader promotion of all 

DDRC initiatives and results. 

Each of the 98 Danish municipalities has appointed a dementia 

ambassador, who will disseminate information about DDRC 

activities and news from other municipality ambassadors to local 

professionals and monitor local needs for educational activities. 

Contact between the DDRC and the ambassadors is ensured in 

a variety of ways, including via special news info mails contain-

ing information about new publications, news on the website, 

courses and conferences and an annual meeting for ambassadors.

In March 2012 the network of local dementia ambassadors met in 

Odense and 73 out of 98 Danish municipalities were represented. 

Representatives from the Danish Alzheimer Association, the Na-

tional Board of Social Services, Local Government Denmark and 

the Danish Dementia Coordinators participated in this meeting. 

The main topic of the day was “persons with challenging impair-

ments and needs for care”. In addition to exchanging knowledge 

and experience about this subject, counsellor Karin Moreau 

Andersen from CFD, the largest provider in Denmark of services 

for deaf, deafblind and hearing impaired people and Tine Skov 

Uldall from The National Board of Social Services, gave a talk on 

the special needs of persons with dementia who become deaf and 

blind. Åse Hyldgård Larsen, Gitte Dahlgaard, Kirsten Jørgensen 

and Susanne Kaagaard gave a talk on complicated clinical cases.

Nordic Memory Clinics
The Nordic Network in Dementia Diagnostics (NIDD) is a Nordic 

Council (Nor Forsk) financed initiative of eight academic Memory 

Clinics in the Nordic countries and Lithuania. As the name 

indicates, the main objective of this network is to look into vari-

ous aspects of the diagnostic procedure in dementia. DDRC and 

the memory clinic at Roskilde university hospital are the Danish 

partners in the programme (more info on nidd-dementia.org).

European Alzheimer’s Disease 
Consortium
The EADC is a fully functional network of more than 50 Eu-

ropean academic centres of excellence working in the field of 

Alzheimer’s disease. It provides a setting in which to increase 

the scientific understanding of and to develop ways to prevent, 

delay, slow, or ameliorate the primary and secondary symptoms 

Danish Memory Clinics Network meeting in odense 2012
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of Alzheimer’s disease. Funding for the original realisation of 

this network was received from the European Commission which 

supported work towards standardisation of diagnostic criteria, 

assessment tools and data collection methods, with a view to this 

being followed by a trial period involving the testing and practi-

cal application of the tools agreed upon (for more information 

see: eadc.info/sito/pagine/home.php). DDRC is the only Danish 

EADC member and has contributed to or directed studies on as-

sessment tools, health economics, biomarkers and cross-cultural 

aspects of dementia care.

European Huntingtons’ Disease 
Network EHDN
The DDRC is part of the EHDN, which provides a platform for 

professionals and people affected by Huntington’s disease and 

their relatives to facilitate working together throughout Europe. 

DDRC’s staff and patients with Huntington’s disease have con-

tributed significantly to clinical cohort studies and intervention 

studies (more info on euro-hd.net).

National dementia research 
and education centres in 
Scandinavia
Norway, Sweden and Denmark have national non-profit demen-

tia research and education centres, commissioned and funded by 

the national boards or ministries of health. 

The Norwegian Centre for Dementia Research is part of the Age-

ing and Health, Norwegian Centre for Research, Education and 

Service Development, and was founded in 1996. 

The Swedish Dementia Centre was established in 2008, commis-

sioned by the National Board of Health and Welfare to create a 

national centre for excellence in dementia care. 

The DDRC, the Norwegian Centre for Dementia Research and 

the Swedish Dementia Centre collaborate and meet once every 

year in order to share ideas and exchange programmes for the 

benefit of professional care staff, persons with dementia and 

family caregivers throughout Scandinavia.  

North Sea Meeting
The North Sea Dementia Group is a network on dementia 

care practice and research. Current members are from Nor-

way, Sweden, Ireland, UK, the Netherlands, Luxembourg, 

Germany, Belgium, Italy, France and Denmark. There is 

one annual 2 days meeting with networking and visit to 

local dementia services.

Interdem
DDRC is  a member of Interdem, a pan-European network 

of researchers on early detection and psycho-social inter-

ventions in dementia. www.interdem.org

2012 annual meating for specialists from the Norwegian Centre for Dementia Research, the Swedish Dementia Centre and the Danish Dementia Research Centre
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publications 2012

PhD dissertations
•    Nielsen, T. R. (2012). Evaluation of dementia in patients from eth-

nic minorities: A European perspective. Faculty of Social Sciences, 
University of Copenhagen. Public defence on May 16, 2012. 

Scientific papers
•    Andersen, K., Andersen, B. B., & Pakkenberg, B. (2012). Stereologi-

cal quantification of the cerebellum in patients with Alzheimer's 
disease. Neurobiology of Aging, 33(1)(197), 197.e11-197.e20.

•    Bech, S., Hjermind, L. E., Salvesen, L., Nielsen, J. E., Heegaard, N. 
H. H., Jørgensen, H. L., Rosengren, L., Blennow, K., Zetterberg, H., 
& Winge, K. (2012). Amyloid-related biomarkers and axonal dam-
age proteins in parkinsonian syndromes. Parkinsonism & Related 
Disorders, 18(1), 69-72.

•    Del Campo, M., Mollenhauer, B., Bertolotto, A., Engelborghs, S., 
Hampel, H., Simonsen, A. H., Kapaki, E., Kruse, N., Le Bastard, 
N., Lehmann, S., Molinuevo, J. L., Parnetti, L., Perret-Liaudet, A., 
Sáez-Valero, J., Saka, E., Urbani, A., Vanmechelen, E., Verbeek, 
M., Visser, P. J., & Teunissen, C. (2012). Recommendations to 
standardize preanalytical confounding factors in Alzheimer's and 
Parkinson's disease cerebrospinal fluid biomarkers: an update. 
Biomarkers in Medicine, 6(4), 419-430.

•    Eiberg, H. R. L., Hansen, L., Korbo, L., Nielsen, I., Svenstrup, K., 
Bech, S., Pinborg, L. H., Friberg, L., Hjermind, L. E., Olsen, O., 
& Nielsen, J. E. (2012). Novel mutation in ATP13A2 widens the 
spectrum of Kufor-Rakeb syndrome (PARK9). Clinical Genetics, 
82(3), 256-263.

•    Ellefsen, B., Morse, D. E., Waldemar, G., & Holm-Pedersen, P. 
(2012). Indicators for root caries in Danish persons with recently 
diagnosed Alzheimer's disease. Gerodontology, 29(3), 194-202.

•    Filippi, M., Agosta, F., Barkhof, F., Dubois, B., Fox, N. C., Frisoni, 
G. B., Jack, C. R., Johannsen, P., Miller, B., Nestor, P. J., Scheltens, 
P., Sorbi, S., Teipel, S., Thompson, P. M., & Wahlund, L-O. (2012). 
EFNS task force: the use of neuroimaging in the diagnosis of 
dementia. European Journal of Neurology, 19(12), 1487-1501.

•    Frederiksen, K. S., Hasselbalch, S., Hejl, A-M., Law, I., Højgaard, L., 
& Waldemar, G. (2012). Added Diagnostic Value of 11C-PiB-PET in 
Memory Clinic Patients with Uncertain Diagnosis. Dementia and 
Geriatric Cognitive Disorders Extra, 2, 610-621.

•    Frederiksen, K. S., & Waldemar, G. (2012). Corpus callosum in 
aging and neurodegenerative diseases. Neurodegenerative Disease 
Management, 2(5), 493-502.

•    Hasselbalch, J., Knorr, U., Hasselbalch, S. G., Gade, A., & Kessing, 
L. V. (2012). Cognitive deficits in the remitted state of unipolar 
depressive disorder. Neuropsychology, 26(5), 642-51.

•    Hasselbalch, J., Knorr, U., Bennike, B., Hasselbalch, S. G., Søn-
dergaard, M. H. G., & Vedel Kessing, L. (2012). Decreased levels 
of brain-derived neurotrophic factor in the remitted state of 
unipolar depressive disorder. Acta Psychiatrica Scandinavica. Sup-
plementum, 126(3), 157-164.

•    Hermansen, K., Krogholm, K. S., Bech, B. H., Dragsted, L. O., Hyld-
strup, L., Jørgensen, K., Larsen, M. L., & Tjønneland, A. M. (2012). 
Kaffe kan beskytte mod sygdom. Ujournal of the Danish Medical 
Association, 174(39), 2293-2297.

•    Jensen-Dahm, C., Vogel, A., Waldorff, F. B., & Waldemar, G. (2012). 
Discrepancy between self- and proxy-rated pain in Alzheimer's 
disease: results from the Danish Alzheimer Intervention Study. 
American Geriatrics Society Journal, 60(7), 1274-1278.

•    Jokinen, H., Frederiksen, K. S., Garde, E., Skimminge, A., Siebner, 
H., Waldemar, G., Ylikoski, R., Madureira, S., Verdelho, A., van 
Straaten, E. C. W., Barkhof, F., Fazekas, F., Schmidt, R., Pantoni, L., 
Inzitari, D., & Erkinjuntti, T. (2012). Callosal tissue loss parallels 
subtle decline in psychomotor speed. A longitudinal quantitative 
MRI study. The LADIS Study. Neuropsychologia, 50(7), 1650-1655.

•    Jønch, A. E., Danielsen, E. R., Thomsen, C., Meden, P., Svenstrup, K., 
& Nielsen, J. E. (2012). Intravenous immunoglobulin treatment in a 
patient with adrenomyeloneuropathy. B M C Neurology, 12(1), 108.
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•    Lunau, L. A., Mouridsen, K., Rodell, A., Ostergaard, L., 
Nielsen, J. E., Isaacs, A., Johannsen, P., & FReJA Consor-
tium (2012). Presymptomatic cerebral blood flow changes 
in CHMP2B mutation carriers of familial frontotemporal 
dementia (FTD-3), measured with MRI. BMJ Open, 2(2), 
e000368.

•    Madsen, K., Hasselbalch, J., Frederiksen, K. S., Haahr, M. E., 
Gade, A., Law, I., Price, J. C., Knudsen, G. M., Kessing, L. V., & 
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ology of Aging, 33(12), 2334-2342.

•    Mattila, J., Soininen, H., Koikkalainen, J., Rueckert, D., Wolz, 
R., Waldemar, G., & Lötjönen, J. (2012). Optimizing the diag-
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The director of DDRC, professor Gunhild Waldemar received 
the annual Niels A. Lassen award in 2012. Established in 
recognition of the pioneering and outstanding contributions to 
brain research from Professor Niels A. Lassen (1926-1997), the 
Niels A. Lassen foundation presents the prize to a leading Danish 
researcher every year in December. 
Photo: Gunhild Waldemar with Professor Hans Henrik Parving  
from the foundation.

Since 2009, the director of DDRC, Professor Gunhild Waldemar has 

worked as a member of the Transitional Task Force, established by 

the EFNS and ENS with the aim to merge the two societies, creating 

a new united European Academy of Neurology (EAN) represent-

ing more than 20,000 neurologists, national neurological societies 

from 45 countries and individual members. EAN will be formerly 

established in June 2014. The first international conference of 

the society will take place in Berlin in June 2015, and the Danish 

Neurological Society will host the second conference in Copenhagen 

in 2016. The Transition Task Force consists of Professors Jacques de 

Reuck, Belgium, Detlef Kömpf, Germany, and Gunhild Waldemar, 

Denmark, for the EFNS and Professors Claudio Bassetti, Switzerland, 

José Ferro, Portugal, and Gustave Moonen, Belgium, for ENS. The 

EAN intends to be a society open to membership from all over the 

world and will welcome collaboration with other organizations. 

Learn more from efns.org/EFNS-ENS-Liaison-Committee; ensinfo.

org/ean_news; and from Zohar Argov and Richard Hughes. Creation 

of the European Academy of Neurology. Neurology 2012;78;137.

Awards
The Niels A. Lassen award 2012

Neurology in Europe – towards a new 
united European Academy of Neurology

The Danish Alzheimer Association and DDRC are proud to host 

the 26th Alzheimer’s Association International Conference (AAIC) 

in Copenhagen in July 2014. Organised by the U.S. Alzheimer’s 

Association, it is the world’s largest conference on dementia, and 

every year thousands of dementia researchers and experts gather 

at the conference for a week of sharing knowledge and new discov-

eries.  Keep updated on alz.org/aaic

International Alzheimer conference to 
Copenhagen in 2014

The total annual budget of the DDRC amounts to DKK 30 million. 

The annual (internal) budget (clinical staff and running costs) from 

Rigshospitalet for the Copenhagen Memory Clinic is DKK 16 million. 

The operational costs of our research and all national educational 

services are based on project-related external grants and donations 

from public and private foundations, and on “commercial activities” 

(e.g. conferences and contract research), amounting to an annual 

average of DKK 14 million, including the fixed DKK 6 million grant 

from the Danish Ministry of Health and the Danish Health Founda-

tion for the National Info & Education centre. Since 2007 researchers 

at DDRC have attracted external grants for research and educational 

activities, amounting to a total of more than DKK 90 million.

Finance
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