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THE CONTRIBUTION OF WP4 IN THE ALCOVE PROJECT
A systematic review of prevalence rates for dementia in Europe using the same criteria adopted by the
Eurocode has been performed with a particular attention for the highest epidemiological quality
criteria as defined by the Alzheimer’s Disease International World Alzheimer Report of 2009. The
estimated prevalence rate of dementia in Europe is 7.23 for 100 population aged ≥65 years for a total
number of about 6.400.000 cases. To improve data collection on estimates of dementia prevalence in
Europe only high quality studies should be performed using validated (DSM IV and NINCDS‐ADRDA)
and new clinical criteria (National Institute on Aging and the Alzheimer’s Association). Moreover,
epidemiological studies on subjects aged ≤65 years should be promoted to well define dementia
frequency as well as epidemiological studies in the same areas over different decades should be
carried out to intercept any phenomenon of dementia decline as well as speculated by some evidence
of literature.
An evaluation of studies published in peer‐reviewed journals on the use of antipsychotic medication by
dementia patients across Europe allow to estimate a cumulative estimate prevalence of 10.6% in the
general population, of 23.2% in the hospital setting and of 35.6 % in nursing homes. These data are
scarce and fragmentary. Prospective and systematic collection data on dementia patients for specific
settings (community, home care, memory clinic, nursing home) in all Member States (MS) is urgently
necessary. Moreover, a list of antipsychotics used in each MS should be compiled, underlining the off‐
label use for the specific molecules contained therein; the collection of data on use of antipsychotics
by dementia patients should be characterized as appropriate or inappropriate use of the medication;
the information on the use of antipsychotics in conjunction with other quality indicators (e.g. physical
restraints used in nursing home residents with severe dementia) must be gathered and at last an
European database on use of antipsychotics by dementia patients should be implemented. Such a
database would be used to monitor antipsychotic prescriptions in MS and to assess the efficacy of
national programs for antipsychotic use risk reduction. We identified only three current campaigns
being conducted in the UK, Sweden and France for the reduction of exposure to antipsychotics in the
population living with dementia. Overall, in the last year a reduction of 10‐50% has been reported. It is
possible to identify subjects with a clinical diagnosis of dementia exposed to psychotropic drugs in
European countries using current administrative database (i.e. drugs and hospital discharge record).
In a descriptive observational study conducted in 2011 and included as a case study on the population
of the Umbria Region in Italy aged ≥65 among users of acetylcholinesterase inhibitors as a marker of
the dementia, 26% also received a prescription of antipsychotics and 56.5% a prescription of
antidepressants. The corresponding figures among the elderly cohort without dementia were 3.7%
and 20.6%. Thus, the use of antipsychotics was seven times greater in the acetylcholinesterase
inhibitors than in the elderly cohort and almost three times greater for antidepressants.
The European society’s needs in terms of health and social care are in rapid evolution. The burden of
chronic diseases and different forms of dementia is changing the public demand. A questionnaire on
National Programs (NP) and the organization of health and social care services dedicated to dementia
in Europe has been administered with aim to investigate this issue. The principal findings of the
questionnaire on psychotropic drugs (antidepressant, antipsychotics, BDZ) to intercept their use in
patients affected by dementia showed that the medications prescribed are paid for in full by the
National Health System in nine countries (Finland, France, Greece, Luxembourg, Malta, Norway,
Slovakia, Spain, Sweden) and partially in nine countries (Belgium, Cyprus, Czech Republic, Estonia,
Italy, Latvia, Lithuania, Finland, Norway). Two countries (Finland and Norway) have provided mixed
responses on payment system characteristics for these medications.
Out of 24 respondents countries or sub national entities at questionnaire on NP, 11 have a NP
(Belgium FI, Belgium WA, Finland, France, Italy, Netherlands, Norway, Sweden, UK England, UK North
Ireland, UK Wales) and 5 will have one in the near future (Cyprus, Czech Republic, Germany,
Luxemburg, Malta), while 8 do not have any specific plan dedicated to dementia (Bulgaria, Greece,
Latvia, Lithuania, Portugal, Slovakia, Spain) . A total of 82 current data sources were identified from 19
countries for the study of dementia and the systems dedicated to it. The data sources described for
each country’s contact were coded as either administrative or clinical/epidemiological data.
Administrative data accounted for 37.8% of total data sources, and included personal computerized

files, medications files, reimbursement databases, and hospital administrative databases. Data coded
as being for clinical and epidemiological purposes accounted for 57.4% and included computerized
medical files, nursing home and mental services information, national death registries, cohorts,
registries, and surveys. Coding was not possible for 4.8% of the data sources. The European society’s
needs in terms of health and social care are in rapid evolution. The burden of chronic diseases and
different forms of dementia is changing the public demand. In this complex scenario, good quality data
is essential to support planning, governance and to respond to an individual’s expectations. Combining
different data sources created for different purposes might be challenging. Nevertheless, it seems to
be the most efficient way to combine clinical, epidemiological, administrative and economic
assessments as on their own they have missing elements. Administrative data sources lack specific
and good quality clinical data starting from diagnosis. Clinical and epidemiological data sources lack
extensive socio‐economic and demographic information. Record‐linkage might be the solution,
provided a legal framework to safeguard citizens’ privacy is in place. In particular, a minimum data set,
shared among different MS, should be adopted for administrative, clinical, epidemiological and other
relevant data sources. The dataset should include general data on chronic diseases and specific data
on dementia. Moreover, for data collection purposes, a predefined set of operational diagnosis criteria
for dementia should be proposed; the existing data sources should be optimized by providing an
efficient system of record‐linkage; at last, a unique, depersonalized identifier should be made available
for record‐linkage. Privacy concerns needs to be addressed at the European level to assure the
person’s ownership of the data.
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Unremembering eyes
A smile that barely ages
Distant yet so close
Herman Van Rompuy
President of the European Council

This synthesis of knowledge on dementia, based in the exchange of information to promote health, quality of life, autonomy, and dignity among people living with
dementia and their carers in European Member States arises from the ALCOVE Joint Action which has received funding from the European Union, in the framework of
the Health Programme 2008-2013. Its represents the views of the contractors and sole responsibility lies with the authors. The European Commission and the Executive
Agency for Health and Consumers are not responsible for any use that may be made of the information contained therein.
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DementiaisagrowingpriorityfornationalandEuropeandecisionͲmakers,givenitsburdenonindividualslivingwithdementiaand
theircarersandtheimpactonsocialandhealthsystemsasEurope'spopulationisageing.ThisiswhytheEuropeanCommission
promotesarangeofactionstorespondtothischallenge.




In 2009, the Commission launched a European initiative on Alzheimer's disease and other dementias. A major instrument to
implementthisinitiativewastheestablishmentin2010oftheJointAction"AlzheimerCOoperativeValuationinEurope(ALCOVE)",
withcoͲfundingfromtheEUͲHealthProgramme.Inparallel,aJointProgrammingInitiativeonNeurodegenerativeDisorderswas
established, under which the participating countries coordinate their national strategies for research into neurodegenerative

disorders.Alreadyin2008,theCommissionbroughtforwardtheEuropeanPactforMentalHealthandWellͲbeingasaframework
forEUͲlevelexchangeandcooperationonmentalhealthpromotionandmentaldisorderprevention.Finally,in2012theEuropean
InnovationPartnershiponActiveandHealthyAgeingwaslaunched.





The ALCOVE Joint Action brought together partners from 19 European Union Member States, under the lead of the French
NationalAuthorityforHealth.Overtwoyears,thesepartnersworkedtogethertoshareknowledgeandexperiencestoimprove
careandservicesforcitizenslivingwithdementiaandtheirfamilies.



TheJointActionfocusedonfourcrucialquestionsinthefieldofdementia:epidemiologyandprevalence,diagnosisandsystems
fordiagnosis,careforbehaviouraldisorderswiththegoaloflimitingantipsychoticuseandinstitutionalisation,andtherightsand
dignityofpeoplelivingwithdementia.
IampleasedthatALCOVEdevelopedresponsesinalltheseareas.ItundertookacriticalreͲestimationofthenumberofpeople
livingwithdementia.Practicalrecommendationsfor"timely"diagnosesweredeveloped.TheJointActiongeneratedproposalsfor
 25
the development of structures and care organisations to address the behavioural and psychological symptoms of dementia. It 1
mappedoutnationalregulationsforadvancedeclarationsofwill.Finally,itestablishedaToolboxforthelimitationoftheuseof
antipsychoticsinthetreatmentofpeoplelivingwithdementia,inordertoreducetheriskofovermedication.
The outcomes of the ALCOVE Joint Action underline the added value which structured exchange and cooperation between
countries on important health policy issues creates. In particular, during times when health policies face budgetary constraints,
thereisastrongcaseforworkingtogethertoshareknowledgeandtoidentifygoodpracticesandsuccessfulinnovativemodels.
Iamconfidentthatthissynthesisreport,whichpresentstherecommendationsresultingfromworkundertheALCOVEJointAction,
willinformandinspirethefurtherdevelopmentofpoliciesandprogrammesacrosstheEuropeanUnion.
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FINAL REPORT
WP4: Cohorts, Epidemiology and Registration Network
Milestone 1
Publication of a systematic review of available population‐based epidemiological
studies on dementia

Specific objective WP4
Recommendations to improve epidemiological data on AD and other dementia with an
overview of available data and definition of best practices for data collection
Description
Epidemiological data studies (e.g. EuroCode, EADC), national information system (e.g.
insurance) and planned surveys (e.g. EHES or SHARE) will be assessed and criteria for improving
data collection will be proposed
Associated Partners:
ISS, Italy, WP4 leader;
National Institute of Health and welfare (THL), Finland
Institut National de la Sante et la Recherche Medical (INSERM), France
Karolinska Institute (IK), Sweden
Athens Association of AD and Related Disorders (AAADRD), Greece
Ministero della Salute (MINSAL), Italy
Collaborating partners:
Haute Authorite de Sante (HAS), France;
Institudo de Salud Carlos III (ISCIII), Spain;
Slovenska Akademia Vied – Neuroimmunologicky Ustav (NIU SAV), Slovakia

1

1.1. IDENTIFICATION OF STUDIES
Our aim is to perform a systematic review on prevalence rates for dementia in Europe using the
same terms (Table 1) used by Eurocode systematic review as reported in their web‐site
(http://www.alzheimer‐europe.org/Alzheimer‐Europe/Our‐work/Completed‐AE‐projects/2006‐
2008‐EuroCoDein) in the period January 1, 2008 to September 15th 2011, both as MeSH terms
and as free text in title and abstract in the most recent period.

Table 1. Criteria adopted by Eurocode

Inclusion Criteria:
1. Community based study
2. Minimum sample size 300
3. Study survey date including 1990 or thereafter.
4. Use of standardized diagnostic criteria
5. Participation rate over 50%
6. Available raw prevalence data

2

In the Table 2 it has reported the details of the search strategy. It has identified 1097 records.
Table 2. Search strategy adopted by ALCOVE
Search

Most Recent Queries

Time

Result

#17

Search (#11) OR #16 Limits: Publication Date from 2008/01/01

08:21:40

1097

#16

Search (#13) AND #15 Limits: Publication Date from
2008/01/01

08:21:04

337

#15

Search #14 NOT MEDLINE [SB] Limits: Publication Date from
2008/01/01

08:20:44

33565

#14

Search "Prevalence" [TIAB] OR "Incidence" [TIAB] OR
"Epidemiology" [TIAB] Limits: Publication Date from
2008/01/01

08:20:20

177618

#13

Search #12 NOT MEDLINE [SB] Limits: Publication Date from
2008/01/01

08:19:17

2960

#12

Search "Dementia" [TIAB] OR "Alzheimer disease" [TIAB] OR
"Dementia, vascular" [TIAB] OR "Lewy Body Disease" [TIAB]
OR "Frontotemporal dementia" [Mesh] Limits: Publication
Date from 2008/01/01

08:18:34

15564

#11

Search (#8) AND #9 Limits: Publication Date from 2008/01/01

08:16:43

760

#10

Search (#8) AND #9

08:16:21

3263

#9

Search "Prevalence" [Mesh] OR "Incidence" [Mesh] OR
"Epidemiology" [Mesh]

08:15:36

297177

#8

Search "Dementia" [Mesh] OR "Alzheimer disease" [Mesh]
OR "Dementia, vascular" [Mesh] OR "Lewy Body Disease"
[Mesh] OR "Frontotemporal dementia" [Mesh]

08:13:45

98888

All abstracts were assessed separately and then jointly by three evaluators. Were finally
identified the following 14 papers for which were acquired the full text.
38. Clin Neurol Neurosurg. 2011 Aug 20. [Epub ahead of print]
Prevalence and incidence of dementia among 75‐80‐year‐old community‐dwelling elderly in
different districts of Antwerp, Belgium: The Antwerp Cognition (ANCOG)Study.
De Deyn PP, Goeman J, Vervaet A, Dourcy‐Belle‐Rose B, Van Dam D, Geerts E.
136. Br J Psychiatry. 2011 Aug;199(2):119‐25. Epub 2011 Jun 8.
Prevalence of dementia in African‐Caribbean compared with UK‐born White older people: two‐
stage cross‐sectional study.
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Adelman S, Blanchard M, Rait G, Leavey G, Livingston G.
145. BMC Neurol. 2011 May 25;11:54.
A Population‐based study of dementia in the oldest old: the Monzino 80‐plus study.
Lucca U, Garrì M, Recchia A, Logroscino G, Tiraboschi P, Franceschi M, Bertinotti C, Biotti A,
Gargantini E, Maragna M, Nobili A, Pasina L, Franchi C, Riva E,Tettamanti M.
286. Age Ageing. 2011 Mar;40(2):243‐9. Epub 2011 Jan 22.
Increasing prevalence of dementia among very old people.
Mathillas J, Lövheim H, Gustafson Y.
328. Int J Geriatr Psychiatry. 2011 Jan;26(1):106‐7. doi: 10.1002/gps.2456.
Prevalence and causes of young onset dementia in an English health district.
Renvoize E, Hanson M, Dale M.
441. Acta Neurol Scand. 2011 May;123(5):316‐24.
Prevalence and European comparison of dementia in a ≥75‐year‐old composite population in
Spain.
Virués‐Ortega J, de Pedro‐Cuesta J, Vega S, Seijo‐Martínez M, Saz P, Rodríguez F, Rodríguez‐
Laso A, Reñé R, de Las Heras SP, Mateos R, Martínez‐Martín P, Mahillo‐Fernández I, López‐
Pousa S, Lobo A, Reglà JL, Gascón J, García FJ, Fernández‐Martínez M, Boix R, Bermejo‐Pareja F,
Bergareche A, Sánchez‐Sánchez F,
de Arce A, del Barrio JL; Spanish Epidemiological Studies on Ageing Group.
464. BMC Neurol. 2010 Jun 11;10:42.
Prevalence and pattern of cognitive impairment in rural and urban populations from Northern
Portugal.
Nunes B, Silva RD, Cruz VT, Roriz JM, Pais J, Silva MC.
616. BMC Neurol. 2009 Oct 19;9:55.
Prevalence of dementia and major dementia subtypes in Spanish populations: a reanalysis of
dementia prevalence surveys, 1990‐2008.
de Pedro‐Cuesta J, Virués‐Ortega J, Vega S, Seijo‐Martínez M, Saz P, Rodríguez F, Rodríguez‐
Laso A, Reñé R, de las Heras SP, Mateos R, Martínez‐Martín P, Manubens JM, Mahillo‐
Fernandez I, López‐Pousa S, Lobo A, Reglà JL, Gascón J., García F.J., Fernández‐Martínez M.,
Boix R., Bermejo‐Pareja F., Bergareche A., Benito‐León J., de Arce A., del Barrio J.L.
617. Acta Neurol Scand. 2009 Nov;120(5):300‐7.
Prevalence of dementia and cognitive impairment in Southeastern Spain: the Ariadna study.
Gavrila D., Antúnez C., Tormo M.J., Carles .R, García Santos J.M., Parrilla G., Fortuna L., Jiménez
J., Salmerón D., Navarro C.
729. J Geriatr Psychiatry Neurol. 2009 Dec;22(4):246‐55. Epub 2009 May 5.
Consistency of clinical diagnosis of dementia in NEDICES: A population‐based longitudinal study
in Spain.
Bermejo‐Pareja .F, Benito‐León J., Vega S., Olazarán J., de Toledo M., Díaz‐Guzmán J., Sánchez‐
Sánchez F., Morales‐González J.M., Trincado R., Portera‐Sánchez A., Román G.C.
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762. J Neurol Sci. 2009 Aug 15;283(1‐2):62‐5. Epub 2009 Mar 4.
Prevalence of dementia in mountainous village of Sicily.
Spada R.S., Stella G., Calabrese S., Bosco P., Anello G., Guéant‐Rodriguez R.M., Romano A.,
Benamghar L., Guéant J.L.
1014. Am J Alzheimers Dis Other Demen. 2008 Feb‐Mar;23(1):67‐76.
The prevalence of dementia in an urban Turkish population.
Gurvit H., Emre M., Tinaz S., Bilgic B., Hanagasi H., Sahin H., Gurol E., Kvaloy J.T., Harmanci H.
1024. Neuroepidemiology. 2008;30(1):25‐33. Epub 2008 Feb 6.
Prevalence and pattern of cognitive impairment in a community cohort of men in South Wales:
methodology and findings from the Caerphilly Prospective Study.
Fish M., Bayer A.J., Gallacher J.E., Bell T., Pickering J., Pedro S., Dunstan F.D., Ben‐Shlomo Y.,
Ebrahim S.
1026. Rev Neurol. 2008 Jan 16‐31;46(2):89‐96.
[Prevalence of dementia in the elderly aged above 65 in a district in the Basque Country].
[Article in Spanish]
Fernández M., Castro‐Flores J., Perez‐de las Heras S., Mandaluniz‐Lekumberri A., Gordejuela M.,
Zarranz J.
It was a data extraction table with the following ten information: authors, country, period,
procedures for identification of subjects (one or two phases), Clinical criteria adopted, Age‐
classes, number of subjects, number of patients, prevalence rate, participation rate.
The data extraction tables of 14 articles are listed in detail in annex 1 of the document.

Subsequently, we have acquired the full text of 17 articles included in EUROCODE in order to
identify the clinical criteria adopted for the diagnosis of dementia and to make a comparison
with the same criteria reported in the 14 papers included in ALCOVE.
References for prevalence of dementia in Europe EUROCODE
1.

Andersen K., Lolk A., Nielsen H., Andersen J., Olsen C., Kragh‐Sorensen P., 1997.
Prevalence of very mild to severe dementia in Denmark. Acta Neurol. Scand. 96(2),
82‐87.
2.
Azzimondi G., D'alessandro R., Pandolfo G., Feruglio F.S., 1998. Comparative study
of the prevalence of dementia in two Sicilian communities with different
psychosocial backgrounds. Neuroepidemiology 17(4), 199‐209.
3.
Bdzan L.B., Turczynski J., Szabert K., 2007. [Prevalence of dementia in a rural
population]. Psychiatr. Pol. 41(2), 181‐188.
4.
De R.D., Berardi D., Menchetti M., Ferrari G., Serretti A., Dalmonte E., Fratiglioni
L., 2005. Occurrence of cognitive impairment and dementia after the age of 60: a
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population‐based study from Northern Italy. Dement. Geriatr. Cogn. Disord. 19(2‐
3), 97‐105.
5.
Ferini‐Strambi L., Marcone A., Garancini P., Danelon F., Zamboni M., Massussi P.,
Tedesi B., Smirne S., 1997. Dementing disorders in north Italy: prevalence study in
Vescovato, Cremona Province. Eur. J. Epidemiol. 13(2), 201‐204.
6.
Gabryelewicz T., 1999. [The prevalence of dementia in the population of the
Warsaw district of Mokotow from 65 to 84 years of age]. Psychiatr. Pol. 33(3), 353‐
366.
7.
Gascon‐Bayarri J., Rene R., Del Barrio J.L., De Pedro‐Cuesta J., Ramon J.M.,
Manubens J.M., Sanchez C., Hernandez M., Estela J., Juncadella M., Rubio F.R.,
2007. Prevalence of dementia subtypes in El Prat de Llobregat, Catalonia, Spain: the
PRATICON study. Neuroepidemiology 28(4), 224‐234.
8.
Gostynski M., Jdacic‐Gross V., Gutzwiller F., Michel J.P., Herrmann F., 2002.
[Prevalence of dementia in the City of Zurich]. Soz. Praventivmed. 47(5), 330‐335.
9.
Helmer C., Peres K., Letenneur L., Guttierez‐Robledo L.M., Ramaroson H.,
Barberger‐Gateau P., Fabrigoule C., Orgogozo J.M., Dartigues J.F., 2006. Dementia
in subjects aged 75 years or over within the PAQUID cohort: prevalence and burden
by severity. Dement. Geriatr. Cogn. Disord. 22(1), 87‐94.
10. Manubens J.M., Martinez‐Lage J.M., Lacruz F., Muruzabal J., Larumbe R., Guarch
C., Urrutia T., Sarrasqueta P., Martinez‐Lage P., Rocca W.A., 1995. Prevalence of
Alzheimer's disease and other dementing disorders in Pamplona, Spain.
Neuroepidemiology 14(4), 155‐164.
11. Ott A., Breteler M.M., Van H.F., Claus J.J., Van Der Cammen T.J., Grobbee D.E.,
Hofman A., 1995. Prevalence of Alzheimer's disease and vascular dementia:
association with education. The Rotterdam study. BMJ 310(6985), 970‐973.
12. Prencipe M., Casini A.R., Ferretti C., Lattanzio M.T., Fiorelli M., Culasso F., 1996.
Prevalence of dementia in an elderly rural population: effects of age, sex, and
education. J. Neurol. Neurosurg. Psychiatry 60(6), 628‐633.
13. Ravaglia G., Forti P., Maioli F., Sacchetti L., Mariani E., Nativio V., Talerico T.,
Vettori C., Macini P.L., 2002. Education, occupation, and prevalence of dementia:
findings from the Conselice study. Dement. Geriatr. Cogn Disord. 14(2), 90‐100.
14. Riedel‐Heller S.G., Busse A., Aurich C., Matschinger H., Angermeyer M.C., 2001.
Prevalence of dementia according to DSM‐III‐R and ICD‐10: results of the Leipzig
Longitudinal Study of the Aged (LEILA75+) Part 1. Br. J. Psychiatry 179, 250‐254.
15. Tognoni G., Ceravolo R., Nucciarone B., Bianchi F., Dell'agnello G., Ghicopulos I.,
Siciliano G., Murri L., 2005. From mild cognitive impairment to dementia: a
prevalence study in a district of Tuscany, Italy. Acta Neurol. Scand. 112(2), 65‐71.
16. Vilalta‐Franch J., Lopez‐Pousa S., Llinas‐Regla J., 2000. [The prevalence of
dementias in a rural area. A study in Girona]. Rev. Neurol. 30(11), 1026‐1032.
17. Von S.E., Viitanen M., De R.D., Winblad B., Fratiglioni L., 1999. Aging and the
occurrence of dementia: findings from a population‐based cohort with a large
sample of nonagenarians. Arch. Neurol. 56(5), 587‐592.

We've also applied the same data extraction table for 17 posts in order to make a more precise
comparison between gi studies included in Eurocode and those included in the Alcove.
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The data extraction tables of 17 's were Eurocode laid down in annex 2.

After a series of contacts with Emma Reynish, the Eurocode project coordinator (NHS FIFE) and
with Jean Georges, Coordinator of Alzheimer Europe, were obtained raw data, by sex and age
group, published and unpublished, of the 17 studies included in Eurocode.

1.2 METHODS AND QUALITY CRITERIA ADOPTED
To define the best practices for the collection of epidemiological data, we have acquired the
following three paper and one Report to summary the scientific discussion on this issue.
Erkinjuntti T., Ostbye T., Steenhuis R., Hachinski V. The effect of different diagnostic criteria on
the prevalence of dementia. N. Engl. J. Med. 1997 Dec 4;337(23):1667‐74.
Dunn G., Pickles A., Tansella M., Vázquez‐Barquero J.L. Two‐phase epidemiological surveys in
psychiatric research. Br. J. Psychiatry. 1999 Feb;174:95‐100.
Corrada M., Brookmeyer R., Kawas C. Sources of variability in prevalence rates of Alzheimer's
disease. Int. J. Epidemiol. 1995 Oct;24(5):1000‐5. Review.
Alzheimer’s Disease International World Alzheimer Report 2009. Editors Prof Martin Prince,
Institute of Psychiatry, King’s College London (chapter 1–2) Mr Jim Jackson (chapter 3–4).
In this systematic review we identify the following principal characteristics that influence the
quality and the variability of prevalence studies in dementia:
a. Sample size
b. Design
c. Response proportion
d. Diagnostic assessment
e. Clinical criteria adopted
The items from a to d have been proposed by Alzheimer Disease International (ADI 2009) and
an overall quality score was calculated (Table 3)(min 0 – max 11), while the item e has been
considered in the paper of Erkinjuntti et al 1997 (Table 4).
This article shows a difference of about 10 times the estimated prevalence rates of dementia in
Canadian population with age greater than 65 years, passing from the application of ICD 10
criteria (prevalence rate of 3.1 per 100 inhabitants) to those of DSM III (prevalence rate of 29.1
per 100 inhabitants).
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Table 3. A quality score proposed by ADI 2009
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Table 4. Variability in prevalence of dementia by clinical criteria (Erkinjuntti et al 1997)

These criteria have been used to assess the 17 Eurocode and 14 Alcove studies.

1.3

EUROCODE DATA

A total of 194 articles were identified from the literature search from 1990 to 2007 . 31 studies
were identified as possible for inclusion in collaborative analysis and they were invited to
submit data. Raw data was obtained from 17 studies and used in the collaborative analysis of
dementia prevalence rates in Europe. In the Table 5 the 17 studies are reported for number of
partecipants, age range and prevalence of dementia. In the Table 6 the pooled age‐sex specific
rates for dementia per 100 populations are showed.
The data of Tables 5 and 6 are reported in web site of Eurocode project.
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Table 5. The 17 studies included in Eurocode
Author

Country

Number of

Age range

participants

Prevalence of
dementia (%)

Gabryelewicz

Poland

893

65‐84

5,7

Ravaglia

Italy

1016

?65

5,9

Tognoni

Italy

1600

?65

6,2

Ott

Netherlands

7528

>55

6,3

De Ronchi

Italy

7930

?61

6,5

Bdzan

Poland

1000

?60

6,7

Andersen

Denmark

3346

65‐84

7,1

Prencipe

Italy

968

?65

8

Gascon‐Bayarri

Spain

1754

?70

9,4

Ferini‐Strambi

Italy

673

?60

9,8

Gostynski

Switzerland

465

?65

10,1

Strauss

Sweden

1424

77‐84

13

Vilalta‐Franch

Spain

1460

?70

16,3

Manubens

Spain

1127

>70

17,2

Riedel‐Heller

Germany

1265

?75

17,4

Helmer

France

1461

?75

17,8

Azzimondi

Italy

727

>74

21,9
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Table 6. The pooled age‐sex prevalence rates (per 100 pop. ) for dementia in Eurocode
Age Range

Male

Female

Total

Prevalence

Prevalence

Prevalence

60‐64

0,2

0,9

0,6

65‐69

1,8

1,4

1,6

70‐74

3,2

3,8

3,5

75‐79

7,0

7,6

7,4

80‐84

14,5

16,4

15,7

85‐89

20,9

28,5

26,2

90‐94

29,2

44,4

41,0

>95

32,4

48,8

46,3

On the basis on available data of Eurocode it is possibile to estimate the number of prevalent
dementia cases expected in EU 27 countries for sex and age class. In this calculation it has
considered the data of the European population on 2011 reported in Eurostat site
(http://appsso.eurostat.ec.europa.eu/nui/show.do?dataset=demo_pjangroup&lang=en).

Moreover for the availability of data for age presents in Eurostat web site (60‐64 yrs; 65‐69, 70‐
74, 75‐79,80‐84, >84) a pooled analysis for age >84 yrs and sex has been performed using the
Eurocode data published and supplied by Emma Reynish.

For the calculation of 95% confidence intervals the following formula has been adopted
assuming a Poisson distribution of phenomenon: π ± 1,96 √ π (1‐ π)/n, where π means the
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prevalence and n the absolute number of population with age > 60 yrs included in all studies of
Eurocode (males = 13130; females = 20261; total = 33391).
In the Table 7 the number of male cases with dementia and the prevalence rate for dementia in
males has reported with relative confidence intervals for Eurocode data.
In the Table 8 the number of female cases with dementia and the prevalence rate for dementia
in females has reported with relative confidence intervals for Eurocode data.

In the Table 9 the total number of cases with dementia and prevalence rate for dementia in
total population has reported with relative confidence intervals for Eurocode data.

Table

Age
Range

Male Prevalence

Male population

Male cases with
dementia

60‐64
65‐69
70‐74
75‐79
80‐84
>84
total

0,2
1,8
3,2
7
14,5
25,2
5,11

14.575.961
11.148.133
9.999.189
7.536.376
5.009.054
3.297.057
51.565.770

29152
200666
319974
527546
726313
830858
2634510

7.

The prevalence rate for dementia in males and number of cases estimate
(Eurostat 2011)(EU 27 countries)(Eurocode data)

The prevalence rate for dementia (2634510 cases/51565770 pop) in males is
of 5.11 per 100 pop (CI95% 4.73‐5.55)
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The number of males cases with dementia estimate is of 2634510
(CI95% 2439061‐2861900)
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Table 8. The prevalence rate for dementia in females and number of cases estimate
(Eurostat 2011)(EU 27 countries) (Eurocode data).

Age
Range

Female
Prevalence

Female
population

Female cases with
dementia

60‐64
65‐69
70‐74
75‐79
80‐84
>84
total

0,9
1,4
3,8
7,6
16,4
36,1
8,51

15.697.354
12.577.017
12.233.163
10.378.127
8.256.697
7.639.527
66.781.885

141276
176078
464860
788738
1354098
2757869
5682920

The prevalence rate for dementia (5682920 cases/66781885 pop) in females is
of 8.51 per 100 pop
(CI95% 8.13‐8.89)
The number of females cases with dementia estimate is of 5682920
(CI95% 5429367‐5936910)

Table 9. The prevalence rate for dementia in total population and number of cases estimate
(Eurostat 2011)(EU 27 countries) (Eurocode data)
Age
Range

Total Prevalence

Total population

Total cases with
dementia

60‐64
65‐69
70‐74
75‐79
80‐84
>84
total

0,6
1,6
3,5
7,4
15,7
33
7,06

30.273.315
23.725.150
22.232.352
17.914.503
13.265.751
10.936.584
118.347.655

181640
379602
778132
1325673
2082723
3609073
8356843

The prevalence rate for dementia (8356843 cases/118347655 pop) in total population is
of 7.06 per 100 pop
(CI95% 6.78‐7.33)
The number of total cases with dementia estimate is of 8356843
(CI95% 8023971‐8674883)
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We have applicated the quality score proposed by Alzheimer Disease International (ADI 2009)
and identified the clinical criteria adopted in all studies included in Eurocode. In the Table 10
are reported the findings.

Table 10. The quality scores of 17 studies included in Eurocode
Author

Sample
size
(1)

Design

Response

Diagnostic

Clinical criteria

Total

(2)

Proportion

Assessment

adopted

Score*

(3)

(4)

Gabryelewicz

1

2

3

2

CAMDEX – DSM III R

8

Ravaglia

1

0

2

4

DSM IV

7

Tognoni

1.5

1

2

3

DSM IV

7.5

Ott

2

0

2

2

DSM III R

6

De Ronchi

2

0

2

2

DSM III R

6

Bdzan

1

0

3

1

ICD 10

5

Andersen

2

0

2

2

DSM III R

6

Prencipe

1

0

3

3

DSM III

7

Gascon‐Bayarri

1.5

1

3

4

DSM IV

9.5

Ferini‐Strambi

1

0

2

1

NINCDS‐ADRDA
NINCDS‐ AIREN

4

Gostynski

0.5

0

3

1

DSM III R

4.5

Strauss

1.5

2

2

2

DSM III R

7.5

Vilalta‐Franch

1.5

0

3

2

CAMDEX

6.5

Manubens

1

0

3

2

CAMDEX – DSM III R

6

Riedel‐Heller

1.5

2

2

2

ICD 10 – DSM III R

7.5

Helmer

2

0

1

3

DSM III R

6

Azzimondi

1

2

3

2

DSM III R

8

* Sum of the scores included in the columns 1,2,3 and 4
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1.4 ALCOVE DATA
Out of 14 studies identified in ALCOVE two (De Pedro Cuesta 2009, Renvoize 2010) have been
excluded because the first is a review and the second regarding the epidemiology on young
onset dementia (45‐64 yrs).
In the Tables 11 the 12 studies included in ALCOVE analysis are reported for number of
partecipants, age range and prevalence of dementia. In the Table 12 the pooled age‐sex specific
rates for dementia per 100 populations are showed.

The rates presented in pooled analysis in 12 refer to Table 8 of 12 studies included in the
ALCOVE.
Adelman's study was excluded because the authors contacted said they have no more available
raw data by sex and age group.
Gavrilla did not respond to two e‐mails sent in September and December 2012.
The authors Fish and Lucca are an ongoing series of contacts to ensure the confidentiality of
data and involvement in a possible publication.

For these reasons, the data submitted from this point onwards are still not conclusive.
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Table 11. The 12 studies included in ALCOVE
Author

Country

Number of

Age range

Prevalence of dementia (%)

participants
De Deyn PP

Belgium

825

75‐80

8.7

Adelman

UK

426

≥60

9.6 (Afro Caribbean)
6.9% (White)

Lucca

Italy

2139

≥80

16% at 80‐84 yrs, 34% at 85‐
89, 43% at 90‐94, and 57%
over 94

Mathillas

Sweden

430

≥85

26.5

Virues‐Ortega

Spain

546

≥75

9.0

Nunes

Portugal

1146

55‐79

2.7

Gavrilad

Spain

1074

65 ‐ 96

5.5

Bermejo‐Pareja

Spain

5914

≥65

65 – 69 yrs: 1%, 70 – 74:
2,3%, 75 – 79: 4,4%, 80 – 84:
11,5%, 85 – 89: 22,2%, 90+:
32,6%.

Spada

Italy

374

60 ‐ 85

7.1

Gurvit

Turkey

1019

≥70

20

Fish

UK

1225

65‐84

6.1

Fernandez

Spain

2583

≥65

9.1
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Table 12. The pooled age‐sex prevalence rates (per 100 pop. ) for dementia in ALCOVE
Age Range

Male
Prevalence

Female
Prevalence

Total
Prevalence

60‐64

1,7

1,5

1,6

65‐69

1,1

1,4

1,3

70‐74

4,1

4,1

4,1

75‐79

4,2

8,5

6,8

80‐84

9,5

14,6

12,7

85‐89

16,9

26,9

23,4

90‐94

29,1

32,8

31,6

>95

27,1

50,3

45,5

For the calculation of 95% confidence intervals the following formula has been adopted
assuming a Poisson distribution of phenomenon: π ± 1,96 √ π (1‐ π)/n, where π means the
prevalence and n the absolute number of population with age > 60 yrs included in all studies of
ALCOVE (males = 4755; females = 6937; total = 11692).
Moreover for the availability of data for age presents in Eurostat web site (60‐64 yrs; 65‐69, 70‐
74, 75‐79,80‐84, >84) a pooled analysis for age >84 yrs and sex has been performed using the
ALCOVE data.
In the Table 13 the number of male cases with dementia and the prevalence rate for dementia
in males has reported with relative confidence intervals for ALCOVE data.
In the Table 14 the number of female cases with dementia and the prevalence rate for
dementia in females has reported with relative confidence intervals for ALCOVE data.
In the Table 15 the total number of cases with dementia and prevalence rate for dementia in
total population has reported with relative confidence intervals for ALCOVE data.
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Table 13. The prevalence rate for dementia in males and number of cases estimate
(Eurostat 2011)(EU 27 countries)(ALCOVE data)

Age Range
60‐64
65‐69
70‐74
75‐79
80‐84
>84
total

Male
Prevalence
1,7
1,1
4
4,2
9,5
21,3
4,39

Male
population
14.575.961
11.148.133
9.999.189
7.536.376
5.009.054
3.297.057
51.565.770

Male cases
with dementia
247791
122629
399968
316528
475860
702273
2265049

The prevalence rate for dementia (2265049 cases/51565770 pop) in males is
of 4.39 per 100 pop
(CI95% 3.81‐5.00)
The number of males cases with dementia estimate is of 2265049
(CI95% 1964656‐2578288)

Table 14. The prevalence rate for dementia in females and number of cases estimate
(Eurostat 2011)(EU 27 countries)(ALCOVE data).
Age Range
60‐64
65‐69
70‐74
75‐79
80‐84
>84
total

Female
Prevalence
1,5
1,4
4,1
8,5
14,6
32,1
8,16

Female
population
15.697.354
12.577.017
12.233.163
10.378.127
8.256.697
7.639.527
66.781.885

Female cases
with dementia
235460
176078
501560
882141
1205478
2452288
5453005

The prevalence rate for dementia (5453005 cases/66781885 pop) in females is
of 8,16 per 100 pop
(CI95% 7,51‐8,80)
The number of females cases with dementia estimate is of 5453005

19

(CI95% 5015320‐5876806)
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Table 15. The prevalence rate for dementia in total population and number of cases estimate
(Eurostat 2011)(EU 27 countries)(ALCOVE data)

Age Range
60‐64
65‐69
70‐74
75‐79
80‐84
>84
Total

Total
Prevalence
1,6
1,3
4,1
6,8
12,7
28,7
6,50

Total
population
30.273.315
23.725.150
22.232.352
17.914.503
13.265.751
10.936.584
118.347.655

Total cases
with dementia
484373
308427
911526
1218186
1684750
3138800
7746063

The prevalence rate for dementia (7746063 cases/118347655 pop) in total popualtion is
of 6.50 per 100 pop
(CI95% 6.00‐6.94)
The number of total cases with dementia estimate is of 7746063
(CI95% 7100859‐8213327)
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We have applicated the quality score proposed by Alzheimer Disease International (ADI 2009)
and identified the clinical criteria adopted in all studies included in ALCOVE. In the Table 10 are
reported the findings.

Table 16. The quality scores of 12 studies included in ALCOVE
Author

Sample
size
(1)

Design

Response

Diagnostic

Clinical criteria

Total

(2)

Proportion

Assessment

adopted

Score *

(3)

(4)

De Deyn PP

1

0

3

3

CAMDEX – R‐N

7

Adelman

1

0

1

3

DSM IV TR
ICD 10

5

Lucca

1.5

2

3

4

DSM IV

10.5

Mathillas

1

2

2

2

DSM IV

7

Virues‐Ortega

1

2

1

2

DSM IV

6

Nunes

1.5

0

1

2

DSM IV TR

4.5

Gavrilad

1.5

0

2

2

DSM IV

5.5

Bermejo‐Pareja

2

2

3

2

DSM IV

9

Spada

0.5

0

2

2

DSM IV

4.5

Gurvit

1

2

3

3

DSM III

9

Fish

1.5

2

2

2

DSM IV

7.5

Fernandez

1.5

0

2

2

DSM IV

5.5

*Sum of the scores included in the columns 1,2,3 and 4
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1.5 ESTIMATE INCLUDING HIGH QUALITY STUDIES OF EUROCODE AND ALCOVE
In the Table 17 we included all studies of Eurocode (n = 3) and ALCOVE (n = 10) which have
adopted the clinical criteria of DSM IV.

Table 17. The quality scores of studies included in EUROCODE and ALCOVE with the DSM IV
clinical criteria

Author

Sample
size
(1)

Design

Response

Diagnostic

Clinical criteria

Total

(2)

Proportion

Assessment

adopted

Score *

(3)

(4)

Ravaglia

1

0

2

4

DSM IV

7

Tognoni

1.5

1

2

3

DSM IV

7.5

Gascon‐Bayarri

1.5

1

3

4

DSM IV

9.5

Adelman

1

0

1

3

DSM IV TR
ICD 10

5

Lucca

1.5

2

3

4

DSM IV

10.5

Mathillas

1

2

2

2

DSM IV

7

Virues‐Ortega

1

2

1

2

DSM IV

6

Nunes

1.5

0

1

2

DSM IV TR

4.5

Gavrilad

1.5

0

2

2

DSM IV

5.5

Bermejo‐Pareja

2

2

3

2

DSM IV

9

Spada

0.5

0

2

2

DSM IV

4.5

Fish

1.5

2

2

2

DSM IV

7.5

Fernandez

1.5

0

2

2

DSM IV

5.5

*Sum of the scores included in the columns 1,2,3 and 4

23

The mean of quality score of all studies (n= 13) that adopted DSM IV criteria is of 6,85±1,93
(range 4,50‐10,50, median 7).

We included in the pooled analysis tutti gli studi di Eurocode (n=3) e ALCOVE (n=4) that have
adopted the DSM IV clinical criteria and have a quality score ≥7 (median value of distribution).
These studies are checked in red color in the Table 17.

In this phase we not can include the Lucca’s and Fish’s studies because the raw data for age and
sex not were yet supplied by the authors.

In Table 18 are then pooled analysis of the reported rates to 5 Eurocode studies and Alcoves. It
notes that for the age group 60‐64 has not been possible to calculate prevalence rates for
dementia.
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Table 18. The pooled age‐sex prevalence rates (per 100 pop. ) for dementia in high quality
studies included in EUROCODE and ALCOVE

Age Range

Male

Female

Total

Prevalence

Prevalence

Prevalence

60‐64

‐

‐

‐

65‐69

0,93

1,07

1

70‐74

2,11

2,35

2,24

75‐79

3,9

5,59

4,98

80‐84

8,59

13,37

11,56

85‐89

16,75

25,97

22,72

90‐94

32,27

35,78

34,67

>95

27,27

48,29

45,38
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At this point we estimated rates and cases of dementia in the European population of the 27
Member States on the basis of better quality of Eurocode and ALCOVES that have adopted the
same clinical criteria of DSM IV.

In the Table 19 the number of male cases with dementia and the prevalence rate for dementia
in males has reported with relative confidence intervals for Eurocode and ALCOVE data.

In the Table 20 the number of female cases with dementia and the prevalence rate for
dementia in females has reported with relative confidence intervals for Eurocode and ALCOVE
data.

In the Table 21 the total number of cases with dementia and prevalence rate for dementia in
total population has reported with relative confidence intervals for Eurocode and ALCOVE data.

Table 19. The prevalence rate for dementia in males and number of cases estimate
(Eurostat 2011)(EU 27 countries)(high quality studies included in EUROCODE and ALCOVE)

Age Range
65‐69
70‐74
75‐79
80‐84
>84
Total

Male
Prevalence

Male
population

Male cases
with dementia

0,93
2,11
3,9
8,59
22,26
4,79

11.148.133
9.999.189
7.536.376
5.009.054
3.297.057
36.989.809

103678
210983
293919
430278
733925
1772782

The prevalence rate for dementia (1772782 cases/ 36.989.809 pop) in total popualtion is
of 4,79 per 100 pop
(CI95% 4,15‐5,42)
The number of total cases with dementia estimate is of 1772782
(CI95% 1535077‐2004848)
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Table 20. The prevalence rate for dementia in females and number of cases estimate
(Eurostat 2011)(EU 27 countries)(high quality studies included in EUROCODE and ALCOVE)

Age Range
65‐69
70‐74
75‐79
80‐84
>84
total

Female
Prevalence

Female
population

Female cases
with dementia

1,07
2,35
5,59
13,37
32,68
9,01

12.577.017
12.233.163
10.378.127
8.256.697
7.639.527
51.084.531

134574
287479
580137
1103920
2496597
4602709

The prevalence rate for dementia (4602709 cases/51.084.531 pop) in females is
of 9,01 per 100 pop
(CI95% 8,30‐9,72)
The number of females cases with dementia estimate is of 4602709
(CI95% 4240016‐4965416)

Table 21. The prevalence rate for dementia in total population and number of cases estimate
(Eurostat 2011)(EU 27 countries)(high quality studies including in EUROCODE and ALCOVE)

Age Range
65‐69
70‐74
75‐79
80‐84
>84
total

Total
Prevalence

Total
population

Total cases
dementia

1
2,24
4,98
11,56
29,32
7,23

23.725.150
22.232.352
17.914.503
13.265.751
10.936.584
88.074.340

237252
498005
892142
1533521
3206606
6367526

The prevalence rate for dementia (6367526 cases/88.074.340 pop) in total population is
of 7,23 per 100 pop
(CI95% 6,74‐7,72)
The number of total cases with dementia estimate is of 6367526
(CI95% 5936210‐6799339)
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1.6

SUMMARY OF ALL ESTIMATES OF PREVALENCE IN DEMENTIA IN EUROPE

A summary of the statistical processing carried out for rate (65 yrs >) and number of cases with
dementia dear in Europe and its confidenza.con range data for Eurocode, alcoves and the best
studies of Eurocode and ALCOVE are shown in Tables 22, 23 and 24.
Were calculated confidence intervals of the overall rates for dementia and cases for Eurocode
studies and Alcove including only the population with age greater than 65 years.
The number of subjects with age greater than 65 years of Eurocode: 11829 males, 15858
females, 30289 total .
The number of subjects with age greater than 65 years of ALCOVE are the following: 4639
males, 6742 females, 11381 total.
Table 22. The comparison between male prevalence rate and number of male cases estimate
with dementia in relation to different project (age > 65 yrs)(Eurostat 2011)(EU 27 countries)

EUROCODE
ALCOVE
The high quality studies

Males
rate
7,04
5,45
4,79

CI 95%
pop
male rate
6,58‐7,50 36.989.809
4,80‐6,10 36.989.809
4,15‐5,42 36.989.809

Males
cases
2605358
2017258
1772782

CI 95%
males cases
2433929‐2774236
1775511‐2256378
1535077‐2004848

Table 23. The comparison between female prevalence rate and number of female cases
estimate with dementia in relation to different project (age > 65 yrs)(Eurostat 2011)(EU 27
countries)

EUROCODE
ALCOVE
The high quality studies

Females
CI 95%
Females
pop
rate
female rate
cases
10,85
10,4‐11,3 51.084.531 5541644
10,21
9,49‐10,93 51.084.531 5217545
9,01
8,30‐9,72 51.084.531 4602709

CI 95%
females cases
5312791‐5772552
4847922‐5583539
4240016‐4965416

Table 24. The comparison between total prevalence rate and number of total cases estimate
with dementia in relation to different project (age > 65 yrs)(Eurostat 2011)(EU 27 countries)

EUROCODE
ALCOVE

Total
rate
9,28
8,24

CI 95
Total
pop
total rate
cases
8,95‐9,61 88.074.340 8175204
7,73‐8,74 88.074.340 7261690

CI 95%
total cases
7882653‐8463944
6808146‐7697697
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The high quality studies

7,23

6,74‐7,72 88.074.340 6367526

5936210‐6799339
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1.7

OVERALL ANALYSES AND COMMENTS

Prevalence estimates for dementia performed with data from Eurocode, ALCOVE and the best
studies of the two projects that have adopted the same diagnostic criteria established by DSM
IV show important differences regarding the values of the calculated rates.

In particular, the studies included in the ALCOVE estimate reduced by an average of 22.6 per
cent of the male rate of 6% of the female rate and 11.2% of the total rate compared to
estimates made using the studies included in Eurocode (Tables 22‐24).

The overall quality score of all studies included in Eurocode and ALCOVE (n = 29) and separately
for Eurocode (n = 17) and ALCOVE (n = 12) are given in Table 25.

Table 25. The descriptive parameters of quality scores in all studies

N
Mean
Median
Standard Deviation
Min
Max

ALL STUDIES
29
6,7241
7,0000
1,57880
4,00
10,50

Eurocode
17
6,5882
6,5000
1,38333
4,00
9,50

ALCOVE
12
6,9167
7,0000
1,86880
4,50
10,50
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A detailed distribution on the quality of the studies is shown in Figure 1.

The statistical analysis is carried out as continuous score (t =‐0.545; p = 0.590) and categorical
approach (chi square = 0.237, p = 0.888) around a percentile distribution distribution of scores
from all studies) (Table 26) do not show any significant difference between the quality of the
studies included in Eurocode compared to those included in the ALCOVE. The only significant
difference is in the number of studies with different clinical criteria included in two projects (chi
square = 17.944 p = 0.036) (Table 27).
Table 26. Distribution in percentiles (33%) of all studies
group
4‐6
Quality score

6,5‐7,5
> 7,5

Total

n
%
n
%
n
%
n
%

Eurocode
8
47,1%
6
35,3%
3
17,6%
17
100,0%

Total
ALCOVE
5
41,7%
4
33,3%
3
25,0%
12
100,0%

13
44,8%
10
34,5%
6
20,7%
29
100,0%

31

Table 27. The distribution of clinical criteria in all studies

CAMDEX
CAMDEX – DSM III R
CAMDEX – R‐N
DSM III
DSM III R
Clinical Criteria
DSM IV
DSM IV TR
ICD 10
ICD 10 – DSM III R
NINCDS
Total

n
%
n
%
n
%
n
%
n
%
n
%
n
%
n
%
n
%
n
%
n
%

group
Eurocode
1
5,9%
2
11,8%
0
0,0%
1
5,9%
7
41,2%
3
17,6%
0
0,0%
1
5,9%
1
5,9%
1
5,9%
17
100,0%

Total
ALCOVE
0
0,0%
0
0,0%
1
8,3%
1
8,3%
0
0,0%
8
66,7%
2
16,7%
0
0,0%
0
0,0%
0
0,0%
12
100,0%

1
3,4%
2
6,9%
1
3,4%
2
6,9%
7
24,1%
11
37,9%
2
6,9%
1
3,4%
1
3,4%
1
3,4%
29
100,0%

Estimates made using the highest quality studies Eurocode and ALCOVES that have adopted
clinical criteria of DSM IV shows a decrease by an average of 32% of male rate, 17% of female
rate of 22.1% and the total rate compared to estimates made using the studies included in
Eurocode and a reduction in average of 12.1% of male rate11.7%, the female rate of 12.2% and
the total rate compared to estimates made using the studies included in the ALCOVE (Tables
22‐24).

If you consider that the use of DSM‐IV clinical criteria lead to underestimation of the overall
prevalence of dementia compared with studies with DSM criteria III (53%) and DSM III R

32

(20.8%), we can assume that most of the variability of estimates observed in epidemiological
studies conducted on dementia in Europe and included in this report are attributable primarily
to the clinical criteria (Erkinjuntti et al 1997).
It is appropriate therefore to consider the differences in the various diagnostic algorithms have
been used in the diagnosis of dementia taken throughout history of epidemiology. These
algorithms were schematized in the Erkinjuntti’s study and provided in Table 28.

Table 28. Different diagnostic criteria on the prevalence of dementia (by Erkinjuntti et al
1997, modified)
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1.8

IS THE RATE OF DEMENTIA CHANGING? WHAT IS HAPPENING IN THE AGE
GROUP OF LESS THAN 65 YEARS?

There are two studies in the literature that indicate a possible reduction in the frequency of
dementia in the general population. The first was conducted in Rotterdam and documents from
1990 to 2000 a reduction in incidence of dementia to the limits of statistical significance
((incidence rate ratio of 0.75, 95% confidence interval CI 0.56‐1.02) (Schrijvers et al 2012). The
second was conducted in the USA and documenting a reduction of cognitive impairment
consistent with dementia' (CI‐D) from 1993 to 2002 by about 30% in a nationally representative
survey of U.S. adults (Rocca et al. 2011).

In particular, these analyses explored the possibility that recent improvements in
cardiovascular and cerebrovascular disease risks might be reflected in changes in dementia
rates.

Schrijvers EM, Verhaaren BF, Koudstaal PJ, Hofman A, Ikram MA, Breteler MM. Is dementia
incidence declining?: Trends in dementia incidence since 1990 in the Rotterdam Study.
Neurology. 2012 May 8;78(19):1456‐63
Rocca WA, Petersen RC, Knopman DS, Hebert LE, Evans DA, Hall KS, Gao S, Unverzagt FW, Langa
KM, Larson EB, White LR. Trends in the incidence and prevalence of Alzheimer's disease,
dementia, and cognitive impairment in the United States. Alzheimers Dement. 2011 Jan;7(1):80‐
93.
There are very few studies conducted in the age group 65 years to Germania inferior. The issue
of early onset dementia has huge significance in terms of public health and for the assistance
and for the etiopathogenesis hypothesis. Most reliable epidemiological indicators allow to
estimate a prevalence of early‐onset dementia of 54 cases per 100,000 inhabitants (Harvey et al
2003) and an incidence equal to 13.4 cases per 100,000 person years in the age group between
30 and 64 years (Garre‐Olmo et al 2010).

34

Harvey RJ, Skelton‐Robinson M, Rossor MN. The prevalence and causes of dementia in people
under the age of 65 years. J Neurol Neurosurg Psychiatry. 2003 Sep;74(9):1206‐9.

Garre‐Olmo J, Genís Batlle D, del Mar Fernández M, Marquez Daniel F, de Eugenio Huélamo R,
Casadevall T, Turbau Recio J, Turon Estrada A, López‐Pousa S; Registry of Dementia of Girona
Study Group (ReDeGi Study Group). Incidence and subtypes of early‐onset dementia in a
geographically defined general population. Neurology. 2010 Oct 5;75(14):1249‐55.

1.9

ALCOVE recommendations to improve data collection on estimates of
dementia prevalence in Europe

‐ The future studies on prevalence of dementia should be performed with the highest quality
of the epidemiological studies as defined in the ADI report of 2009 (Sample size: ≥3000
subjects; Design: One phase study or two phase study with appropriate sampling and
weighting; Response proportion≥ 80%, Diagnostic assessment with Inclusion of multidomain
cognitive test battery, formal disability assessment, informant interview and clinical
interview)

‐ Epidemiological studies on dementia using the DSM IV and NINCDS‐ADRDA clinical criteria
for dementia and Alzheimer’s disease should be promoted. These clinical criteria are the
only validated with post mortem data.

‐ Prevalence and incidence studies on dementia using the new clinical criteria of the National
Institute on Aging and the Alzheimer’s Association should be promoved (McKhann et al
2011).

‐ Prevalence and incidence studies on subjects with ≤65 years should be promoted to define
the dementia frequence.
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‐ Studies in the same areas in different decades in order to intercept any phenomenon of
decline of dementia as well as speculated by some evidence of literature should be
promoted.
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This report is subdivided in four sections in according to milestone 2 of WP4
1. Evaluation of studies published in peer‐reviewed journals on exposure to antipsychotics in
European dementia patients;
2. Development of a questionnaire for identification of available data on psychotropic drug
(antidepressant, antipsychotics, BDZ) prescriptions in dementia in European countries;
3. Description of the possibility to identify subjects with a clinical diagnosis of dementia
exposed to psychotropic drugs in countries included in WP4 of ALCOVE project.
4. ALCOVE recommendations to improve data collection on antipsychotic use

1. Evaluation of studies published in peer‐reviewed journals on exposure to
antipsychotics in European dementia patients.
A research of most studies published in peer‐reviewed journals on exposure to antipsychotics in
European dementia patients have been performed using the Pubmed site.
Only studies that have used large databases and only studies that have assessed the proportion of
drug use among their primary aims have been consideredssessed. The literature search have been
divided between general population (community setting), specialistic centres (memory unti or
hospitals), and residential care (nursing home).
The following papers have been identified :
Alanen HM, Finne‐Soveri H, Fialova D, Topinkova E, Jonsson PV, Soerbye LW, Bernabei R, Leinonen E. Use of
antipsychotic medications in older home‐care patients. Report from nine European countries. Aging Clin
Exp Res. 2008 Jun;20(3):260‐5.
Azermai M, Elseviers M, Petrovic M, van Bortel L, Stichele RV. Assessment of antipsychotic prescribing in
Belgian nursing homes. Int Psychogeriatr. 2011 Oct;23(8):1240‐8.
Calvó‐Perxas L, de Eugenio RM, Marquez‐Daniel F, Martínez R, Serena J, Turbau J, Vilalta‐Franch J, Viñas M,
Turró‐Garriga O, Roig AM, López‐Pousa S, Garre‐OlmoJ. Profile and variables related to antipsychotic
consumption according to dementia subtypes. Int Psychogeriatr. 2012 Feb 14:1‐8.
Giron MS, Forsell Y, Bernsten C, Thorslund M, Winblad B, Fastbom J.Psychotropic drug use in elderly people
with and without dementia. Int J Geriatr Psychiatry. 2001 Sep;16(9):900‐6.
Guthrie B, Clark SA, McCowan C. The burden of psychotropic drug prescribing in people with dementia: a
population database study. Age Ageing. 2010 Sep;39(5):637‐42
Hartikainen S, Rahkonen T, Kautiainen H, Sulkava R. Use of psychotropics among home‐dwelling
nondemented and demented elderly. Int J Geriatr Psychiatry. 2003 Dec;18(12):1135‐41.

2

Haw C, Stubbs J, Yorston G. Antipsychotics for BPSD: an audit of prescribing practice in a specialist
psychiatric inpatient unit. Int Psychogeriatr. 2008 Aug;20(4):790‐9.
Hosia‐Randell H, Pitkälä K. Use of psychotropic drugs in elderly nursing home residents with and without
dementia in Helsinki, Finland. Drugs Aging. 2005;22(9):793‐800.
Huber M, Kölzsch M, Rapp MA, Wulff I, Kalinowski S, Bolbrinker J, Hofmann W,Scholze J, Dräger D, Kreutz R.
Antipsychotic Drugs Predominate in Pharmacotherapy of Nursing Home Residents with Dementia.
Pharmacopsychiatry. 2012 Mar 19.
Laitinen ML, Bell JS, Lavikainen P, Lönnroos E, Sulkava R, Hartikainen S. Nationwide study of antipsychotic
use among community‐dwelling persons with Alzheimer's disease in Finland. Int Psychogeriatr. 2011
Dec;23(10):1623‐31.
Larrayadieu A, Abellan van Kan G, Piau A, Soto Martin M, Nourhashemi F, Rolland Y, Vellas B. Associated
factors with antipsychotic use in assisted living facilities: a cross‐sectional study of 4367 residents. Age
Ageing. 2011 May;40(3):368‐75.
Lövheim H, Sandman PO, Karlsson S, Gustafson Y. Changes between 1982 and 2000 in the prevalence of
behavioral symptoms and psychotropic drug treatment among old people with cognitive impairment in
geriatric care. Int Psychogeriatr. 2009 Oct;21(5):941‐8.
Musicco M, Palmer K, Russo A, Caltagirone C, Adorni F, Pettenati C, Bisanti L. Association between
prescription of conventional or atypical antipsychotic drugs and mortality in older persons with Alzheimer's
disease. Dement Geriatr Cogn Disord. 2011;31(3):218‐24.
Nijk RM, Zuidema SU, Koopmans RT. Prevalence and correlates of psychotropic drug use in Dutch nursing‐
home patients with dementia. Int Psychogeriatr. 2009 Jun;21(3):485‐93.
Nobili A, Pasina L, Trevisan S, Riva E, Lucca U, Tettamanti M, Matucci M, Tarantola M. Use and misuse of
antipsychotic drugs in patients with dementia in Alzheimer special care units. Int Clin Psychopharmacol.
2009 Mar;24(2):97‐104.
Nonino F, De Girolamo G, Gamberini L, Goldoni CA; Modena Work Group for Antipsychotics in Dementia.
Survival among elderly Italian patients with dementia treated with atypical antipsychotics: observational
study. Neurol Sci. 2006 Dec;27(6):375‐80.
Parsons C, Johnston S, Mathie E, Baron N, Machen I, Amador S, Goodman C. Potentially inappropriate
prescribing in older people with dementia in care homes: a retrospective analysis. Drugs Aging. 2012 Feb
1;29(2):143‐55.
Prudent M, Dramé M, Jolly D, Trenque T, Parjoie R, Mahmoudi R, Lang PO, Somme D, Boyer F, Lanièce I,
Gauvain JB, Blanchard F, Novella JL. Potentially inappropriate use of psychotropic medications in
hospitalized elderly patients in France: cross‐sectional analysis of the prospective, multicentre SAFEs
cohort. Drugs Aging. 2008;25(11):933‐46.
Rocca P, Marino F, Montemagni C, Perrone D, Bogetto F. Risperidone, olanzapine and quetiapine in the
treatment of behavioral and psychological symptoms in patients with Alzheimer's disease: preliminary
findings from a naturalistic, retrospective study. Psychiatry Clin Neurosci. 2007 Dec;61(6):622‐9.
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Selbaek G, Kirkevold Ø, Engedal K. The course of psychiatric and behavioral symptoms and the use of
psychotropic medication in patients with dementia in Norwegian nursing homes‐‐a 12‐month follow‐up
study. Am J Geriatr Psychiatry.2008 Jul;16(7):528‐36.
Shah SM, Carey IM, Harris T, Dewilde S, Cook DG. Antipsychotic prescribing to older people living in care
homes and the community in England and Wales. Int JGeriatr Psychiatry. 2011 Apr;26(4):423‐34.
Petek Šter M, Cedilnik Gorup E.Psychotropic medication use among elderly nursing home residents in
Slovenia: cross‐sectional study. Croat Med J. 2011 Feb;52(1):16‐24.
Trifirò G, Sini G, Sturkenboom MC, Vanacore N, Mazzaglia G, Caputi AP, Cricelli C, Brignoli O, Aguglia E,
Biggio G, Samani F. Prescribing pattern of antipsychotic drugs in the Italian general population 2000‐2005: a
focus on elderly with dementia. Int Clin Psychopharmacol. 2010 Jan;25(1):22‐8.
Trifirò G, Verhamme KM, Ziere G, Caputi AP, Ch Stricker BH, Sturkenboom MC. All‐cause mortality
associated with atypical and typical antipsychotics in demented outpatients. Pharmacoepidemiol Drug Saf.
2007 May;16(5):538‐44.
Tifratene K, Duff FL, Pradier C, Quetel J, Lafay P, Schück S, Benzenine E, Use of drug treatments for
Alzheimer's disease in France: a study on a national level based on the National Alzheimer's Data Bank
(Banque Nationale Alzheimer). Pharmacoepidemiol Drug Saf. 2012 Sep;21(9):1005‐12.
Quantin C, Robert P.Wetzels RB, Zuidema SU, de Jonghe JF, Verhey FR, Koopmans RT. Prescribing pattern of
psychotropic drugs in nursing home residents with dementia. Int Psychogeriatr. 2011 Oct;23(8):1249‐59.

An analysis pooled have been performed for each specific setting. For the calculation of 95%
confidence intervals the following formula has been adopted assuming a Poisson distribution of
phenomenon : π ± 1,96 √ π (1‐ π)/n, where π means the prevalence and n the absolute number
of population included in all studies of each setting.

In table 1.1 the prevalence use of antipsychotics in dementia patients at general population level
has reported. In table 1.2 the prevalence use of antipsychotics in dementia patients at specialistic
centres level has reported. In table 1.3 the prevalence use of antipsychotics in dementia patients
at nursing homes level has reported.
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TABLE 1.1 PREVALENCE USE OF ANTIPYSHCOTICS IN DEMENTIA PATIENTS IN GENERAL
POPULATION

Author

Year

Country

Pts with
dementia

Pts with AA
exposure

%

1994‐6

Sweden

188

34

18,1%

1998

Finland

77

25

32,5 %

1996‐2004

Netherlands

2385

758

31,8%

2007

Scotland

10058

1865

17,7%

2008‐9

England and
Wales

6208

627

10,1%

HSD 2011

2010

Italy

21500

2282

9,4%

Tifratene et al
2012

2010

France

26809

1517

5,7%

67225

7108

10,6

Giron et al. 2001
Hartikainen et
al. 2003
Trifrò et al.
2007
Guthrie et al.
2010
Shah et al. 2011

Total

CI95%
10,4‐10,8

Table 1.1. view a range of values from the 5.7%/France) and 32.5% (Finland). A cumulative analysis
predicts in 10.6% the prevalence of use of antipsychotics in the setting of the general population.
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In Italy the data were obtained by OsMED.
The Medicines Utilization Monitoring Centre (OsMED): it monitors drug prescriptions financed by
the National Health Service and provides with monthly reports to the Regional Authorities
according to pre‐defined indicators on drug consumption and expenditure. It publishes the annual
of the Drug Utilisation Monitoring Centre report (2000‐2011). In the OsMED report are included
the analysis of Health Search Database (HSD)
The HSD is owned by the Società Italiana Medici Generici (SIMG), the Italian College of General
Practitioners, which stores information on about 3.5% of the total Italian population served by
general practitioners (GPs). In particular the (HSD) in the 2010 year included 1.024.000 patients,
307.200 with > 60 yrs, 21500 with > 60 yrs affected by dementia (7%), 2.282 were users of at least
one prescriptions of antipsychotics (9.4%), 17.7% of 2282 with use > 84 days/year . This duration
has been defined as a probably inappropriate use of antipsychotics.
In France, one of the aims of the current national Alzheimer’s disease plan is to collect data from
all memory centers (memory units, memory resource and research centers, independent
neurologists) throughout the country. All data on drugs prescribed to dementia patients were
transmitted by memory centers to the French National Alzheimer dataBank (BNA).
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TABLE 1.2 PREVALENCE USE OF ANTIPYSHCOTICS IN DEMENTIA PATIENTS IN SPECIALISTIC
CENTRES (memory unit or hospitals)
Author

Year

Country

Pts with
dementia

Pts with AA
exposure

%

Prudent et al
2008

2001‐2

French

543 *

94

17,3%

Nonnino et al
2006

2003

Italy

2314

294

12,7%

Rocca et al. 2007

2003‐5

Italy

156 *

58

37,2%

Haw et al 2008

2006‐7

UK

60

28

46,7%

Musicco et al.
2011

2002‐8

Italy

4369

1093

25 %

6743

1567

23,2%

Total

CI95%
24,2‐22,2

* Hospitalized patients

In table 1.2 value range of prevalence in the use of antipsychotics is between 12.7% (Italy)
detected in Alzheimer's evaluation unit and 37.2% (Italy) detected in a hospital setting. A
cumulative analysis predicts a value of 23.2%.
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TABLE 1.3 PREVALENCE USE OF ANTIPYSHCOTICS IN DEMENTIA PATIENTS IN NURSING HOME

Author

Year

Country

Pts with
dementia

Pts with AA
exposure

%

Hosia‐Randell et
al. 2005

2003

Finland

1380

597

43.3%

Nijk et al. 2009

2003

Netherlands

1322

493

37,3%

Nobili et al. 2009

2003

Italy

349

209

60%

Selbaek et al. 2008

2005‐6

Norway

933

241

25.8%

Ster et al. 2011

2006

Slovenia

970

423

44%

Larrayadieu et al.
2011

2008

French

1948

591

30.3%

Shah et al. 2011

2008‐9

England and
Wales

1817

549

30,2%

8719

3103

35,6%

Total

CI95%
34,6‐36,6

In table 1.3 shows a range of values between the 25.8% (Norway) and 60% (Italy). Cumulative
analysis detects an estimated 35.6% in prevalence of use of antipsychotic drugs in patients with
dementia in nursing home residents.
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Figure 1.1 shows the overall trend of the use of antipsychotics in dementia according to settimg
taken into account. It notes that point estimates and confidence intervals do not overlap.

In Figure 1.2 shows the impact of the warning on the use of antipsychotics on prevalence of use
depending on the specific setting. There has been a sharp decline for two setting (population and
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nursing home), while the second setting (memory unit) an increase is observed probably due to
great diversity of studies that collect information from specialized centers with and without beds.
In addition to three previous literature setting shows a fourth setting of patient care with
dementia: the home care.
Home‐care patients represent the population between healthy community‐dwelling elderly
individuals and elderly people in long‐term residential care.
Data on the use of antipsychotics among older people in need of regular home care services are
rare. A random sample of 3215 assessments ( 12,3% with dementia) was gathered during the
period September 2001‐January 2002 from home care patients aged 65 and over in nine European
countries (Czech Republic, Denmark, Finland, Germany, Jceland, ltaly, Netherlands, Norway and
United Kingdom). Results: Two hundred of the home care patients (6.2%) received antipsychotic
medication. The prevalence of the use of one or more antipsychotics varied widely between study
sites, ranging from 3.0% in Denmark to 12.4% in Finland. Diagnoses of dementia and cognitive
impairment were associated generally with the use of both atypical and typical antipsychotics in
the sample population. Intake was high in the group of cognitively impaired patients (13.4%) and
even higher in the group for whom a diagnosis of dementia was documented (17.0%) (Alanen et al
2008).

In an analysis s based on two cross‐sectional questionnaire surveys performed in 1982 and 2000
in the county of Vasterbotten in northern Sweden the aim was to analyze and compare the one‐
week prevalence of various behavioral symptoms and psychotropic drug treatment among people
with cognitive impairment living in institutional care. The number of people living in institutions
providing geriatric care was 3910 in 1982 and 4357 in 2000. In 1982 the institutions comprised
23 nursing homes, 36 residential care units, 16 somatic geriatric or somatic long‐stay wards, nine
psychiatric long‐stay wards and nine psychogeriatric wards. In 2000, there were 31 nursing homes,
68 residential care units, 66 group dwellings for people with dementia, seven short‐stay or
rehabilitation units, four somatic geriatric wards and four psychogeriatric wards. The prevalence
use of antipsychotics decreased from 38.0% (1982) to 26.2% (2000)(Lovheime et al 2009).
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The prevalence use of antipsychotics seems increase for the specific setting (although some data
are conflicting) (community , home care, memory clinic, nursing home) The ratio between
conventional and atypical antipsychotics is probably different for the specific setting (higher in
nursing home and home care than memory clinic). The difference between prevalence use of
antipsychotics in dementia patients are probably also due to the methodological issues of the
studies (retrospective, cross‐sectional and cohort studies; definition of exposure to antipsychotics
– at least one prescriptions or not)
From descriptive data available shows a large inappropriate use of antipsychotics: chronic use,
concomitant use of two antipsychotics or with benzodiazepines , absence of use as second‐line
after a non‐pharmacological approach.
CAMPAIGNS FOR THE REDUCTION OF EXPOSURE TO ANTIPSYCHOTICS IN THE POPULATION WITH
DEMENTIA.
We can identify three actions conducted in UK, Sweden and France.
Here is a brief summary.
‐Pilot actions are performing for risk reduction of antipsychotics in Sweden dementia patients. For
example, in a nursing home unit with 22 residents after different non‐pharmacological
interventions during five months; the mean score of the Neuropsychiatric Inventory (NPI) was
reduced to 15 points (the mean baseline score was of 31) and at the same time the antipsychotic
medication was reduced to 50%.
The UK 2012 Audit
Antipsychotic prescriptions for people with dementia have reduced by 52 per cent in three years,
according to an audit carried out by the NHS Information Centre.
The audit collected data from more than 3,800 GP practices in England, with information about
nearly 197,000 people with dementia. The 52 per cent reduction is between 2008 and 2011. It was
also found that there were strong regional variations, with rates of prescribing of antipsychotic
drugs up to six times higher in some areas than others.
The French National Authority for Health created a national task force which sought to establish
and monitor the rate of AD patients’ exposure to AP and to other psychotropic drugs (PD) in
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France. The measurement of long‐term AP and PD prescriptions was performed using the 3
national insurance databases from 2007 to 2010, in people over 65 (n= 9 984 693 in 2007; n= 10
609 439 in 2010) and in AD over 65 identified by specific treatment and specific chronic condition
coverage (n= 385 070 in 2007; 437 583 in 2010). 3 age categories were studied: 65/74; 75/84 and
85+. The lists of AP and PD were defined by the task force and updated each year. In 2007, persons
with AD had an exposure rate to AP which was 5.8 times higher (16.9%) than that of the general
elderly population (2.9%). Exposure in younger AD patients (aged 65‐74) was even higher (19%).
The rate of AP exposure in persons with AD decreased from 16.9% to15.5% in 2010, with a similar
trend observed in the 3 age categories and in the 3 different insurance databases.
These studies showed that Alzheimer’s patients and in particular younger Alzheimer’s patients are
overexposed to psychotropics and particularly to antipsychotics. These results advocate for a
dedicated safety policy to reduce these avoidable, iatrogenic risks in this fragile population.

2.
Development of a questionnaire for identification of available data on
psychotropic drug (antidepressant, antipsychotics, BDZ) prescriptions in dementia
in European countries

The questionnaire is structured in 7 questions you have in order to understand if the information
flow about medicines you can intercept the use of antipsychotic medications in particular and of
psychotropic drugs in general in patients affected by dementia.
Consider that in this context the cholinesterase inhibitors and memantine represent categories of
disease tracking drugs, though only a fraction of patients suffering from dementia takes drugs,
especially in the early stages of the disease.

In table 2.1 shows that for an Associated Partners (UK), for three collaborating partners (Hungary,
Netherlands, Portugal) and 8 member states (Austria, Bulgaria, Denmark, Germany, Ireland,
Poland, Rumania, Slovenia) have not been received questionnaires.
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TABLE 2.1 QUESTIONNAIRES ON DRUGS RECEIVED IN THIS SURVEY

Partnership

AP (Associated Partners)

CP (Collaborating
Partners)

MS (Member State)

Country

Contact
Person

Q4 (Drugs)
received

Belgium

1

1

Finland

2

2

France

4

2

Greece

2

1

Italy

3

1

Latvia

2

1

Lithuania

3

1

Slovakia

6

1

Spain

7

1

Sweden

1

1

UK

4

Cyprus

1

1

Czech
Republic

4

1

Hungary

1

Luxemburg

2

1

Malta

1

1

Netherlands

1

Norway

1

Portugal

2

Austria

3

Bulgaria

1

2

13

Denmark

1

Estonia

1

Germany

4

Ireland

4

Poland

3

Rumania

1

Slovenia

1

Total

67

1

19

Here are the answers for each item of the questionnaire and comments freely provided by
representatives of different countries.
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Answers to Questionnaire
1. Are the medications prescribed paid by the Health System?

□

Yes

□

□

No

Partly

Table 2.2
1 MedPresc

Country

Total

P

Y

Belgium

1

0

1

Cyprus

1

0

1

Czech Republic

1

0

1

Estonia

1

0

1

Finland

1

1

2

France

0

2

2

Greece

0

1

1

Italy

1

0

1

Latvia

1

0

1

Lithuania

1

0

1

Luxembourg

0

1

1

Malta

0

1

1

Norway

1

1

2

Slovakia

0

1

1

Spain

0

1

1

Sweden

0

1

1

9

10

19

Totale
*n.a. not available

In table 2.2 shows that two countries (Finland and Norway) have had mixed responses on payment
system characteristics of the medications.
France: depending if a chronic disease status for Alzheimer is still present for the beneficiary
allowing a 100% refund
In Lithuania l’80% dei costi dei farmaci sono a carico del Health System.
In Finland a responsive declare that Medicines are paid by the Health Insurance System
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2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or meantime?

□

□

Yes

No

Table 2.3
2 InCho

Country

Totale

n.a.*

N

Y

Belgium

0

1

0

1

Cyprus

0

1

0

1

Czech Republic

0

1

0

1

Estonia

0

0

1

1

Finland

0

0

2

2

France

0

0

2

2

Greece

0

0

1

1

Italy

0

0

1

1

Latvia

0

0

1

1

Lithuania

1

0

0

1

Luxembourg

0

0

1

1

Malta

0

0

1

1

Norway

0

0

2

2

Slovakia

0

0

1

1

Spain

0

0

1

1

Sweden

0

0

1

1

1

3

15

19

Totale
*n.a. not available

In three countries Belgium, Cyprus, Czech Republic, it is not possible to collect information with
tracking dementia drugs, while not Lithiania answers this question, regarding the comments free
here is the situation:

Latvia: partially (not individualized)
Malta: Possible in from many centres
Czech Republic: there are only general overviews
Lithuania: Partly ‐ at sub‐national level from Electronic Case History data base system from tertiary
level Vilnius University Hospital Santariskiu Clinics
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3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

□

Yes

□

No

Table 2.4
3 PharmIn

Country

Total

n.a.*

N

Y

Belgium

1

0

0

1

Cyprus

1

0

0

1

Czech Republic

0

1

0

1

Estonia

0

0

1

1

Finland

0

0

2

2

France

0

0

2

2

Greece

0

1

0

1

Italy

0

0

1

1

Latvia

1

0

0

1

Lithuania

1

0

0

1

Luxembourg

0

0

1

1

Malta

0

1

0

1

Norway

0

1

1

2

Slovakia

0

1

0

1

Spain

0

0

1

1

Sweden

0

1

0

1

4

6

9

19

Total
*n.a. not available

Only seven of the 16 countries participating in this survey are available pharmacoepidemiological
indicators.
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4. If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)

France 1: Populations studied 97% of the French population benefits from a national insurance
coverage. People with dementia were identified in national reimbursement databases according
to 2 criteria: (i) long term prescription of specific treatment of dementia (anti dementia, ATC
N06D) and / or (ii) specific insurance coverage for dementia.

Finland 1: The full current medication, by patient, is available, and can be transformed in to DDD
or prevalence of use. This can be linked to current problems identified within the RAI framework,
including ADL, cognitive performance, depression and behavioral problem scales, quality
indicators and identified diagnoses

France 2: In the French database (SNIIRAM) drug identification is based on ATC code, DDD is
available based on refunds, incidence and prevalence of use, association, adherence based on
drug delivery ….. are also available

Luxemburg: DDD, prevalence of use, incidence rate, prescription rate, ager/gender use,
comedication,DU90%.

Finland 2: Number of users, Age and gender of users, Place of residence of the users, Dispensing
date Prescribing date, Amount dispensed (number of tablets, DDD),Cost of the purchase, Specialty
of the prescribing doctor,
The Prescription Register includes only reimbursable medicines used in outpatient care

Greece: At the moment is really difficult to collect information about prescriptions of
cholinesterase inhibitors and meantime. The electronic prescription system began in Greece a few
months ago and we don’t have any available data so far but the system manager will participate in
the ALCOVE Symposium we are organizing in October and will present some preliminary data
about cholinesterase inhibitors and psychotropic drugs use in the elderly in Greece
18

Latvia: According to the Latvian Drug Committee information (Agnese.Zake@zva.gov.lv) AHe
inhibitors and Memantine (ATC codes NO7AA and NO6DA) are included in The Latvian Drug
Register since 2007. DDD data for 1000 Latvian inhabitants per day are included in the “Drug
Consumption Statistics” and an be found electronically in Latvian(
http://www.zva.gov.lv/index.php?id=99&sa=99&top=5). The data are received from the wholesale
dealers. Drugs consumption is mentioned (counted) in drug packages with no regard to individual
consumers or various Latvian pharmacies.. Data of reimbursed medication for F00‐F02, Fo6 are in
the disposal of Latvian Institute of Health

Norway: NovPD contains the following variables: Patient person‐identifies (encripted), month/year
of birth, month/year of death, gender, place of residence (municipality and county). Prescribes
person‐identifies (encrypted), year of birth, gender, profession, speciality. Drug: Nordic article
number (unique product indentifies stating brand name, strength, pharmaceutical and pack size),
number of packs, ATL code, number of DDDs, prescription category, reimbursment code (ILD‐IO,
ICPC codes or codes defined by the Norwegian Medical Agency), dispensing date, price. Pharmacy:
name, licence number, municipality and county.

Italy: The DDD is available at national level while the prevalence of use in some Italian Regions
(Umbria, Latium)

Lithuania: 90% of patients with mild to moderate Alzheimer's disease receive 80% reimbursed
treatment with donepezil; 65% of patients with moderate to severe Alzheimer's disease receive
80% reimbursed treatment with memantine

Estonia: Data on DDD/1000 inhabitants/day, number of prescriptions, number of patients and the
diagnosis of patients may be obtained

Spain: 100% of these prescriptions go to patients affected by BDAD. (Source: BIOEF/OSTEBA 2012)
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5. Are these data:
•

Census based (population based)

□Yes

□No

Table 2.5

5.1 CenBas

Country

Total

n.a.*

N

Y

Belgium

0

0

1

1

Cyprus

1

0

0

1

Czech Republic

0

1

0

1

Estonia

0

0

1

1

Finland

0

1

1

2

France

0

0

2

2

Greece

0

1

0

1

Italy

0

0

1

1

Latvia

0

1

0

1

Lithuania

0

1

0

1

Luxembourg

0

0

1

1

Malta

1

0

0

1

Norway

1

0

1

2

Slovakia

1

0

0

1

Spain

0

0

1

1

Sweden

0

0

1

1

4

5

10

19

Total

*n.a. not available

For nine countries data are available at population level, four countries do not respond to this
question.
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Sample data (based on defined sample methodology)

□Yes

□No

Table 2.6

5.2 SamDa

Total

n.a.*

N

Y

Belgium

1

0

0

1

Cyprus

1

0

0

1

Czech Republic

0

1

0

1

Estonia

1

0

0

1

Finland

0

2

0

2

France

1

0

1

2

Greece

0

0

1

1

Italy

1

0

0

1

Latvia

0

1

0

1

Lithuania

0

0

1

1

Luxembourg

1

0

0

1

Malta

1

0

0

1

Norway

1

0

1

2

Slovakia

1

0

0

1

Spain

1

0

0

1

Sweden

1

0

0

1

11

4

4

19

Country

Total
*n.a. not available

For two countries that had responded no to the previous question (Greece and Lithuania) data
available at gift collection. Altogether 11 then on 16 have information available.
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•

What percentage of the total population is covered?__________________________

If the coverage is incomplete, are the data extrapolated to reach 100% coverage?

□Yes

□No

if yes please specify:

France 1: 100% of the French elderly population is studied. The prevalence of people living with
dementia is unknown and the estimation varies from 600 000 to 850 000 in France. In this study, a
group of 400 000 persons living with dementia is identified and included in this study. This the
largest group included in a study
France 2: At mid‐term SNIIRAM will cover all French population with all the data requested filled
Luxemburg: 100% of the insured population (95% of the total population)
Belgium: Nearly 100
Lithuania: approx. 25%
France 1: We don’t know. But it was not the objective of this study. This objective was to quantify
and to confirm (or not) a larger exposition to psychotropics mainly antipsychotics in people living
with dementia than in the elderly population.
Finland: The data sources in question (The RAI network for quality of care) covers approximately
30% of residential care clients in Finland (population coverage of this client segment for some
communities), and approximately 20% of clients with regular home care (population coverage of
this client segment for certain communities). However, this population provides a good basis for
evaluation of current practices in home care and residential care in Finland
France 2: At this time, analysis are performed for population covered by the national general
scheme (90% of the population) with extrapolation to the whole population

Sweden: To date this question cannot be answered correctly as the data source is currently
increasing with the aim to cover at least 80% of the BPSD‐population living at nursing
homes/sheltered accommodations in Sweden. The data source is under development
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Spain: There is a National Clinical Guideline which informs clearly about cholinesterase inhibitors
indications. Besides, it no possible other way since these prescriptions have to validate
previously by medical inspection
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6. Are there data available on the prescriptions of psychotropic medications in these specific
settings?
Outpatient clinic

□Yes

□No

if yes please specify:

Table 2.7
6.1 OutCl

Country

Total

n.a.*

N

Y

Belgium

0

0

1

1

Cyprus

0

1

0

1

Czech Republic

0

0

1

1

Estonia

0

0

1

1

Finland

0

0

2

2

France

0

0

2

2

Greece

0

1

0

1

Italy

0

1

0

1

Latvia

0

0

1

1

Lithuania

1

0

0

1

Luxembourg

1

0

0

1

Malta

0

1

0

1

Norway

0

0

2

2

Slovakia

1

0

0

1

Spain

0

0

1

1

Sweden

1

0

0

1

4

4

11

19

Total
*n.a. not available

Finland 1: Clients with regular home care, for communities within the RAI network
France: Medicines bought (or delivered) in pharmacy
Finland 2: Medicines prescribed in outpatient clinics are reimbursed by the health insurance and
thus included in the prescription register
Latvia: data on number of drug packages are available from pharmacies lists that are formed on
prescriptions for individual consumers including also reimbursed medications for demented
persons
Norway: We can find the data about prescription in the patients’ files
Czech Republic: Very rare
Belgium: Invoices
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Lithuania: Partly
Estonia: Prescription data of Estonian Health Insurance Fund is available. Contains data on
prescriptions dispensed from general pharmacies
Spain: Usually OPD´s has its own records about that in case of further inspection by health
administration
Hospitals

□Yes

□No

if yes please specify:

Table 2.8

6.2 Hosp

Country

Total

n.a.*

N

Y

Belgium

0

0

1

1

Cyprus

0

1

0

1

Czech Republic

0

1

0

1

Estonia

0

1

0

1

Finland

0

2

0

2

France

0

2

0

2

Greece

0

1

0

1

Italy

0

0

1

1

Latvia

0

0

1

1

Lithuania

1

0

0

1

Luxembourg

0

1

0

1

Malta

0

1

0

1

Norway

0

1

1

2

Slovakia

1

0

0

1

Spain

0

1

0

1

Sweden

1

0

0

1

3

12

4

19

Total
*n.a. not available

France: No during hospital stay but Yes for medication prescribed at discharge
Latvia: the AHE inhibitors (practically of only one of them, namely, in Latvia produced ipidacrine
(neiromidine) in packages is mentioned in the hospitals’ pharmacies lists. Others, like Donepezil,
are either too expensive or simply are not represented at the local market, and are not
represented in pharmacies lists. All other psychotropic medication (including the reimbursed ones
for demented persons)are also medication in these list, _but without connection to the diagnosis.
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The price of package, and not number of tablets (which can be identified in connection to price)
is mentioned in the lists
Norway 1: We can find the data about prescription in the patients’ files
Norway 2: Overall sales data are available, but not data on an individual level
Belgium: Invoices
Lithuania: Partly: for Vilnius University Hospital Santariskiu Clinics
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• Nursing home

□Yes

□No

if yes please specify:

Table 2.9

6.3 NurHo

Country

Total

n.a.*

N

Y

Belgium

0

1

0

1

Cyprus

0

1

0

1

Czech Republic

0

1

0

1

Estonia

0

1

0

1

Finland

0

1

1

2

France

0

0

2

2

Greece

0

1

0

1

Italy

0

1

0

1

Latvia

0

0

1

1

Lithuania

0

1

0

1

Luxembourg

0

1

0

1

Malta

0

1

0

1

Norway

0

1

1

2

Slovakia

1

0

0

1

Spain

0

0

1

1

Sweden

0

0

1

1

1

11

7

19

Total
*n.a. not available

Finland: Clients in nursing homes within the RAI network
France: Yes if drugs are prescribed and bought in a pharmacy outside the nursing home and No if
drugs are delivered by the Nursing home (Patients are not reimbursed and there is no specific file
or data merging prescription and patient)
Latvia: similar to the previous routine, no particular connotation to the diagnosis of dementia
diagnosis
Norway 1: We can find the data about prescription in the patients’ files
Norway 2: Overall sales data are available, but not data on an individual level
Spain: Medical Doctors in Primary Health Care (OPD´s) are asking prescriptions for by Nursing
Home nurses for their Patients admitted periodically. For that reason in Nursing homes use to be a
very goad updated records
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• Population

□Yes

□No

if yes please specify:

Table 2.10

6.4 Pop

Country

Total

n.a.*

N

Y

Belgium

0

0

1

1

Cyprus

0

1

0

1

Czech Republic

0

1

0

1

Estonia

0

1

0

1

Finland

0

1

1

2

France

1

0

1

2

Greece

0

1

0

1

Italy

0

0

1

1

Latvia

0

0

1

1

Lithuania

0

1

0

1

Luxembourg

0

0

1

1

Malta

0

1

0

1

Norway

0

0

2

2

Slovakia

1

0

0

1

Spain

0

1

0

1

Sweden

1

0

0

1

3

8

8

19

Total
*n.a. not available

France: (not very clear for me?) yes for people living at home or in a nursing home when drugs are
reimbursed to the patient
Latvia: There is no connection specifically to dementia’s diagnosis
Norway: There exist a registry (without any identification about age and sex)
Belgium: Farmanet (a pharmacy driven data collection system)
Spain: BDAD is not a diagnostic group as such in the Health National Survey
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7. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia?

□Yes

□No

Finland: in case the patient uses antidementia drugs
Latvia: 50% reimbursment for Antidepressants, Benzodiazepines, Antipsychotics
Norway: (only by inspecting the patients’ files)
Lithuania: Partly. As antidepressants, benzodiazepines, and antipsychotics can be prescribed by
psychiatrists, neurologists, geriatricians, and general practitioners, availability of data depends on
policies of patient's health care institution

In table 2.11 all antipsychotics are classified according to the ATC system. At the time the
information was collected only for Italy and France. It would be very useful to have this
information for other countries. Also please note that some antipsychotics have the indication for
use in dementia or Alzheimer's disease. Some antipsychotics are longstanding and there may be
differences in different countries with regard to the indication as some drugs were marketed
before the birth of the EMA.
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Table 2.11 The Anatomical Therapeutic Chemical Classification System ‐
Neuroleptics/Antipsychotics

N05AA

Phenothiazines with aliphatic side‐chain

N05AA01
N05AA02
N05AA03
N05AA04
N05AA05
N05AA06
N05AA07

Chlorpromazine
Levomepromazine
Promazine
Acepromazine
Triflupromazine
Cyamemazine
Chlorproethazine

N05AB

Phenothiazines with piperazine structure

N05AB01
N05AB02
N05AB03
N05AB04
N05AB05
N05AB06
N05AB07
N05AB08
N05AB09
N05AB10

Dixyrazine
Fluphenazine
Perphenazine
Prochlorperazine
Thiopropazate
Trifluoperazine
Acetophenazine
Thioproperazine
Butaperazine
Perazine

N05AC

Phenothiazines with piperidine structure

N05AC01
N05AC02
N05AC03
N05AC04

Periciazine
Thioridazine
Mesoridazine
Pipotiazine

N05AD

Butyrophenone derivatives

N05AD01
N05AD02
N05AD03
N05AD04
N05AD05
N05AD06
N05AD07
N05AD08
N05AD09
QN05AD90

Haloperidol
Trifluperidol
Melperone
Moperone
Pipamperone
Bromperidol
Benperidol
Droperidol
Fluanisone
Azaperone

FR

IT

√
√

√
√
√

√
√
√

√
√

√
√

√
√
√

√

√

√

√

√
√
√
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N05AE

Indole derivatives

N05AE01
N05AE02
N05AE03
N05AE04

Oxypertine
Molindone
Sertindole
Ziprasidone

N05AF

Thioxanthene derivative

N05AF01
N05AF02
N05AF03
N05AF04
N05AF05

Flupentixol
Clopenthixol
Chlorprothixene
Thiothixene
Zuclopenthixol

N05AG

Diphenylbutylpiperidine derivatives

N05AG01
N05AG02
N05AG03

Fluspirilene
Pimozide
Penfluridol

N05AH

Diazepines, oxazepines, thiazepines and
oxepines

N05AH01
N05AH02
N05AH03
N05AH04
N05AH05
N05AH06

Loxapine
Clozapine
Olanzapine
Quetiapine
Asenapine
Clotiapine

N05AL

Benzamides

N05AL01
N05AL02
N05AL03
N05AL04
N05AL05
N05AL06
N05AL07

Sulpiride
Sultopride
Tiapride
Remoxipride
Amisulpride
Veralipride
Levosulpiride

N05AX

Other antipsychotics

N05AX07
N05AX08
N05AX10
N05AX11

Prothipendyl
Risperidone
Mosapramine
Zotepine

√

√

√

√

√

√
√

√

√
√
√
√

√
√
√

√
√
√
√
√

√

√

√
√

√

√
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N05AX12
N05AX13
N05AX14
QN05AX90

Aripiprazole
Paliperidone
Iloperidone
Amperozide

√

N05XX

Carpipramine

√

√

√
√

drugs with indication for dementia or Alzheimer's
disease
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3.Description of the possibility to identify subjects with a clinical diagnosis of
dementia exposed to psychotropic drugs in countries included in WP4 of ALCOVE
project.

PRESCRIPTION OF ANTIPSYCHOTIC AND ANTIDEPRESSANT DRUGS IN PATIENTS WITH DEMENTIA

OBJECTIVES OF THE STUDY
The general aim of the study is to describe the use of psychotropic drugs in patients with
dementia, with a particular emphasis to the use of antipsychotic and antidepressant drugs in
patients with Alzheimer dementia (AD). The specific objectives consist in:
1. describing the characteristics of antipsychotic and antidepressant drug use in patients with AD;
2. comparing the characteristics of antipsychotic and antidepressant drug use in patients with
and without a diagnosis of AD;
3. describing the characteristics of antipsychotic and antidepressant drug use in patients with
dementia who are identified in different settings.

METHODS
Study design and setting
This is a descriptive observational study conducted within the population of the Umbria region,
age ≥65, in the year 2011.

Study population and elegibility criteria
Identification of subjects with AD
Two procedures have been used to identify patients with AD.
•

The first one (in the following, AchE‐I cohort) is based on the prescription of
acetylcholinesterase inhibitors as a marker of the disease: all patients who received at least
one prescription of AchE‐I during 2011 in the Umbria region have been identified.
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•

The second cohort includes all subjects who were hospitalized during 2011 in the Umbria
region and who were discharged with a diagnosis (either main or secondary diagnosis) of
dementia. Discharge diagnosis were further characterized as AD and other dementia on
the basis of the information recorded in the hospital discharge abstract (SDO: scheda
dimissione ospedaliera).

Exclusion criteria
All patients with age <65 years and those resident outside the Umbria region were excluded.
Comparison cohort
In order to compare the prescription of antipsychotics and antidepressants in subject with and
without AD (objective 2), each subjects identified as user of AchE‐I was matched by age, sex and
local health unit (LHU) with a resident of the Umbria region (in the following, elderly cohort).
Given the inclusion criteria in the AchE‐I cohort, all subject included in the elderly cohort did not
receive any prescription of AchE‐I in 2011.
The distribution by age and sex of the elderly population of the Umbria region is shown below:
Age
65‐69
70‐74
75‐79
80‐84
85‐89
≥90
Total

Males
22,865
23,273
18,722
13,697
7,639
2,596
88,792

Females
25,250
27,142
24,186
21,439
15,244
7,013
120,274

Total
48,115
50,415
42,908
35,136
22,883
9,609
209,066

Source of data
Data on the use of drugs
Drug prescription data derive from the drug prescription monitoring system of the Umbria region,
which includes all prescriptions reimbursed by the Italian National Health Service (NHS). The
following data are recorded for each prescription within the NHS:
-

identification code of the drug;

-

number of packages;
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-

identification code of the subject who received the prescription (the identification code is
anonymized/encrypted);

-

date of the prescription.

The following data were added through a record linkage procedure: the information of the
substance and number of doses contained in each drug (from the archive of marketed drugs) and
the information on age, sex and residence (from the archive of the population of the Umbria
region).
Data on hospital discharges
Data derive from the archive of hospital discharges forms of patients hospitalised in 2011 who
recived diagnosis of dementia. The following ICD‐9‐CM codes were included.
-

Vascular dementia (290.4x)

-

Senile dementia (290.1x, 290.2x e 290.3x)

-

Alzheimer’s disease (331.0).

For each patient discharged with a diagnosis of dementia, all drug prescription received during
2011 were retrieved.

Study drugs
Study drugs were identified through ATC (Anatomical Therapeutical Chemical) classification
system. With regards to AchE‐I the following drugs were considered:
Acetylcholinesterase inhibitors (AchE‐I):
Donepezil (ATC: N06DA02); Rivastigmine (ATC: N06DA03); Galantamine (ATC: N06DA04);
Memantine (ATC: N06DX01).

The following antipsychotics for which at least one prescription was issued in 2011 were
considered:
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Antipsychotics:
Atypical and others: Aripiprazol; Clozapine; Olanzapine; Paliperidone; Quetiapine;
Risperidone; Ziprasidone.
Typical: Aloperidol;

Amisulpride; Bromperidol; Clorpromazine; Clotiapine; Flufenazine;

Levomepromazine; Litium; Periciazine; Pimozide; Promazine; Zuclopentixol.

The following antidepressants for which at least one prescription was issued in 2011 were
considered:
Antidepressants:
SSRI: Citalopram, Escitalopram, Fluoxetine, Paroxetine, Fluvoxamine, Sertraline.
Tricyclic antidepressants (TCA): Amitriptiline; Clomipramine; Desipramine; Dosulepine;
Imipramine; Maprotiline; Nortriptiline; Trimipramine.
Others: Ademetionine; Bupropione; Duloxetine; Fenelzine; Mianserine; Mirtazapine;
Reboxetine; Trazodone; Venlafaxine.

Benzodiazepines are not included in the study since this drugs are not reimbursed by the National
Health Service. Antiepileptic drugs were not included in this analysis, even when prescribed for the
treatment of depression, because the prescription monitoring data does not contain the indication
for the prescription (and thus it would be impossible to discriminate the indication as
antidepressants or anticonvulsants).

Description of psychotropic drugs in the study cohort
The use of antipsychotics and antidepressants was described after retrieving all prescriptions
issued in 2011 within the NHS to each subjects included in the following groups of subjects: AchE‐I
cohort, SDO cohort and elderly (comparison) cohort. The use of psychotropic drugs was described
by class (antipsychotic and antidepressant), category (atypical and typical antipsychotics; Selective
Serotonin Re‐uptake Inhibitors (SSRI), Tricyclic Antidepressants (TCA) and other antidepressants)
and substance.
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Definition of concomitant use of psychotropics drugs
The use of antipsychotic and antidepressant drugs in the AchE‐I and SDO cohorts was described
taking into account the entire observation period (1 January – 31 December 2011). A further
analysis was also carried out taking into account only the prescriptions of antipsychotic and
antidepressant drugs issued after the first prescription of AchE‐I. Since marginal differences were
observed in the two analysis, only the first one is presented.

Data analysis
The potential confounding effect of age and sex was taken into account by matching each subject
with a diagnosis of dementia to a resident of the Umbria region.
The AchE‐I cohort was described in terms of substance, age, sex. The following age classes were
used: 65‐69; 70‐74; 75‐79; 80‐84; 85‐89; ≥ 90. The description of drug use was conducted in terms
of prevalence of use and number of doses. The DDDs (Defined Daily Doses), which indicates the
average dose of drug prescribed to an adult for the main indication of the drug, was adopted.
The indicators are defined as follows:
-

Prevalence of use: proportion of inhabitants who received at least one prescription of
drugs during the study period;

-

DDD/1000 inhabitants die: number of DDDs per 1000 inhabitants per day;

-

DDD per user: number of DDDs per user (inhabitants who received at least one
prescription of drugs during the study period). This indicator shows the average duration of
therapy by user.

In comparing the AD cohort and elderly cohort, the probability that the observed differences were
due to chance effect was estimated using the t‐test and chi‐square as appropriate.

Privacy
All analysis were conducted in agreement with the Italian Data Protection regulation. All individual
codes were only available in anonymized (encrypted) form. All analysis were presented as
aggregated data.
37

RESULTS

1. References data: the prescription of the drug of interest at Italian level
In Italy, in 2011, the prescription of AchE‐I was slightly greater than 2 DDD/1000 inhabitants die;
the corresponding prescription of antipsychotic and antidepressant drugs were 9 and 41
DDD/1000 inhabitants die. For the 3 classes of drugs an increase in the level of use was observed
between 2008 and 2011. In particular with regard to AchE‐I, the increase was larger than 30% in
the four years, with a CAGR (Compounded Annual Growth Rate) of 8.9%.

Table 3.1 Prescription of Acetylcholinesterase inhibitors (AchE‐I) and psychotropic drugs in Italy
Drugs

DDD 1000 inhabitants die
2008

2009

2010

2011

CAGR

AchE‐I

1.5

1.8

1.9

2.1

+8.9%

Antipsychotics

8.5

9.1

9.5

9.3

+2.4%

Antidepressants

38.1

38.8

40.1

41.4

+2.1%

CAGR: compounded annual growth rate
A large regional variability in the prescription of AchE‐I (from 1.1 to 3.2 DDD/1000 inhabitants die)
is present in the Italian regions (Figure 3.1). This data do not include all drugs used within hospitals
and nursing homes, which may partly explain the differences among regions.
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Figure 3.1

Regional variability in the consumption (DDD/1000 inhabitants die) of
Acetylcholinesterase inhibitors (AchE‐I) (Italy 2011)

1,1 – 1,7 Sicilia, Bolzano, Piemonte, Calabria, Umbria
1,7 – 2,0 Campania, Toscana, Sardegna, E. Romagna, Liguria, Puglia
2,1 – 2,9 Lombardia, Friuli, Valle d’Aosta, Veneto, Basilicata
2,9 – 3,2 Lazio, Trento, Marche, Abruzzo, Molise

The following Figures present the regional variability concerning antipsychotic and antidepressant
drugs. In particular, with regard to antidepressants, the level of prescription in the centre‐north
Italian regions is almost twice as large as in the southern part of Italy (Figures 3.2 and 3.3).

Figure 3.2

Regional variability in the consumption (DDD/1000 inhabitants die) of
Antipsychotics (Italy 2011)

7,5 – 8,8 Piemonte, Lazio, Basilicata, Bolzano, Puglia
8,9 – 9,4 Toscana, Lombardia, Puglia, Trento, Sardegna, Friuli
9,4 – 10,0 Veneto, Liguria, Campania, Sicilia, Valle d’Aosta
10,0 –13,1 Calabria, E. Romagna, Marche, Abruzzo, Molise
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Figure 3.3

Regional variability in the consumption (DDD/1000 inhabitants die) of
Antidepressants (Italy 2011)

31,3 – 34,3 Campania, Basilicata, Puglia, Molise, Sicilia
34,4 – 38,6 Friuli, Calabria, Abruzzo, Lombardia, Trento, Lazio
38,8 – 45,6 Veneto, Valle d’Aosta, Marche, Piemonte, Sardegna
51,2 – 65,0 Umbria, Bolzano, E. Romagna, Liguria, Toscana

2.

The characteristics of the patients with AD identified by the prescription of
Acetylcholinesterase inhibitors (AchE‐I cohort)

Through the prescription monitoring system of the Umbria region, 4.018 subjects who received at
least one prescription of AchE‐I during 2011 were identified (Figure 3.4). Out of these 255 were
excluded: 135 subjects were younger than 65 and 120 were not resident in Umbria (had an
individual code not compatible with a resident of the Umbria region). The final analysis was
conducted on 3,763 (93.6%) patients (AchE‐I cohort).
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Figure 3.4 AD patients identified as users of AchE‐I (AchE‐I cohort) (Umbria 2011)

4,018 subjects with
prescription of AchE‐I during
2011 in Umbria
Excluded subjects
135 subjects (3.4%)
<65 years

120 subjects (3%) not
resident in Umbria

3,763 subjects (93.6%)
included in the study

Within the elderly population (≥65 years) of the Umbria region, 1.8% received at least one
prescription of AchE‐I in 2011. The analysis by age and sex indicates that the prevalence of use
increase with age, from around 0.3% in the age class 65‐69 years to 3.5% between 80 and 84 years
(Figure 3.5). The increase appears stronger in older women: in the age class 80‐84 the prevalence
in the female population is almost 4% (Table 3.2). The decrease in prevalence observed in subjects
older than 90 is most likely attributable to a greater proportion of institutionalization in patients
with AD in this age group (as indicated in the method section no data are available on these
patients).
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Figure 3.5 Distribution of the prevalence of use and DDDs of AchE‐I by age and sex (Umbria
2011)

300

DDD per user per year

250

40

200
30
150
20
100
10

50

Prevalence of use per 1000

50

DDD/user M
DDD/user F
Prevalence M
Prevalence F

0

0
65-69

70-74

75-79

80-84

85-89

>= 90

age (years)

Despite a difference in the prevalence of use between males and females, a very similar duration
of use was observed in the sex and age groups. The average duration of 252 DDD per patient is
coherent with the current treatment of patient with AD.

Table 3.2 Prevalence (P) of use of AchE‐I by age and sex (Umbria 2011)
Age
65‐69
70‐74
75‐79
80‐84
85‐89
≥ 90

Males prevalence (Pm)
N
(Pm x 1000)
74
3.2
199
8.6
378
20.2
414
30.2
208
27.2
38
14.6

Females prevalence (Pf)
N
(Pf x 1000)
86
3.4
279
10.3
614
25.4
849
39.6
530
34.8
94
13.4

Relative Risk
(Pf/Pm)
1.1
1.2
1.3
1.3
1.3
0.9

The characteristics of patients received a prescription of AchE‐I and of subjects in the matched
elderly cohort is presented in Table 3.3. The median age of the two cohorts is 80 years and around
65% of the subjects are females. The overall drug consumption during the year was 4,129
DDD/1000 inhabitants die in the AchE‐I cohort and 3,272 in the elderly cohort (p<0.005). The
prescription of drugs in the elderly cohort is representative of the general elderly population in
Italy (Rapporto Osmed 2011;
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http://www.epicentro.iss.it/farmaci/pdf/OsMed/OSMED%202011.pdf) whereas the level of use in
the AchE‐I cohort indicates a greater clinical complexity of these patients.
A similar level of exposure was observed for most of the categories of drugs frequently prescribed
in the elderly. A greater prevalence of antiplatelet and anticoagulant drugs was observed in the
AchE‐I cohort (61.8 vs 51.3; p< 0.005), whereas a larger use of antiasthmatic drugs is experienced
by the elderly cohort (16.1 vs 19.4; p<0.005).

Table 3.3 Characteristics of drug use in the AchE‐I and elderly cohorts (Umbria 2011)

Males
Females
Median age
DDD/1000 inhabitans die (total)

AchE‐I cohort
3,763
1,311 (34.8%)
2,452 (65.2%)
80
4,129

Elderly cohort
3,763
1,311 (34.8%)
2,452 (65.2%)
80
3,272

p*

<0.005

Prevalence of use (%)
18.1
16.5
0.08
Antidiabetics
61.8
51.3
<0.005
Antiplatelets and anticoagulants
76.3
77.8
0.10
Antihypertensives
25.2
24.1
0.28
Lipid lowering drugs
55.3
56.6
0.28
Antibiotics
16.1
19.4
<0.005
Antiasthmatics
* indicates the probability that the differences observed between Ache‐I and elderly cohorts are
attribuible to chance
When referred to the elderly population, the prescription of AchE‐I reached 12.7 DDD/1000
inhabitants die (Table 4). This figure is greater than the corresponding one reported in Table 1,
where the general population and not only those ≥ 65 years are used in the denominator. The
most frequently used AchE‐I is donepezil (5.5 DDD/1000 inhabitants die), follow by memantine
(4.0), rivastigmine (2.4) and galantamine (0.8). No difference is observed in terms of median age
and males to females ratio.
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Table 3.4 Prescription of AchE‐I in patients with AD (Umbria 2011)
DDD/
User (N)
DDD/ Median
1000
Drug
User
age
inhab
Males Females
die*
Donepezil
5.5
268.9
80
494
1,067
Memantine
4.0
214.8
80
552
861
Rivastigmine
2.4
177.9
80
354
673
Galantamine
0.8
206.7
80
106
201
AchE‐I
12.7
257.6
80
1.311
2,452
* reference population: subjects ≥65 years (209,066 inhabitants)

Prevalence (‰*)
Total

Males

1,561
1,413
1,027
307
3,763

5.6
6.2
4.0
1.2
14.8

Females Total
8.9
7.2
5.6
1.7
20.4

7.5
6.8
4.9
1.5
18.0

With respect to the duration of treatment, an average difference of around 100 DDDs is observed
between users of donepezil and rivastigmine. A further increase is shown when AD patients
received more than one AchE‐I, with a maximum of greater than 500 DDDs among patients who
received prescription of donepezil and memantine during the year (Table 3.5).

Table 3.5

Pattern of treatment in patients with AD who received AchE‐I prescriptions

(Umbria 2011)

Pattern of treatment

DDD
/1000
inhab die
4.5
2.6
1.8
1.7
0.7

DDD/
User

User (N)
Prevalence (‰*)
Female
Female
Males
Total Males
Total
s
s
395
863
1.258
4.4
7.2
6.0
380
550
930
4.3
4.6
4.4
268
535
803
3.0
4.4
3.8
82
174
256
0.9
1.4
1.2
81
168
249
0.9
1.4
1.2

Donepezil
272.1
Memantine
213.5
Rivastigmine
175.3
Donepezil + Memantine
505.1
Galantamine
211.9
Rivastigmine +
1.0 446.7
64
102
166
Memantine
Galantamine +
0.2 378.6
18
21
39
Memantine
Other**
0.2 269.7
23
39
62
Total
12.7 257.6 1.311
2.452 3.763
* reference population: subjects ≥65 years (209,066 inhabitants)
** patterns of treatment with less than 30 users

0.7

0.8

0.8

0.2

0.2

0.2

0.3
14.8

0.3
20.4

0.3
18.0

Among users of AchE‐I, 26% also received a prescription of antipsychotics and 56.5% a prescription
of antidepressants. The corresponding figure in the elderly cohort were 3.7 and 20.6%. Thus, the
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use of antipsychotics was 7 times greater in the AchE‐I than in the elderly cohort and almost a 3
times differences was observed for antidepressants (Table 3.6).

Table 3.6 Use of antipsychotic and antidepressant drugs in the AchE‐I and elderly cohorts
(Umbria 2011)
Cohort

Antipsychotics

Antidepressants

N

%*

N

%*

AchE‐I cohort

979

26.0

2,125

56.5

Elderly cohort

138

3.7

776

20.6

* Prevalence of users in each cohort (N=3,763)
The following tables describe the level of use of antipsychotic and antidepressant drugs in
relationship with the specific AchE‐I substance (Table 3.7) and pattern of treatment (Table 3.8).
With regard to concomitant use of antidepressant, no difference is observed between the specific
substance (AchE‐I), whereas a greater proportion of use is present among AD patients who
received an association of AchE‐I (Table 3.8 and Figure 3.6). A slightly different picture emerges for
antipsychotics, with a proportion of concomitant prescription of antipsychotics that ranges
between 22% and 31% for donepezil and memantine respectively. Subjects who received two or
more
AchE‐Is during the year were not at greater risk of receiving concomitant prescription of
antipsychotic drugs (Table 3.8).
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Table 3.7 Concomitant use of antipsychotic and antidepressant drugs in the AchE‐I cohort
(Umbria 2011)
Antipsychotics
Antidepressants
N
%*
N
%*
Donepezil
354
22.7
884
56.6
Memantine
413
29.2
812
57.5
Rivastigmine
257
25.0
579
56.4
Galantamine
93
30.3
173
56.4
* Prevalence of use is referred to the users of each AchE‐I (see Table 4)
AchE‐I

Table 3.8 Concomitant use of antipsychotic and antidepressant drugs in the AchE‐I cohort by
pattern of AchE‐I treatment (Umbria 2011)
Pattern of treatment

Antipsychotics
N
281
290
199
78
131
63

%*
22.3
31.2
24.8
31.3
25.0
24.6

Antidepressants
N
%*
695
55.2
526
56.6
454
56.5
136
54.6
314
60.0
159
62.1

Donepezil
Memantine
Rivastigmine
Galantamine
2 or more AchE‐Is
Donepezil + Memantine
Rivastigmine +
45
27.1
91
54.8
Memantine
Galantamine +
8
20.5
27
69.2
Memantine
Donepezil + Rivastigmine
4
13.8
21
72.4
Done + Mema + Riva
4
28.6
6
42.9
Rivastigmine
4
40.0
6
60.0
+Galantamine
Mema + Riva + Gala
1
20.0
1
20.0
Done + Mema + Gala
2
66.7
2
66.7
Donepezil + Galantamine
‐
0.0
1
100.0
Total
979
26.0
2,125
56.5
* Prevalence of use is referred to the users of each pattern of AchE‐I treatment (partly reported
in Table 3.5)
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Prevalence of AP and AD drug use (%)

Figure 3.6 Concomitant use of antipsychotic and antidepressant drugs in the AchE‐I cohort by
pattern of AchE‐I treatment (Umbria 2011)
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The concomitant prescription of antipsychotics was mainly relevant to atypical substances
(22.3%). More than half of the antipsychotic users received quetiapine for by olanzapine and
risperidone (Table 3.9).
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Table 3.9 Antipsychotic drug use in the AchE‐I cohort (Umbria 2011)
Category/
substance

User (N)
M

F

tot

DDD/
1000
inhab die

Prevalence %*
M

F

tot

Median
age

M/F
ratio

Atypical and
309
532 841
0.9
23.6 21.7 22.3
81
1.1
others**
Typical
76
145 221
0.1
5.8
5.9
5.9
82
1.0
Total
352
627 979
1.0
26.8 25.6 26.0
81
1.1
Quetiapine
213
365 578
0.4
16.2 14.9 15.4
82
1.1
Olanzapine
72
128 200
0.3
5.5
5.2
5.3
80
1.1
Risperidone
46
63
109
0.1
3.5
2.6
2.9
81
1.4
Aloperidol
34
59
93
0.0
2.6
2.4
2.5
82
1.1
Clorpromazine
25
64
89
0.0
1.9
2.6
2.4
3
0.7
Clozapine
16
25
41
0.0
1.2
1.0
1.1
79
1.2
Amisulpride
13
14
27
0.0
1.0
0.6
0.7
80
1.7
Ziprasidone
8
10
18
0.0
0.6
0.4
0.5
80
1.5
Paliperidone
6
9
15
0.0
0.5
0.4
0.4
78
1.2
Promazine
6
4
10
0.0
0.5
0.2
0.3
79
2.8
Clotiapine
2
5
7
0.0
0.2
0.2
0.2
80
0.7
Levomepromazine
1
2
3
0.0
0.1
0.1
0.1
80
0.9
Litium
0
3
3
0.0
0.0
0.1
0.1
71
0.0
Periciazine
2
1
3
0.0
0.2
0.0
0.1
78
3.7
Aripiprazol
0
1
1
0.0
0.0
0.0
0.0
86
0.0
Bromperidol
0
1
1
0.0
0.0
0.0
0.0
69
0.0
Pimozide
0
1
1
0.0
0.0
0.0
0.0
85
0.0
* Prevalence of users in the AchE‐I cohort (N=3,763)
** Atypical and others: quetiapine, olanzapine, clozapine, aripiprazol, risperidone, paliperidone,
ziprasidone
For both populations (AchE‐I and elderly cohorts) the most frequently used antipsychotic drugs
were atypical ones (22.3% and 2.4% in the AchE‐I and elderly cohort respectively). The
proportional use of typical antipsychotics was more similar in the two cohorts (5.9% and 1.5% in
the AchE‐I and elderly cohort respectively) (Table 3.10 and Figure 3.7). Quetiapine was the most
frequently used antipsychotic in both cohorts.
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Table 3.10 Antipsychotic drug use in the elderly cohort (non users of AchE‐I) (Umbria 2011)
Category/
substance

User (N)
M

F

tot

DDD/
1000
inhab die

Prevalence %*
M

F

tot

Median
age

M/F
ratio

Atypical and others
28
62
90
0.1
2.1
2.5
2.4
83
0.8
**
Typical
20
37
57
0.0
1.5
1.5
1.5
82
1.0
Total
46
92
138
0.2
3.5
3.8
3.7
83
0.9
Quetiapine
16
32
48
0.04
1.2
1.3
1.3
83
0.9
Aloperidol
11
17
28
0.02
0.8
0.7
0.7
82
1.2
Olanzapine
9
16
25
0.04
0.7
0.7
0.7
82
1.1
Clorpromazine
8
12
20
0.01
0.6
0.5
0.5
83
1.2
Risperidone
4
15
19
0.02
0.3
0.6
0.5
84
0.5
Litium
1
6
7
0.01
0.1
0.2
0.2
75
0.3
Clozapine
1
4
5
0.01
0.1
0.2
0.1
81
0.5
Promazine
1
3
4
0.00
0.1
0.1
0.1
77
0.6
Levomepromazine
0
3
3
0.00
0.0
0.1
0.1
73
0.0
Clotiapine
0
1
1
0.00
0.0
0.0
0.0
83
0.0
Flufenazine
0
1
1
0.00
0.0
0.0
0.0
71
0.0
Paliperidone
0
1
1
0.00
0.0
0.0
0.0
77
0.0
Periciazine
0
1
1
0.00
0.0
0.0
0.0
71
0.0
Ziprasidone
0
1
1
0.00
0.0
0.0
0.0
83
0.0
Zuclopentixol
1
0
1
0.00
0.1
0.0
0.0
79
‐
* Prevalence of users in the elderly cohort (N=3,763)
** Atypical and others: quetiapine, olanzapine, clozapine, aripiprazol, risperidone, paliperidone,
ziprasidone

Prevalence of AP drug use (%)

Figure 3.7 Prevalence of use of antipsychotic drugs in the two cohorts (Umbria 2011)
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With regard to antidepressants, the most frequently used drugs in the AchE‐I cohort were SSRI
(42.9%) follow by other antidepressants (20%) and TCA (1%) (Table 3.11). The most frequently
prescribed substances were escitalopram (2.2 DDD/1000 inhabitants die), sertralina (1.7),
paroxetina e citalopram (0.8).

Table 3.11 Antidepressant drug use in the AchE‐I cohort (Umbria 2011)
User (N)
Category/
substance

M

F

tot

SSRI
Others**
TCA
Total
Escitalopram
Sertraline
Paroxetine
Citalopram
Trazodone
Venlafaxine
Duloxetine
Mirtazapine
Fluoxetine
Amitriptiline
Bupropione
Reboxetine
Clomipramine
Mianserine
Fluvoxamine
Nortriptiline
Ademetionine
Trimipramine
Imipramine
Maprotiline

490
241
12
655
190
167
82
78
94
67
52
38
12
9
5
4
3
0
0
0
2
0
0
0

1126
513
24
1470
448
345
205
201
154
176
112
92
13
14
9
5
4
6
4
4
0
2
1
1

1616
754
36
2125
638
512
287
279
248
243
164
130
25
23
14
9
7
6
4
4
2
2
1
1

DDD/
1000
inhab
die
5.6
1.6
0.0
7.3
2.2
1.7
0.8
0.8
0.1
0.7
0.5
0.3
0.1
0.0
0.0
0.0
0.0
0.0
0.0
0.0
0.0
0.0
0.0
0.0

Prevalence%*
M

F

tot

Median
age

M/F ratio

37.4
18.4
0.9
50.0
14.5
12.7
6.3
5.9
7.2
5.1
4.0
2.9
0.9
0.7
0.4
0.3
0.2
0.0
0.0
0.0
0.2
0.0
0.0
0.0

45.9
20.9
1.0
60.0
18.3
14.1
8.4
8.2
6.3
7.2
4.6
3.8
0.5
0.6
0.4
0.2
0.2
0.2
0.2
0.2
0.0
0.1
0.0
0.0

42.9
20.0
1.0
56.5
17.0
13.6
7.6
7.4
6.6
6.5
4.4
3.5
0.7
0.6
0.4
0.2
0.2
0.2
0.1
0.1
0.1
0.1
0.0
0.0

80
80
78
80
80
80
80
80
81
79
79
79
78
78
75
79
84
79
72
68
87
66
71
68

0.8
0.9
0.9
0.8
0.8
0.9
0.7
0.7
1.1
0.7
0.9
0.8
1.7
1.2
1.0
1.5
1.4
0.0
0.0
0.0
‐
0.0
0.0
0.0

* Prevalence of users in the AchE‐I cohort (N=3,763)
** Others: bupropione, trazodone, mianserine, mirtazapine, venlafaxine, duloxetine, reboxetine,
ademetionine
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Table 3.12 Antidepressant drug use in the elderly cohort (non users of AchE‐I) (Umbria 2011)
Category/
substance

User (N)
M

F

tot

DDD/
1000
inhab die
1.7
0.5
0.1
2.3
0.6
0.4
0.4
0.3
0.2
0.0
0.1
0.1
0.0
0.0

Prevalence %*
M

F

tot

Median
age

M/F
ratio

SSRI
150
425
575
11.4
17.3
15.3
82
0.7
Others**
63
168
231
4.8
6.9
6.1
81
0.7
TCA
11
45
56
0.8
1.8
1.5
81
0.5
Total
205
571
776
15.6
23.3
20.6
82
0.7
Sertraline
44
146
190
3.4
6.0
5.0
82
0.6
Paroxetine
37
120
157
2.8
4.9
4.2
82
0.6
Escitalopram
45
96
141
3.4
3.9
3.7
81
0.9
Citalopram
27
91
118
2.1
3.7
3.1
81
0.6
Venlafaxine
25
62
87
1.9
2.5
2.3
79
0.8
Trazodone
17
40
57
1.3
1.6
1.5
85
0.8
Duloxetine
11
35
46
0.8
1.4
1.2
80
0.6
Mirtazapine
10
36
46
0.8
1.5
1.2
81
0.5
Amitriptiline
9
27
36
0.7
1.1
1.0
83
0.6
Fluoxetine
4
11
15
0.3
0.4
0.4
82
0.7
Clomipramin
2
11
13
0.0
0.2
0.4
0.3
78
0.3
e
Nortriptiline
0
6
6
0.0
0.0
0.2
0.2
78
0.0
Bupropione
0
4
4
0.0
0.0
0.2
0.1
78
0.0
Mianserine
1
2
3
0.0
0.1
0.1
0.1
83
0.9
Fluvoxamine
1
1
2
0.0
0.1
0.0
0.1
69
1.9
Reboxetine
1
0
1
0.0
0.1
0.0
0.0
72
‐
Trimipramine
0
1
1
0.0
0.0
0.0
0.0
75
0.0
* Prevalence of users in the elderly cohort (N=3,763)
** Others: bupropione, trazodone, mianserine, mirtazapine, venlafaxine, duloxetine, reboxetine,
ademetionine
For both populations (AchE‐I and elderly cohorts) SSRI were the most frequently used
antidepressants (42.9% and 15.3% in the AchE‐I and elderly cohort) followed by other
antidepressants (20% vs 6%) and TCA (1% vs 1.5%) (Figure 3.8). A large similarity was also
observed with regard to the specific antidepressants most frequently use in both cohorts
(sertraline, paroxetine, escitalopram, citalopram).
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Figure 3.8 Prevalence of use of antidepressant drugs in the two cohorts (Umbria 2011)
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The distribution by age and sex in the prevalence of antipsychotic use in both populations is
presented in Figure 3.9. The prevalence of use increases with age in both cohorts. In the AchE‐I
cohort the prevalence ranges from 20% (70‐74 years) to around 40% in subjects older than 90.

Figure 3.9 Prevalence of use of antipsychotic drugs, by age and sex, in the two cohorts (Umbria
2011)
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The distribution by age and sex in the use of antidepressant drugs presents a different trend in the
two cohorts. There is an increasing trend in the prevalence of use by age in the elderly cohort,
whereas the opposite is observed in the AchE‐I cohort (Figure 3.10).

Figure 3.10

Prevalence of use of antidepressant drugs, by age and sex, in the two cohorts
(Umbria 2011)
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With regard to use of antipsychotic drugs in the AchE‐I cohort it should be emphasized that in
most cases the prescription is off label, i.e. outside the approved indications (in red in Figure 3.11).
An approved indication for the treatment of Behavioural and Psychological Symptoms of Dementia
(BPSD) is present for risperidone and clozapine among atypical antipsychotics and aloperidol
among typical ones (no prescription was retrieved for zuclopentixol, an atypical antipsychotic with
approved indication for the treatment for BPSD).
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Figure 3.11 Antipsychotic drugs most frequently used in the AchE‐I cohort (Umbria 2011)

3.

Characteristics of drug prescription in patients with Alzheimer Dementia (AD) identified
through the archive of hospital discharges (SDO)

The characteristics of subjects identified as AD patients through the archive of hospital discharges
(SDO cohort) is similar with regard age and sex distribution to the AchE‐I cohort (Table 3.12). Out
of the 1,334 patients who were hospitalized in 2011 with a diagnosis of dementia, 31% received a
diagnosis of AD, 38% of vascular dementia and the remaining 31% of senile dementia. Among
patients with a diagnosis of AD 20.2% also received a prescription of AchE‐I during the year 2011.
The level of use of antipsychotic drugs was relatively similar in the two cohorts whereas a much
lower level of antidepressant use was observed in the SDO cohort.
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Table 3.12 Description of the cohort of patients with AD identified through the archive of
hospital discharges (Umbria 2011)
AchE‐I cohort (N=3,763)

SDO cohort (N=1,334)

Males

1,311 (34.8%)

460 (34.5%)

Females

2,452 (65.2%)

874 (65.5%)

80

83

Median age
Senile dementia

419 (31%)

Vascular dementia

501 (38%)

Alzheimer dementia

414 (31%)

Prevalence (%)
Acetylcholinesterase inhibitors

100.0

20.2

Antipsychotic

26.0

31.5

Antidepressants

56.5

8.1
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4.

Prevalence estimates of dementia in the Umbria population in 2011 on the basis of
international estimates and of capture‐recapture methods

In order to verify the validity in the estimates of dementia cases in our study we carried out a
comparison between prevalence estimates derived from international data and prevalence
estimates derived from the study conducted in the Umbria region.
Specifically, we applied the age and sex prevalence estimates derived from the World Alzheimer
Report 2009 (http://www.alz.co.uk/research/files/WorldAlzheimerReport.pdf) to obtain the
expected number of cases in the Umbria region. A total of 20,735 subjects, 9.9% of the population
≥65 years, would be expected on the basis of international prevalence figures (Table 3.13).

Table 3.13 Expected number of patients with diagnosis of dementia in the Umbria region
adopting the age and sex prevalence estimates of the World Alzheimer Report 2009
Age

Prevalence (males) %

Prevalence (females) %

Expected cases (N)

65‐69

2.3

3.0

1,283

70‐74

3.7

5.0

2,218

75‐79

6.3

8.6

3,259

80‐84

10.6

14.8

4,625

85‐89

17.4

24.7

5,094

90+

33.4

48.3

4,254

‐

‐

20,735

Total

World Alzheimer Report 2009: http://www.alz.co.uk/research/files/WorldAlzheimerReport.pdf
We also estimated the overall number of patients with dementia on the basis of the number of
cases included in the AchE‐I and SDO cohorts, as if we had conducted a capture‐recapture analysis
(Figure 3.12). Specifically the total number of patients with dementia has been estimated as: (N
patients included in the AchE‐I cohort) x (N patients included in the SDO cohort) / (N patients
included in both cohorts) = 3,763 x 1,334 / 269 = 18,661 (8.9% of the population ≥65 years). This
figure compares well with the estimates obtained from the international prevalence data.
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Figure 3.12 Overlapping between the AchE‐I and SDO cohorts (Umbria 2011)

AchE‐I cohort: users of acetylcholinesterase inhibitors during 2011 in the Umbria region
SDO cohort: subjects who were hospitalized during 2011 in the Umbria region and who were
discharged with a diagnosis (either main or secondary diagnosis) of dementia

Main limitations of the study
Most of the patients with Alzheimer disease in the Umbria Region are not captured in our study.
We used both the prescriptions of AchE‐I and the hospitalizations with a diagnosis of dementia as
a marker of the disease. As a consequence, patients with dementia who, in the year 2011, were
not using drugs for the treatment of AD (AchE‐I) and who were not hospitalized, would not be
included in the study.
This underestimation of the overall number of AD cases may have no consequences in the
description of psychotropic drug use if our study cohorts are representative of the overall subjects
with AD. Clearly, a bias would occur if the proportion of subjects presenting BPSD in the study
cohorts were different from the general population with AD.
Our analysis of antipsychotic and antidepressant drugs use in AD patients is based on the
prescription issued within the NHS in the outpatient setting. We were not able to retrieve the
information on drug consumption within nursing homes, as well as the private purchase of drugs
(for instance, benzodiazepines are not reimbursed by the NHS). However, we know that the large
majority of AchE‐I and antipsychotic drugs are covered by the NHS.
We were only able to analyze the prescription data relevant to 2011, and thus it was not possible
to describe any possible temporal trend in the use of psychotropic drugs.
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In the definition of the study cohorts we had no information concerning the date of diagnosis (to
obtain the information on duration of the dementia) and the severity of the diagnosis. Moreover,
with regard the analysis of the prescription data, no information is available on the indication of
the prescription, which precludes the possibility to assess the appropriateness of the prescription.
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4. ALCOVE recommendations to improve data collection on antipsychotic use
•

Prospective and systematic collection data on dementia patients for specific settings

(community , home care, memory clinic, nursing home) in all European countries are urgently
necessary .
•

A list of antipsychotics used in each European country should be performed, underlining

the off label use for specific molecule.
•

The collection data on exposure to antipsychotics in dementia patients must be

characterized for appropriate and not appropriate use.
•

Information on physical restraints use among nursing home residents with severe

dementia must be gathered.
•

An European Registry on exposure to antipsychotics in dementia patients should be

implemented. The aims of this registry should be to monitor the prescriptions of antipsychotics in
European countries and to assess the efficacy of national programs in risk reduction of
antipsychotic use.
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FINAL REPORT
WP4: Cohorts, Epidemiology and Registration Network
Milestone 3
Publication of survey on available data on health and social care services for all
other information in people with dementia
Specific objective WP4
Recommendations to improve epidemiological data on AD and other dementia with an overview
of available data and definition of best practices for data collection
Description
Epidemiological data studies (e.g. EuroCode, EADC), national information system (e.g. insurance)
and planned surveys (e.g. EHES or SHARE) will be assessed and criteria for improving data
collection will be proposed
Associated Partners:
ISS, Italy, WP4 leader;
National Institute of Health and welfare (THL), Finland
Institut National de la Sante et la Recherche Medical (INSERM), France
Karolinska Institute (IK), Sweden
Athens Association of AD and Related Disorders (AAADRD), Greece
Ministero della Salute (MINSAL), Italy
Collaborating partners:
Haute Authorite de Sante (HAS), France;
Institudo de Salud Carlos III (ISCIII), Spain;
Slovenska Akademia Vied – Neuroimmunologicky Ustav (NIU SAV), Slovakia

2

SURVEY ON AVAILABLE DATA ON HEALTH AND SOCIAL CARE
SERVICES FOR PEOPLE WITH DEMENTIA.
The aim of Milestone 3 was to gather information on National Programs and organization
of health and social services dedicated to dementia in Europe. A further objective was to
evaluate the possibility to obtain data on health and social services dedicated to dementia
in the Countries involved in WP4.

MATERIALS AND METHODS
Between January and March 2012, the WP4 team developed three different
questionnaires. They have then been shared and modified following the suggestions
received from the Associated Partners (AP). The first questionnaire "Q1 - Available data
on health and social services dedicated to dementia. National list of contacts (Annex 1)
had the objective to obtain a list of available data sources and the key-respondents in the
different Countries involved in the survey. The second questionnaire "Q2 - National
programs on organization of health and social care services dedicated to dementia"
(Annex 2) was designed to describe and compare the National Programs and services for
people with dementia. The questionnaire was created considering the variables described
in key documents, including specific national plans and strategies for care of people with
dementia available in the gray literature. [1] The third questionnaire "Q3 - Available data on
health and social services dedicated to dementia" (Annex 3) was designed to describe
different data sources, their possible use for dementia study purpose, their strength and
weakness and suggestions to improve the data collection system.
All questionnaires were administered between March and September 2012. Although
initially the study design included only AP and Collaborative Partners (CP), during the
meeting held in Paris in April 2012, several WP teams agreed to extend the investigation
to all the Member States (MS) willing to participate. The key informants have then been
contacted through the network of relationships of ALCOVE AP and CP. All questionnaires
were sent via email and self-administered. The team performed a quali-quantitative
analysis for all variables, including free commentaries.

1

http://www.alzheimer-europe.org/Policy-in-Practice2/National-Dementia-Plans

3

A total of 28 Countries participated to the survey, of whom 11 AP, 8 CP and 9 MS. The
returned questionnaires were 18 Q1 (National contacts), 24 Q2 (National Programs) and
23 Q3 (Data sources). Table 1 shows the returned questionnaire by Country, Table 2 the
distribution by partnership. Note that the 11 AP have sent 14 questionnaires, having
respectively Belgium and the United Kingdom sent 2 and 3 questionnaires: Flanders and
Wallonia Region for Belgium, England, Wales and Northern Ireland for United Kingdom.
Table 1. Returned questionnaires by Country

Partnership*

Country

Q1 Nat.
Contacts

Q2 Nat.
Program

Q3 Data
Sources

MS

Austria

0

0

0

AP

Belgium

1

2

1

MS

Bulgaria

1

1

0

CP

Cyprus

1

1

1

CP

Czech Rep.

0

1

0

MS

Denmark

0

0

0

MS

Estonia

1

1

0

AP

Finland

1

1

4

AP

France

1

1

2

MS

Germany

1

1

1

AP

Greece

1

1

1

CP

Hungary

0

0

0

MS

Ireland

0

0

0

AP

Italy

1

1

4

AP

Latvia

1

1

1

AP

Lithuania

1

1

1

CP

Luxemburg

1

1

1

CP

Malta

1

1

1

CP

Netherlands

0

1

0

CP

Norway

1

1

3

MS

Poland

0

0

0

CP

Portugal

0

1

0

MS

Rumania

0

0

0

AP

Slovakia

1

1

0

MS

Slovenia

0

0

0

AP

Spain

1

1

1

AP

Sweden

1

1

1

AP

United Kingdom

1

3

0

Total
18
24
23
*AP= Associated Partner; CP= Collaborative Partner; MS= Member State
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Table 2. N. of returned questionnaires by partnership

Associated Collaborative Member
Partner
Partner
State
Q1

11

4

3

Q2

14

7

3

Q3

16

6
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THE NATIONAL PROGRAMS ON ORGANIZATION OF HEALTH AND SOCIAL CARE
SERVICES DEDICATED TO DEMENTIA. RESULTS.
The key question was “In your Country, is there a National Program (NP) or any written
national policy on dementia health and social care services organization?” Table 3 shows
the distribution by Country. Out of 24 respondents, 11 have a NP, 5 will have in the short
term while 8 have not a specific plan dedicated to dementia. National Programs have been
delivered starting from 2007. In some cases, such as Finland, the national program 20122020 "Creating a memory-friendly Finland", while not including all the aspects analyzed in
the questionnaire, provides for the implementation of the program that will be coordinated
with ongoing legislative initiatives and other national programs.

Yes
No
Due

Within the existing (11) and due (5) NP, 5 are stand alone plans, 5 are included in more
vast plans or policies (i.e. National Health Plan, national guidelines for chronic diseases
care, mental health plans). In Belgium Flanders Community there are both a stand alone
plan and a more vast program including policies for dementia. While the 11 responders
with an implemented NP answered all questions, responders with due NP answered

UK Wales

UK North Ireland

UK England

Sweden

Spain

Slovakia

Portugal

Norway

Netherlands

Malta

Luxembourg

Lithuania

Latvia

Italy

Greece

Germany

France

Finland

Estonia

Czech Republic

Cyprus

Bulgaria

Belgium Wa

Belgium Fi

Table 3. Countries with a NP on dementia
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partially. For this reason, the following described variables will have different
denominators.

As for existing programs or policies on dementia care service at sub-national level, in
3/12 cases (Netherlands, Wales, Czech Republic) there are other programs depending on
the national level. In 3/12 cases (Belgium Walonie, Finland, Italy) there are independent
programs at sub-national level while in 4/12 cases the sub-national programs are partially
dependent on the national level (Belgium Flanders, France, Norway, Sweden). England
and Northern Ireland have no other programs at sub-national level, although regions are
responsible for how they deliver health and social care locally.
Most of the NPs (10/13) have been based on the available national data. In 2/13 cases
they have been based only partially and in 1/13 cases it has not been based on national
data.

Components of the National Program on dementia
The NPs were analyzed starting from 5 categories:
1. Clinical and care pathways
2. Quality of care
3. Chronic care integrated management
4. Information, communication and training
5. Implementation and funding.

Every respondent was asked whether the NP was explicitly providing general statements
and/or recommendations for the 5 examined issues. The answer options were “Yes”, “No”
and “Not applicable”. The following tables show Countries whose NPs include these
components.
Quality criteria for a clinical and care pathway for people with dementia include timely
diagnosis, timely provision of care, timely provision of social support, provision of support
for family care-givers and other carers, provision of care in general hospitals, assessment
and treatment of behavioral and psychological symptoms (BPSD), Implementation of
evidence-based clinical guidelines on dementia. Table 4 shows Countries whose plans or
national policies provide explicitly guidelines or recommendations on clinical and care
pathways. Ten out of 11 respondents refers to timely diagnosis, all include timely provision
of care and support to people with dementia and their family caregivers or other carers.
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There is heterogeneity in the care of people with dementia in hospitals and in assessment
and treatment of BPSD. Only France, Sweden, England and Wales provide for the
implementation of evidence-based clinical guidelines on dementia. The French plan refers
to four documents produced by the Haute Autorité de Santé on diagnosis disclosure and
provision of support (2009), diagnosis and treatment (2011), management of BPBD (2009)
and support for caregivers (2010).2,3,4,5 The Swedish plan includes a list of 158 specific
care activities that are classified and prioritized on a scale from 1 to 10 and "not
recommended". The English and Welsh plans are based mainly on the NICE guidance,
providing for integrated health and social services actions.6

2.1 Timely diagnosis
2.2 Timely provision of care to
individuals with dementia
2.3 Timely provision of social support
to individuals with dementia
2.4 Provision of support for family
care-givers and other carers
2.5 Provision of care of people with
dementia in general hospitals
2.6 Assessment and treatment of
PBSD
2.7 Implementation of evidence-based
clinical guidelines on dementia

TOTAL

UK North
Ireland
UK Wales

UK England

Sweden

Norway

Netherlands

Italy

France

Finland

Belgium Wa

Belgium Fi

Table 4. NP providing general statements and/or recommendations for clinical and care pathways.

10
11
11
11
6
5
4

Quality of care includes the definition of standard of care, improving care in nursing
homes, family involvement in specific services for people with dementia and reduction in
use of antipsychotic medications (Table 5). With the exception of Norway, all plans include
references to specific standards of care. Nine out of eleven respondents refer to the
improvement of care in nursing homes, 8/11 the involvement of family members in specific
services. Seven of the 11 plans include the reduction in use of antipsychotics. In this

Alzheimer’s disease and related conditions: Disclosing the diagnosis and providing support – National health authority - Sep 2009
Alzheimer’s disease and related conditions: Diagnosis and treatment - National health authority - December 2011
4 Alzheimer’s disease and related conditions: Management of behavioural disorders – National health authority - May 2009
5 Alzheimer’s disease and related conditions: Health monitoring for family carers - National health authority - February 2010
6 NICE SCIE guideline to improve care of people with dementia 2006/052
2
3
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sense, France and Wales have defined specific objectives.7,8 Ten plans refers to the
improvement of diagnosis, clinical and care pathways.

TOTAL

UK North
Ireland
UK Wales

UK England

Sweden

Norway

Netherlands

Italy

France

Finland

Belgium Wa

Belgium Fi

Table 5. NP providing general statements and/or recommendations for quality of care.

2.8 Standards of care

10

2.9 Improving care in care homes

9

2.10 Family involvement in specific
services for people with dementia
2.11 Reduction in the use of antipsychotics
2.12 Improving clinical and care pathways

8
7
10

The category of chronic care integrated management includes the implementation of
evidence-based guidelines on dementia care services, provision of integrated, coordinated
and comprehensive services, integrated community mental health teams (included
management of people with complex BPSD), provision of services in the community aimed
at supporting people to live independently as long as possible in the place of their
choosing, continued care and support at all stages from diagnosis through to the end of
life, equality issues (i.e. improving infrastructures and access to services for all), and
ethical issues (Table 6). Five out of 11 respondents include in the NP the implementation
of evidence-based guidelines on dementia care services; 8/11 provide for integrated,
coordinated and inclusive care, 7/11 refers to integrated community mental health teams
able to handle complex BPSD. All include in the NP the provision of community services
oriented to support people to live independently and continued care and support at all
stages; the French NP provides for specific services, called “Maisons pour l’Autonomie et
l’Integration des maladies Alzheimer – MAIA”.9 Nine out of 11 have included equity and 7/9
ethic issues.

Program on the Alert and Mastering of Antipsychotics iatrogenicity in Alzheimer’s Disease (AMI_ALZHEIMER) (link)
1000 Lives Plus, “Reducing harm from antipsychotics in the elderly with dementia” and Dementia and medicines management
database tool (link)
9 http://www.plan-alzheimer.gouv.fr/measure-no4.html
7
8

8

2.13 Implementation of evidence-based
organizational guidelines on dementia care
2.14 Provision of integrated, co-ordinated
and comprehensive services
2.15 Integrated community mental health
teams
2.16 Provision of services in the
community to support people to live
independently
2.17 Continued care and support at all
stages from diagnosis through to the end
of life

TOTAL

UK North
Ireland
UK Wales

UK England

Sweden

Norway

Netherlands

Italy

France

Finland

Belgium Wa

Belgium Fi

Table 6. NP providing general statements and/or recommendations for chronic care integrated management.

5
8
7
11
11

2.18 Equality issues

9

2.19 Ethical issues
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All NP include at different degrees the topic of information, communication and training
(Table 7). Ten out of 11 provide for communication interventions aimed at increasing the
awareness of the general population on dementia. Moreover, the French plan refers to a
national survey on opinions and attitudes about Alzheimer disease and on the impact of
the NP on patients and caregivers.10 All NP include the promotion of positive attitudes and
greater understanding of dementia by health care professionals. Ten of the 11 provide for
a structured but separated training of health and social professionals working with people
with dementia and, more generally, with the elderly population. Nine out of 11 also
recommend an integrated and multi-professional health and social services training, while
8/11 include training for caregivers. The Welsh training model provides for a training of
trainers with the subsequent cascade training for all health professionals and personnel
working in nursing homes.

Studying opinion and attitude about Alzheimer’s disease and the impact of the plan among patients and carers http://www.planalzheimer.gouv.fr/measure-s1.html
10

9

2.20 Raising awareness in general population
2.21 Improving professional attitudes and
understanding of dementia
2.22 Structured training for all health staff
working with people with dementia and the
elderly
2.23 Structured training for all social staff
working with people with dementia and the
elderly
2.24 Structured multi-professional training
involving different health and social workers
2.25 Structured training for all caregivers

TOTAL

UK North
Ireland
UK Wales

UK England

Sweden

Norway

Netherlands

Italy

France

Finland

Belgium Wa

Belgium Fi

Table 7. NP providing general statements and/or recommendations for information, communication and training.

10
11
10

10
9
8

The last category in the analysis of NP is about implementation and funding. The
explored variables are the presence/absence in the NP of explicit recommended actions
for implementation, stakeholders active involvement, cost efficiency and/or cost
effectiveness issues, support of recommended actions by adequate funding and adequate
legislation or regulation, taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the Country, etc). Table 8
shows the distribution of responses for each Country. All NP include recommended
actions for implementation. The English NP refers to a separate document for
implementation. Ten out of 11 NPs provide for active involvement of stakeholders, 7/11
include elements of cost-efficiency or cost-effectiveness. Eight out of 11 are supported by
adequate funding and 9/11 by appropriate legislation or regulation; 8/11 also consider
specific local issues. Eight out of 11 NP provide for assessment and evaluation based on
defined outcomes, standards and indicators. In some cases e.g., Wales, the attainment of
certain standards is a must do requirement within the Annual Quality Framework.
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TOTAL

UK North
Ireland
UK Wales

UK England

Sweden

Norway

Netherlands

Italy

France

Finland

Belgium Wa

Belgium Fi

Table 8. NP providing general statements and/or recommendations for implementation and funding.

2.26 Explicit recommended actions for
implementation

11

2.27 Stakeholders active involvement

10

2.28 Cost efficiency and/or cost
effectiveness issues
2.29 Support of recommended actions by
adequate funding
2.30 Support of recommended actions by
adequate legislation or regulation
2.31 Taking into account local specific
issues
2.32 Assessment and evaluation based on
defined outcomes, standards and
indicators

7
8
9
8
8

Implementation of the National Programs on dementia.
Since their approval, 27.3% of NP (3/11, The Netherlands, England, Wales) have been
fully implemented, 54.5% (6/11, Belgium Fi, Belgium Wa, France, Norway, Sweden,
Northern Ireland) partially and 18.2% (2/11, Finland, Italy) have not yet been implemented.
The reasons for partial implementation are related to graduality, both in terms of time and
geographical areas (Belgium Fl, Belgium Wa, Norway, Sweden). In France there are
ongoing pilot experimentations preceding the full implementation within the care system. In
Finland the implementation plan is being drawn up while in Italy there is an ongoing
process of endorsement of the NP by the sub-national level (State-Regions Conference).
63.6% (7/11) of the analyzed NP provides a predefined set of outcomes, standards and
indicators that are measured on a regular basis. Monitoring of activities and evaluation of
results are made through current data and/or ad hoc studies.

Structures and systems dedicated to BPSD
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The last section of the questionnaire is dedicated to the characterization of the structures
and systems dedicated to BPSD. The analyzed variables are the presence (Y/N) and the
estimated general population coverage of mobile teams (mental health, geriatrics, multi
disciplinary, etc), integrated care and case management, day hospitalization dedicated to
BPSD, respite unit, dedicated unit in Nursing Homes, dedicated units in hospitals (fully
dedicated to BPSD-AD, psychiatry unit, neurology unit, geriatrics unit). Table 9 shows the
distribution of the different services. Given the internal heterogeneity of every Country and
the difficulty in obtaining comparable data it has not been possible to make a quantitative
analysis.

Germany

Greece

Italy

N

R

N

Y

Y

Y

Y

N

Y

Y

Y

Y

Y

Y

N

N

Y

R

R

Y

Y

N

Y

N

Y

N

Y

Y

Y

N

N

N

N

N

R

Y

Y

N

N

N

Y

N

Y

Y

-

Respite Unit

N

P

N

N

-

R

Y

Y

N

Y

N

Y

Y

Y

Y

-

in Nursing Homes

N

Y

N

N

Y

R

Y

Y

N

Y

N

Y

Y

N

Y

Y

N

N

N

N

N

Y

Y

-

N

Y

-

N

-

N

Y

-

Y

Y

N

N

R

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

N

N

R

Y

N

Y

Y

Y

-

N

-

N

N

-

Y

Y

N

N

R

Y

Y

Y

Y

Y

Y

Y

-

N

Y

-

Dedicated Unit

in Hospitals, fully
dedicated to
BPSD
in Hospitals Psychiatry unit
in Hospitals Neurology unit
in Hospitals Geriatrics Unit

Sweden
UK
England

France

N

Portugal

Estonia

P

Existing Mobil
team
Integrated care
and case
management
Dedicated day
hospitalization

Latvia
Netherland
s
Norway

Czech Rep.

Y

Belgium Fi
Belgium
Wa
Bulgaria

Cyprus

Table 9. Structures and systems dedicated to BPSD

Legend: Y= Yes, N= No, P= Pilots, R= Rare

GENERAL CONSIDERATION ON THE NATIONAL PROGRAMS
The results of the survey show a large heterogeneity both within the single Country and
among different Member States. Despite some areas of good practice, the emerging
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picture is that an integrated clinical and psychosocial evidence-based approach is not, in
the majority of cases, generalized throughout an entire Country.
The free comments made by respondents contribute to the overall description of the
National Policies on dementia, highlighting their strengths and weaknesses. The National
Program is considered a major step forward and a necessary response to the emerging
problem. Many plans are recent or undergoing the approval process, emphasizing the
current political attention to this issue.
National Programs are considered essential to create systems of care that are structured
but flexible, multi-professional and multi-disciplinary. A cross-cutting theme is the need of
integration between the various stakeholders involved in dementia, promoted at national
as well as local level. Integration strategies include shared clinical and care pathways (e.g.
social and health sector) and joint training, aiming to create networks and alliances at local
level. Particular attention is paid to the endorsement and ownership by the sub-national
and local governments, as the NP implementation largely depends on these levels. All NP
provide for some kind of specific data collection for monitoring and evaluation through
current data or ad hoc surveys. Thus, data on the organization of health and social care
services dedicated do dementia is or will be available in the future.
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AVAILABLE DATA ON HEALTH AND SOCIAL SERVICES DEDICATED TO
DEMENTIA. SURVEY RESULTS.

As part of the survey we collected information on available data on health and social
services for dementia. Two questionnaires were created in order to describe some of the
sources of data available and currently in use in different Countries, analyzing their
strengths and weakness and seeking opinions and suggestions to improve the data
collection systems.
The questionnaire, “Q1 - Overview of all available data sources for the purpose of the
dementia study", provided for each Country a list of data main sources and the reference
person, who was therefore contacted to gather more information on available data.
A total of 82 sources of data currently in use have been described for the study of
dementia and systems dedicated to it. Table 10 shows the data sources for each Country’s
respondent, coded in administrative and clinical/epidemiological data.

Bulgaria

Cyprus

Estonia

Finland

France

Germany

Greece

Italy

Latvia

Lithuania

Luxembour
g

Malta

Norway

Portugal

Slovakia

Spain

Sweden

UK

Total

Admist
Clinical
Uncoded
Total

Belgium Fi

Table 10. Data sources identified for each Country (n=82)

1
3
0
4

0
1
0
1

0
1
0
1

0
2
0
2

3
9
0
12

3
5
0
8

4
2
0
6

0
2
0
2

2
2
0
4

1
1
0
2

1
0
0
1

2
1
0
3

1
5
0
6

3
2
0
5

2
0
0
2

5
1
0
6

0
1
0
1

3
9
0
12

0
0
4
4

31
47
4
82

Administrative data count for 37,8% of total data sources, and includes personal
computerized file, drugs file and reimbursement database, hospital administrative
database. Data for clinical and epidemiological purpose count for 57,4% and included
computerized medical file, nursing home and mental services information, death national
registry, cohorts, registries and surveys. Coding was not possible for 4,8% of data
sources.
All key-contact persons for the data sources were sent a more detailed questionnaire. Out
of 82 initial sources, 34 questionnaires were returned (Table 11)
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Bulgaria

Cyprus

Estonia

Finland

France

Germany

Greece

Italy

Latvia

Lithuania

Luxembour
g

Malta

Norway

Portugal

Slovakia

Spain

Sweden

UK

Total

Admist
Clinical
Total

Belgium

Table 11. Data sources described for each Country

2
0
2

0
0
0

0
1
1

0
0
0

0
4
4

3
8
11

1
0
1

1
1
2

2
2
4

0
1
1

0
1
1

0
1
1

1
0
1

0
3
3

0
0
0

0
0
0

0
1
1

0
1
1

0
0
0

10
24
34

All data sources are described in details at page 24.

TYPE OF DATA SOURCE AND ORIGINAL PURPOSE
The data have been initially coded by type of source. Table 4 shows the distribution.
Table 12. Distribution of data by type of sources.

Cohorts, registries
Hospital administrative database
Nursing Homes/Residential Care
Reimbursement database
Surveys
Computerized Medical Files
Death National Registry
Other Clinical Data
Personal Computerized File
Drugs File
Other Administrative Data
Total

11
4
4
3
3
2
2
2
1
1
1
34

Data source have then been coded following their original purpose in administrative,
statistical, reimbursement; research, surveillance and epidemiology; clinical; quality
assessment in health and social care and support for planning. The same data source may
have several purposes, e.g., administrative and clinical, clinical and quality assessment,
etc. Graphic 1 shows the distribution by original purpose.
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Graph 1. Distribution of data sources by original purpose (n=34)

Most of the administrative data sources currently used for epidemiological purpose are of
great potential but present some degrees of imprecision. One of the main limitation is the
absence of a standardized coding system on diagnosis. A qualitative text analysis have
been performed on the commentaries made by the responders. Figure 1 shows the word
cloud emerging by the category “Original purpose” for all sources.
Figure 1. Word cloud of the main category « Original purpose » of the data source (all sources, n=34)

Administrative and non-specific data sources are currently used for the purpose of
epidemiology, health and social services related to dementia. They are used to estimate
the number of people with a diagnosis of dementia yearly admitted/discharged in hospital,
in residential homes, receiveing home care or other forms of social services. They also
produce information on offer, quality, cost and effectiveness of services, especially at
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home and in residential care for elderly persons. In Finland, record linkage among the
Care Register for Health Care and the Count of Regular Home-Care Clients allows to
describe the distribution and quality of services among different population groups, broken
down by region. Prevalence of Alzheimer Disease (AD) and other forms of dementia may
result from the reimbursement database according to pre-defined criteria (e.g. presence of
full reimbursement or cost exemption for AD or other dementia, specific status for chronic
disease). In some cases, the potential of administrative data sources is known but until
now not capitalized; in other cases, while potentially useful, the actual standardized data
collection system does not provide specific data on dementia. Drug refunds is used to
estimate incidence and prevalence of treated dementia while hospital discharge records
with diagnosis of dementia (ICD 10), specific status of long-term chronic disease for
dementia and dementia mentioned on the death certificate might also be used for
epidemiological purposes (e.g. as end point in epidemiological studies to investigate
etiology). One respondent highlighted that since dementia diagnosis is collected properly,
administrative databases might be used for many different purposes.
There are several clinical and epidemiological specific data sources on dementia
across Europe and this description does not intend to be comprehensive of all of them.
Nevertheless, some considerations may be done basing on the resulting data. Beside the
clinical data, 11 specific cohorts and registries and 3 surveys have been reported. Sweden
has a registry for BPSD, started in 2010 and currently developing nationwide. Compared
to administrative data, clinical and drugs data allow to retrieve more focused information
on dementia, e.g. overuse of antipsychotic drugs in dementia in different settings, or
estimate number of inappropriateness and changes in prescriptions (switches to other
psychotropics or increase in the use of restraints). These data might be used to create
quality indicators and as surrogates of good practices implementation. Other
epidemiological information resulting from these more

specific data sources are the

estimation of prevalence and incidence, risk and prognosis factors, disease evolution,
determinants of entry in institutions, duration of dementia and risk of death, co-morbidity,
neuropsychological data and biomarkers. Data on health and social services resulting from
these data sources are used for assessment and evaluation of services related to
dementia (hospitals, memory clinics, community centers, nursing homes, home care) and
to support planning at national and local level. The pilot experience with Electronic Case
Histories in Lithuania provides the possibility of querying based on various criteria and
obtaining data concerning number of patients, diagnosed with specific disease (type of
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dementia) during specified time period, number of visits to the hospital, results of
laboratory, imaging studies in patients with dementia, medications assigned to the patients
by consulting doctors, and many other indicators. Moreover, a specific data collection
allows to analyze patient needs and carers burden; these data are valuable for the frontline professionals, families and patient associations as well as for the higher level of the
information system.

STRENGTHS OF THE DATA SOURCES, FOR DEMENTIA STUDY PURPOSE
All respondents have outlined benefits and advantages of data sources they described. A
text analysis has been performed on their commentaries, as shown in Figure 2.
Figure 2. Word cloud of the main category « Strengths of the data source » (all sources, n=34)

The advantages of the administrative and non-specific data sources include a
comprehensive description of all characteristics of persons with dementia, from an
administrative as well as clinical point of view (person identification, socio-demographic
data, type of admission/discharge, length of stay, co-morbidities, other diagnoses, applied
procedures). The administrative data collection covers several years, is often mandatory
and covers all health care institutions (public and private), and most social welfare
institutions with an important coverage of the general population. In some cases, there is
the possibility of longitudinal follow up, enhanced by record linkage with other care events.
Another advantage is the possibility to estimate the incidence and prevalence of dementia
and drugs use in large subpopulation groups and regional/local analysis.
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The outlined advantages of clinical and epidemiological specific data sources on
dementia partially overlap with administrative data. The characteristics of all persons with
dementia admitted to mental services can be described from a socio-demographic as well
as clinical point of view. Some information might instead be tailored for specific use, e.g.,
in France psychotropic drugs are defined according to the real consumption, not only
based on the ATC classes, and these lists are annually updated. While the cases of
dementia might be underestimated by the health care system, a population-based cohort
have the major advantage to yield data on all cases of dementia occurring in the general
population (in France, only 50% of cases of dementia were diagnosed by the Health Care
System). Other advantages of cohorts are the important number of patients and data
available simultaneously, the comparison with other cohorts and the possibility to provide
feedback to each center involved. Moreover, population-based cohorts are representative
of the general population, provide information on temporal trends, estimate risk of death
associated with dementia, incidence and prevalence, several socio-demographic data.
Being specifically tailored on dementia, registries as well as cohorts provide for predefined diagnostic criteria and training of the involved professionals. In some cases it is
possible to track all clinical notes, laboratory and imaging studies, prescribed medications
and all other data during the course of the disease. Data might be available for each
participant and/or for carers and is routinely collected and updated over the years.

WEAKNESS OF THE DATA SOURCES, FOR DEMENTIA STUDY PURPOSE
The weakness of the data source have been outlined by all respondents. A text analysis
has been performed on their commentaries, as shown in Figure 3.
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Figure 3. Word cloud of the main category « weakness of the data source » (all sources)

Diagnosis criteria and quality of medical records appear to be the major problems. The
main weakness of the administrative and non-specific data sources include the lack of
shared criteria for differential diagnosis of forms of dementia and memory diseases, that
are not always recognized nor are reported on medical records. The provision of
information on diagnosis is, in some cases, voluntary as often the information requested is
limited to necessary data for reimbursement or other administrative purposes.
Administrative data may lack of broad population coverage, socio-economic and clinical
data (quantity and quality) and information on people living in institutions. As stated above,
pure administrative data underestimate dementia because a significant percentage of
patients are not registered at all. In other cases, they might escape because they are not
undergoing a specific treatment for dementia, they might not be cost-exempted or
hospitalized. The underestimation is higher at the onset of the disease. In some cases, the
coding systems do not allow to retrieve data for epidemiological purpose. Moreover,
routine data may change over time according to the laws and regulations of each Country.
Death records may lack of medical information on the underlying and direct causes of
death and sometimes, the physician written information is not readable. Thus, studying the
diagnosis of dementia from the death certificate has important limitations.
Among the described weakness of clinical and epidemiological specific data sources
on dementia, the lack of a unique patient identifier prevents record-linkage with other data
sources. Concerning diagnosis, it has to be taken in to account that a dementia diagnosis
is a process made over a period of time and quality might not be satisfactory. Collecting
good quality data is time consuming and in some cases there is a strict legislation about
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the use of personal data. Several respondents refer to the need to ask for and discuss a
patient/carer informed consent for taking part in the research; this might be particularly
challenging in Countries

lacking a legislation on patients decisional capacity. Not all

hospitals and community health services have computerized system for administration and
medical files and there might be a limited number of data about each patient. Similarly to
the administrative sources, collecting data might not be mandatory and control on data
collection is necessary to assure good quality data. Specific limitations are related to
socio-economical and demographical characteristics that might lack in epidemiological
specific data sources. Registries are useful but do not include all patients with dementia.
Due to limited resources, information on treatment received by patients in institutions might
not be updated regularly. In some cases, the data source fails to cover the whole Country.
Finally, participants in the registries might be insufficient for a study to be performed and to
generalize it to the whole population.

SUGGESTIONS TO IMPROVE DATA SOURCES FOR DEMENTIA STUDY PURPOSE
All respondents were asked to say how they would improve data sources for dementia
study purpose. The results of a text analysis on their commentaries is shown in Figure 4.
Figure 4. Word cloud of the main category « Suggestions to improve the data source » (all sources, n=34)

In order to improve administrative and non-specific data sources for the purpose of
dementia study, providing record-linkage and a unique patient identifier have been the
main suggestions. With the exception of Finland, Sweden and Norway, the other
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respondents do not seem to have a structured system of record-linkage among health,
social and administrative data sources. Within the health sector, record-linkage should
produce a minimum dataset including hospital discharge records, death certificates, drugs
prescriptions archives and high quality clinical data. Record-linkage presupposes the
availability of performing ICT systems, accessible to all relevant stakeholders, first of all
the persons with dementia and/or their carers. Integration of health and social care data
sources is essential to draw a comprehensive picture, but a wide and shared coding
reference system is necessary. In addition, it seems difficult to improve deeply an
administrative system based on an economic view and not supposed to be used for
epidemiological purposes. Some items e.g., disability items, should be converted into ICF
values. However, even with the mentioned weakness, national dementia registries should
be created and supported.
The suggestions proposed for administrative data systems also apply to clinical and
epidemiological specific data sources: a unique patient identifier, a computerized
system for data collection, a comprehensive record-linkage including health, social,
administrative and social security system. Because of their clinical and epidemiological
specificity, special attention must be paid to extensive clinical and neuropsychological
evaluation carried out by specialists. Self reported data like perceptions coming from
patients or their carers should be promoted as they are useful for better understanding of
risk factors, co-morbidities, drug use and other relevant information. Having available a
shared minimal individual dataset will be critical at Country as well as at European level.
This minimal dataset should then been updated on a regular basis. It was also suggested
to give incentives for specific and high quality data collection. And, of course, all
information systems need to be kept thoroughly up-to-date. Some experience of ALCOVE
partners could be shared across Member States.

The frequency of reporting. Two years is considered a good interval for both
administrative and clinical/epidemiological purpose. As for the access to data, even when
data are centralized, personalized access should be provided for all the relevant level of
the administrative, health and social systems, primarily for the persons with dementia and
their carers. Feedback is essential to promote endorsement of the data collection system.
Thus, the target of reporting must be defined and relevant information should be shared
with all actors (health and social sector, policy makers, others) according to their specificity
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of dedicated, involved or informed stakeholders. This feedback system should be made
available at the different level or the Country organization (national, sub-national, local
level). Communication should be done using appropriate tools and on a regular basis.

CONCLUSIONS
Despite the heterogeneity of the care system through Europe, respondents draw a quite
comprehensive picture of data sources currently available on health and social services
dedicated to dementia and of strengths and limitations of the information systems. Some
of them are not dementia-specific, mainly administrative, while other are specifically
oriented to clinic and epidemiology of different forms of dementia. Administrative data may
be of great interest for epidemiologic purpose provided that an efficient record-linkage
system among several sources is available. One main limitation of this approach to data
collection is the poor quality of clinical data, which depends on the single physician, the
absence of shared diagnostic criteria and the need of a unique patient-identifier. The latter
seems to be a main problem in some Countries, due to legislation on privacy. Large
cohorts and registries are a satisfactory approach for good quality epidemiological data,
but might lack of linkage with more comprehensive demographic and socio-economic data.
Using a shared minimum dataset of clinical, administrative and epidemiological data
across Member States seems to be the most simply and efficient way to gather data that
need therefore to be linked across the information systems. This idea emerging from the
survey is in line with recent proposal from the eHealth Task Force.11 There is general
agreement that data must be used to support better planning and governance. Making
good data available on a regular basis is a valuable approach to promote a good planning
of health and social services related to dementia.

11

European Commission. eHealth Task Force Report. Redesigning health in Europe for 2020. (link)
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RECOMMENDATIONS
The European society’s needs in terms of health and social care are in rapid evolution.
The burden of chronic diseases and different forms of dementia is changing the public
demand. In this complex scenario, good quality data are essential to support planning,
governance and to respond to the persons’ expectations.
Combining different sources created for different purposes might be challenging.
Nevertheless, it seems to be the most efficient way to combine clinical, epidemiological,
administrative and economic assessments. Administrative data sources lack of specific
and good quality clinical data, starting from diagnosis. Clinical and epidemiological data
sources lack in deep socio-economic and demographic information. Record linkage might
be the solution, provided a legal framework to safeguard of citizens’ privacy.

• A minimum data set, shared among different Member States, should be adopted for
administrative, clinical, epidemiological and other relevant data sources. The
dataset should include general data on chronic diseases and specific data on
dementia.
• For data collection purposes, a predefined set of diagnosis criteria for dementia
should be proposed.
• Optimize existent data sources by providing an efficient system of record linkage.
• A unique, depersonalized identifier should be made available for record linkage.
Privacy concerns needs to be addressed at European level to assure the person’s
ownership of the data.
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Available data on health and social services dedicated to dementia
Country

Institution

Name

Original purpose

Use for dementia

Advantages

Limitations

Suggestions

Belgium

Federal
Ministry of
Public Health

Minimal
Psychiatric
Data

Supporting
Federal Policy in
Mental Health
Care

>How many persons with a diagnosis of
dementia are yearly admitted to mental
health hospital services

> Characteristics of all persons with
dementia admitted to mental services
can be described (sociodemographic, types of
admissions/discharge, length of stay,
treatment, problems at
admission/discharge, .. )

>MPD is not a dementia specific tool
and misses a unique patient identifier

>A unique patient identifier could
learn us more about consuming
health and social services by
people with dementia

Belgium

Federal
Ministry of
Public Health

Minimal
Hospital Data

Supporting
Federal Policy in
Health Care,
financing and
epidemiology

>How many persons with a diagnosis of
dementia are yearly admitted/discharged
in hospitals

>Characteristics of all persons with
dementia admitted to hospitals can be
described (admin. data, types of
admissions/discharge, length of stay,
other diagnose, applied procedures,..)

>MHD is not specific for dementia but
for all hospitals admitted patients

>A unique patient identifier could
permit to follow the patient and
thus learn more about consuming
health services

Cyprus

Mental Health
Services Ministry of
Health

Patients’
Medical
Records/
Patient Files

Data are kept
purely for medical
purposes.

>The data kept in the patient file could be
used for the purpose of epidemiology,
health and social services related to
dementia

>It is possible to obtain information for
research purposes (e.g. demographic
data, medication, co-administered
drugs etc.)

>Collecting data from the current
system is very time consuming.
>There is a strict legislation about the
use of personal data.
> Only some hospitals and community
medical centers have computerized
systems covering the administration
and medical fields.

As the computerized system is
planned to cover all hospitals and
medical centers, it is a matter of
time to be able to have available
more comprehensive data sources.

Finland

THL Nat. Inst.
for Health
and Welfare–
Nat.Research
and Develop.
Institute and
Statistical
Authority

Care Register
for Social
Welfare and
Health
Institutions

Statistical
purposes,
administration

>Statistical report (published every
second year) on patients with dementia
and other memory diseases and their use
of health and social welfare services:
home help, specialised health care
(outpatient and inpatient care) and
institutional care in social welfare
institutions.

>The data collection is obligatory and
covers all health care institutions
(public and private) and most social
welfare institutions.

>For care in social welfare institutions,
the provision on information on
diagnoses is voluntary. The institutions
which do not have any physicians on
duty do not provide any diagnostic
information.

>The information on primary health
care visits at health care centers
has been collected since 2011. It
provides a new data source for the
use of services among patients
with Dementia.

Finland

Nat. Inst. for
Health and
Welfare, Unit
for Ageing
and Services
- Research
institute

Research
database for
the Finnish RAI
network for
quality in care
for the elderly

Research
database for
quality
measurement and
improvement

>A broad spectrum of studies on the
quality, costs, effectiveness and
determinants of home care and
residential care for elderly persons

>Wide range of data types,
systematic data collection for real-life
clients, possibility of longitudinal
follow-up, linkage with other care
events, active collaboration with care
providers using the data for
improvement of quality of care

>Not real-time, and no population
coverage (does not cover clients with
dementia who have no regular home
care or residential care relationship)
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Original purpose

Use for dementia

Advantages
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Finland

Nat. Inst. for
Health and
Welfare Research
and develop.
Institute,
Ministry of
Social Affairs
and Health

Care Register
for Social
Welfare

Data on social
care: institutional
care, housing
services with
assistance, home
care. Data on
activities and
clients of
institutions, for
national and
regional
monitoring and
research.

>Data used for statistical purposes
together with the Care Register for Health
Care and the Count of Regular HomeCare Clients, in order to describe the use
and costs of services and their
distribution among different population
groups, broken down by region. The
statistical report on dementia is
published every second year.

>Data is rather comprehensive:
include client identification, age,
gender, municipality of residence,
length of stay, diagnostic and
procedures, sending unit and place
for further treatment. The data are
collected for individuals at the end of
care periods, or at the end of each
year concerning clients registered in
institutions.

>Dementia is not always recognized
nor is it reported on medical records at
all cases.

Finland

Nat. Inst. for
Health and
Welfare Research
and develop.
Institute,
Ministry of
Social Affairs
and Health

Count of
Regular HomeCare Clients in
Social and
Health Care

Data on home
care, service
providers and
clients for
statistical,
research and
planning purposes

>Data are used for statistical purposes
together with the Care Registers for
Social Welfare and Health Care in order
to describe the use and costs of services
and the distribution of services among
different population groups, broken down
by region. The statistical report on
dementia is published every second year.

>Data is rather comprehensive:
include client identification, age,
gender, municipality of residence,
length of stay, diagnostic and
procedures, sending unit and place
for further treatment. The data are
collected for individuals at the end of
care periods, or at the end of each
year concerning clients registered in
institutions.

>Dementia is not always recognized
nor is it reported on medical records at
all cases.

France

French
National
Authority of
Health Scientific
independent
organization

French Survey
on National
Indicators on
Psychotropics
Iatrogenicity

This objective was
to quantify the
exposition to
psychotropics
(mainly
antipsychotics) in
people living with
dementia
compared to the
elderly population

>To inform on the overuse of
antipsychotic drugs in dementia
>To promote good practices to reduce
the number of inappropriate prescriptions
of antipsychotics in dementia.
>A low rate of the antipsychotics
prescription in dementia (without switch
to other psychotropics or increase in the
use of restraints) could be considered as
an indicator of quality of life of dementia
and surrogates of good practices
implementation.

>Easy access to the national claim
databases
>Indicators commonly used to
describe chronic treatments for other
disease (3 claims / a year)
>Results provided in short delay (less
than 15 – 20 months)
>Prescription described for each
patient who benefits from a insurance
coverage (no patient duplicate)
>Survey on large population
>Lists of psychotropics defined
according to the real usage, not only
based on the ATC. These lists are
annually updated.
>These national measurements are a
part of national programs Alert &
Mastering the Iatrogenicity of
antipsychotics in dementia (AMI)12

>No information related to the diagnosis

12

http://www.has-sante.fr/portail/jcms/c_1055540/alzheimer-s-disease-and-iatrogenicity-of-antipsychotics

Suggestions
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France

DEPP,
CNAMTS General
Scheme of
« French
Social
Protection
System”

National Health
Insurance
Information
System
database
(including data
from all the
French
Scheme)

Reimbursement
database, recently
an epidemiologic
tool system. Links
added to the
national hospital
discharge
database (PMSI)
and the death
national registry
(CepiDc)13

>Patients with AD and other dementia
could be selected from the
reimbursement database according to
one of the following criteria: presence of a
full reimbursement for AD or other
dementias (Specific status for chronic
diseases: the patient and the family
physician must ask to the NIH this
specific status for a full reimbursement
and the agreement is delivered by a
Physician of the NIH), refunds for drugs
used specifically for Alzheimer’s disease,
presence of a diagnosis of “AD or other
dementia” for existing hospital admission.

>Covers 90% of the whole French
population
>Estimates of incidence and
prevalence of AD in a large
subpopulation
>Treatment and health care use
(refunds) for primary care and
hospital admission
>Frequency of co-morbidities and
other treatments and hospital
diagnosis
>Primary health care use and reasons
for hospital admissions in dementia
patients in France: database study for
2007.
>Identification, management and
neuroleptic use

>Still under construction, full data are
present for 90% of the whole
population and vital status for 70%
>National data are available only for
three years and the current year
>Lack of socio-economic data
>Information are limited to necessary
data for reimbursement >No specific
clinical data except the chronic disease
status (ICD 10) and hospitalization
diagnosis
>Lack of information for people living in
institution and also for social care use
>Not all the subjects with AD are
identified; a part of them is not under
treatment or hospitalized or with full
coverage, not systemically requested.
Around 50% are not identified, mainly at
the onset of the disease and living in
institution.

>Coverage of the whole population
and vital status will be improved
but it seems difficult to improve
deeply the SNIIRAM, a national
system based on a refund use and
hospital admission.
>The ideal database for AD would
be a large population-based cohort
study completely link with health
insurance database and social
database, with annual follow-up of
the participants for dementia
screening and regular extensive
clinical evaluation of dementia
progression and its consequences
in terms of disability,
institutionalization and death. Such
cohort study should benefit from
regularly re-inclusion of
participants in order to avoid the
aging of the cohort.

France

REHPA –
Network of
Research for
Nursing Home
Residents

The REHPA is a
functional network
has the aim of
compensating for
the lack of
evidence-based
recommendations
and of enhancing
research.
Demographic
survey on nursing
home residents in
France.

>Psychotropic Drug Consumption at
Admission and Discharge of Nursing
Home Residents.
>Identification of the main domains for
quality of care and clinical research in
nursing homes.
>Associated factors with antipsychotic
use in assisted living facilities.
>Patterns of dementia treatment use in
assisted living facilities
>Descriptive study of nursing home
residents from the REHPA network.

France

AMI Populationbased cohort

Specifically
designed to study
the epidemiology
of dementia

>Estimation of prevalence, incidence.
>Risk factors for dementia. Prognosis
factors for dementia.
>Evolution of dementia. Consequences
of dementia on ADL, IADL
>Risk of entry in institution.
>Duration of dementia and risk of death.

>Only 50% of cases of dementia were
diagnosed by the Health care system.
The population-based cohorts have
the major advantage to give data on
all cases of dementia occurring in the
general population.
>Link with health insurance database

>The follow-up screenings were
conducted only every two years with
interval censoring bias. However,
information from health insurance
database limits this bias.

>To link the data bases with the
social security system

13

See Tuppin P, de Roquefeuil L, Weill A, Ricordeau P, Merlière Y French national health insurance information system and the permanent beneficiaries sample. Rev Epidemiol Sante Publique. 2010 Aug;58(4):286-90.
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France

MEMENTO DeterMinants
and Evolution
of AlzheiMer's
disEase aNd
relaTed
disOrders

Designed to study
the evolution of
early signs and to
estimate the
prognostic value of
several markers.

>Extensive clinical (neuropsychological)
evaluation and availability of biomarker.
>Regular follow-up every year.

>Clinical cohort from memory
consultations, with thus a selection
bias of patients who recourse to care
for their cognitive impairment.

>The purpose is not to improve the
database but to take into account its
limitations by combining the results with
population-based cohort data.

>Extensive neuropsychological
evaluation
>Clinical evaluation by a
neurologist or a psychiatry
>Assessment of numerous data
including self-report of risk factors
(in particular vascular), comorbidities and drug use.

France

PMSI

Describe hospitals
activity in order to
refund them.

Till now, none.

>This data base is exhaustive and
describe the activity of all shortstay
and rehabilitation hospitals.

>Usually, people suffering with
dementia live in specialized old
people’s homes.
And this type of establishment are not
submitted to any information system.

>Our national data base is
dedicated to health institutions, to
allow their funding system.
It is not supposed to be used for
epidemiology purposes, even if it
may help a lot.
>For dementia, the patients are
usually not hospitalized in health
institutions but in social care.

France

PAQUID
("Personnes
Agées QUID")

Population-based
cohort specifically
designed to study
the epidemiology
of dementia

>Estimation of prevalence, incidence.
Risk factors and prognosis factors for
dementia.
>Evolution of dementia. Consequences
of dementia on ADL, IADL
>Risk of entry in institution. Duration of
dementia and risk of death.

Only 50% of cases of dementia were
diagnosed by the Health care system.
The population-based cohorts have
the major advantage to give data on
all cases of dementia occuring in the
general population

The follow-up screenings were
conducted only every two to three years
with inrterval censoring bias

To link the data bases with the
medical and social security system

France

PATHOS

Reference system
for a standardized
evaluation (8
indicators) of
institutional care,
the counting and
rating of
pathologies and
the outlining of
necessary care.

>In our EHPAD we don’t have a
standardized information system which
would provide epidemiological data for
this disease.

>Database includes 65% of all
facilities, which means almost 4,000
facilities with more than 300,000
individuals.

>The coding reference system for
pathologies in PATHOS and the
centralization of data do not currently
allow for us to provide epidemiological
data.
> The pathological states are not coded
according to the CIM10 codes;
dementia and the type of dementia are
not specifically identified.

>We are currently reflecting on
how to advance the coding
reference system for pathologies in
PATHOS.
>We are reflecting on different
ways of centralization of data
which would allow for more
frequent cross-sectional cuts
(going from every 5 years to every
2 years).
>Recommendations made by
ALCOVE or by other projects on
database advancement will be
taken into consideration by the
CNSA scientific committee.
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France

SNIIRAM
(Système
national
d’informations
inter-régimes
de l’assurance
maladie)

To compile all the
information from
France’s 17 health
insurance
programs. The
database contains
hospital bills, all
claim forms issued
by physicians,
prescriptions,
laboratory tests
and technical
procedures,
hospital discharge
information.

>To estimate incidence and prevalence
of “treated” dementia using data on
specific drug refunds (anti-Alzheimer);
>Hospitalization with a discharge
diagnosis of dementia (ICD 10) and
specific status of long-term chronic
disease for dementia associated with a
100% care refund.
>To investigate health care pathways,
consumptions and costs for patients with
dementia
>…

>Exhaustive data base.
>Comprehensive and various
information.
>Regional analysis

>Lack of exhaustive clinical diagnosis
>Lack of medical and social data and of
long-term care facilities

>Improvement may be difficult
because the information system is
based on an economic view with
various sources of data (hospital,
refunds…)

France

3C (Three-City)

Population-based
cohort specifically
designed to study
the epidemiology
of dementia

>Estimation of prevalence, incidence.
>Risk factors for dementia. Prognosis
factors for dementia.
>Evolution of dementia. Consequences
of dementia on ADL, IADL
>Risk of entry in institution. Duration of
dementia and risk of death

Only 50% of cases of dementia were
diagnosed by the Health care system.
The population-based cohorts have
the major advantage to give data on
all cases of dementia occuring in the
general population

The follow-up screenings were
conducted only every two to three years
with inrterval censoring bias

To link the data bases with the
medical and social security system

France

Banque
Nationale
Alzheimer
(BNA) National
Alzheimer Data
base

Epidemiological
system to collect
clinical data for all
patients consulting
in the French
memory centre
network (400) and
selected private
practitioners

>Number of patients consulting and the
diagnosis reparation
>Clinical, demographic characteristics of
the population
>Activities of each center

>An important number of patients and
data available simultaneously
>Comparison with existing cohorts
>To provide each centre with a
feedback about his activity

>Limited number of data about each
patient
>Collecting data is not mandatory, a
quality control of the collection is
needed and to be improved

>To link data used from the BNA to
other social or medical databases
>To use a unique social health
number for each patient
>To have across Europe the same
minimal data corpus for each
patient
>Incentives related to the
collection of data
>Sharing the information and
resources between health actors

AOK database
(German public
health
insurance)

To guarantee a
high quality and
cost-effective
supply of health
care

>Prevalence, incidence, mortality of
demented/non-demented, dementia freelife expectancy, demographic and
disease-related risk factors of dementia
diagnosis, estimates of the medical costs
of dementia, transition into care need
and/or institutionalization
>Regional analysis

>large numbers of people
>longitudinally based
>includes people who live in
institutions
>suitable source for epidemiologic
research

>no information about etiology
>no connection to the research
question at the time of data collection
>no clinical data (e.g. severity of the
disease)
>validity of diagnosis is not fully given
>routine data are subject to legal
changes

Germany

Institution

Deutsches
Zentrum für
Neurodegene
rative
Erkrankunge
n (DZNE) Research
institute
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Greece

Alzheimer’s
Association,
Memory
Clinic,
HYGEIA
Private Hosp.

Patients
records of a
private cabinet
(Memory Clinic)

Diagnosis in
medical records of
a Memory Clinic

>Better planning of health and social
services related to dementia.

>This is the only existing type of data
base in Greece

>The samples are small, not
randomized and not representative

>A national dementia registry
should be created

Greece

Alzheimer’s
Association,
Memory
Clinic,
HYGEIA
Private Hosp.

Demographic
survey on
general
population

Demographic
survey on general
population

>Better planning of health and social
services related to dementia.

Italy

National
Institute of
Health Research
Institute

OSMED;
National
Observatory on
the Use of
Drugs

Surveillance
system on
prescriptions of
drugs

>To estimate pharmacoepidemiological
indicators on drugs for dementia

>Complete national coverage (100%)
>Possibility to elaborate a temporal
trend (from 2000 to 2011)

>For antipsychotics and
benzodiazepines it is not possible to
calculate the use for dementia patients

Italy

National
Institute of
Health
(Istituto
Superiore di
Sanità) Research
Institute

Hospital
Discharge
Records

To monitor
hospital
admissions
nationwide
(National,
Regional,
Provincial and
Municipal level)

>The database may be consulted for
hospital admissions due to dementia
according to international classification of
disease codes (290.0)

>Monitoring the dementia
phenomenon at population level in
time and space (from national to
municipal level)

>Poor quality of available data from the
clinical point of view.

>To perform a record linkage
between hospital discharge
records, death certificates, drugs
prescriptions archive and high
quality clinical data

Italy

National
Institute of
Health
(Istituto
Superiore di
Sanità) Research
Institute

Archive of
Death
Certificates

To monitor causes
of deaths
nationwide
(National,
Regional,
Provincial and
Municipal level)

>The database may be consulted for
deaths due to dementia according to
international classification of disease
codes (290.0)

>Monitoring the dementia
phenomenon at population level in
time and space (from national to
municipal level)

>Poor quality of available data from the
clinical point of view.

>To perform a record linkage
between hospital discharge
records, death certificates, drugs
prescriptions archive and high
quality clinical data

Italy

National
Institute of
Health
(Istituto
Superiore di
Sanità) Research
Institute

Italian
Longitudinal
Study on Aging
(ILSA)

A cohort of 5362
individuals aged
65-84 years. This
is a representative
sample of all
Italian old
individuals

>To study the risk of dementia or mild
cognitive impairment

>To estimate the risk of death
associated with dementia

>The principal limitation is to consider
individuals up to 84 years

>It is very important to update the
cohort follow-up

>A national dementia registry
should be created
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Latvia

Centre for
Disease
Prevention
and Control Governmenta
l institution,
supervised by
Ministry of
Health

The Register of
Patients with
Particular
Diseases,
Patients with
Mental
Disorders

To develop unified
data system for
particular diseases
and to collect and
provide data on
patients with
mental disorders.

>Incidence and prevalence are calculated
in total numbers and per 100 000
population
>Patients are analyzed by gender and by
age groups
>Dementia diagnoses are divided into
F00, F01, F02, F03 (ICD-10 code).

>Incidence and prevalence about
patients with dementia is available
and can be calculated per population.
>Patients can be analyzed in several
ways by: gender, age, age at the time
of illness, invalidity, education,
occupation etc.

>It is not easy to estimate precisely the
number of the dementia patients
because not all patients are included in
Register. The criteria for the patients
included in the register are as follows:
patient has a mental disorder diagnosis;
patient is required to attend a
psychiatrist at least once a month in the
next 3 months.
>Limited data on treatment, therefore
data on the therapy can’t be analyzed.
>Institutions have limited resources and
the treatment received by patients is not
updated regularly.

>To review the data to be
collected about patients with
mental disorders, some new fields
must be added.
>In some data fields and values
used in the classifiers changes are
needed.

Lithuania

Faculty of
Medicine,
Vilnius Univ.
Hospital
Santariskiu
Clinics

Electronic Case
Histories

To provide
permanent access
for doctors to all
data (clinical,
electrophysiologic
al, imaging,
laboratory and
other) of all inpatient and outpatient visits to
tertiary level
national hospital

>Electronic Case Histories data base
provides the possibility of querying based
on various criteria and obtaining data
concerning number of patients,
diagnosed with specific disease (type of
dementia) during specified time period,
number of visits to the hospital, results of
laboratory, imaging studies in patients
with dementia, medications assigned to
the patients by consulting doctors, and
many more indicators.

>Num. of patients with AD, vascular
dementia, Lewy body disease and
other types of dementia could be
obtained (overall, or newly diagnosed
within specified period of time).
>Tracking of all clinical notes,
laboratory and imaging studies,
prescribed medications and other
data during the course of disease is
available.

>The data base is not national and do
not cover all dementia patients in the
Country.
>Doctors from other hospitals are not
obliged to register their patients with
dementia.
>Social data of patients are limited

>ELI systems could be developed
to national Dementia registry
provided required infrastructure
and financing were available

Luxembou
rg

Direction of
Health –
Governament
al

Causes of
death registry

Surveillance of
causes of death

>Calculation of different mortality
indicators specific to dementia _
(Eurostat shortlist of causes of death
ICD-10, F01-F03)

>Harmonized WHO codification
methods
>Harmonized compilation of data by
WHO and Eurostat
>In Luxembourg as well as all
Member States, these data come
from registers and are exhaustive

>The information declared by the
physician are not always precise,
complete and readable
>In case of a death case managed by a
physician not knowing the history of the
patient, important medical information
can be ignored in the identification of
the underlying and direct causes of
death
>Caution when exhaustiveness of
“causes of death” data file is controlled
comparing with administrative data from
civil register
>Caution with use of indicator
calculated on basis of “rare” events;
annual number of dementia death
cases is not very high, fluctuations form
one year to the other can be important

>Electronic death certification
could highly improve the quality of
medical information declared by
the death certificate
>Linkage with medical file of
deceased person for those death
causes declared by a physician
(emergency doctor) not knowing
the medical history of the
deceased person
>Use of specific statistical methods
for presentation of time series or
international benchmarking of
“rare” events : moving average or
multiannual death rate
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Malta

Assessment
And
Rehabilitation
Hospital
Karin Grech

Hospital Patient
Monitoring
System;
Hospital
Registries

Hospital Bed
Occupancy,
Operational &
Statistical System.
Hospital Dementia
Register

>To maintain epidemiological database
and determine prevalence of people with
dementia, the stage of dementia, the
functional level and their place of
residence. Data collection will be
progressive and received from memory
clinic, in-patient admissions, applications
for dementia drug entitlement.

>Database will include an up-to-date
of patients with dementia and their
carers.
>Malta is a small country and
population is generally stable, with
little movement / migration of patients.
>Information is routinely collected and
updated e.g. level of dementia,
current living location, etc.
>Surveillance of application for
dementia medication reimbursement.

>Hospital Dementia Register has just
been introduced in 2012.
>Need to ask for patient / carer consent
for taking part in research at first
contact.
>Dementia diagnosis may need to be
ascertained over a period of time.
Dementia diagnosis may reflect
different and multiple causes.

>Information needs to be kept upto-date.

IPLOS –
Individual
based nursing
and care
statistics

Surveillance and
planning of health
and social services

>Knowledge of what type of services
people with dementia receive, in addition
to other characteristics

>Individual data on a very detailed
level

>Diagnosis quality is so far not
satisfactorily

Memory clinic
registry in
south East and
West of
Norway

Research and
quality assurance
to improve
diagnostics and
treatment

>Data is used and can be further used to
improve diagnostics.
>We have data on the patients needs
and the carers burden, which is used and
can be further used to improve the care
for both patients and carers.
>We have data on co-morbidity and
especial about co-morbid depression,
which has been used in trans-cultural
comparison with memory clinic patients in
Brazil

>All patients that are included in the
database have been examined in the
same way, using the same
standardized protocol. Up till now
2000 patients are included.
>The registry is consensus based,
meaning that the patients and carers
give consent to that the data can be
used for research in the next 15
years. They also consent to that we
can follow the patients through the
public care system until death.
>The data inspectorate and the
Regional Ethics Committee have
approved the registry.

>Because the registry is based on
informed consent from the patients and
carers, and almost 95% of all patients
coming to dementia assessment
accept we cannot quite see many
limitations

Norway

Norway

Oslo
university
hospital,
Ullevaal Hospital

>It should be made nationwide and
perhaps also it could be expanded
to other European countries

32
Country

Institution

Name

Original purpose

Use for dementia

Advantages

Limitations

Suggestions

Norway

Norwegian
Institute of
Public Health
- Research
Institute

Cause of Death
Registry

Demographic
survey on general
population

Dementia death mentioned on the death
certificate could be used as an end point
in epidemiological studies to investigate
aetiology of dementia

>National coverage, easy access to
data, linkage possibilities to other
registries and data sources, many
years of data.

>Studying the diagnosis of dementia on
the death certificate as a proxy for
dementia disease has limitations.
>Dementia disorder cases may lack
dementia diagnosis on the death
certificate and those alive living with
dementia are not classified as cases in
our study. So by using dementia death,
the results are hampered by
underreporting of dementia cases.

>If medical doctors could report
dementia at the death certificate
when the deceased indeed were
demented, this would improve the
quality and improve this data
source for dementia study purpose

Spain

Carlos III
institute of
Health National
Center of
Epidemiology

2008 Survey on
Disabilities,
Independence
and
Dependency

Sample from
general population

> All purposes, since dementia diagnosis
is collected

>A complete description of social,
family and services used is provided
for persons living in households. A
sample of institutionalised persons is
obtained from regions.

>The diagnosis has been stated but is
communicated by the caregiver.
>There is neither access to medical
records nor a clear distinction between
different types of dementia.

>Conversion of disability items to
ICF values14

Sweden

Memoryclinic
Malmö Skåne
universityhos
pital

The Swedish
BPSD Registry

To improve and
reassure the
quality of the
treatment and care
of persons with
BPSD.

The BPSD registry started in November
2010 and is currently under development
with a nationwide spreading. The main
participants in the registry are nursing
homes and shelters accommodations for
demented persons. However, some
healthcare facilities, such as BPSDteams at specialist clinics, are also
participating in the registry. To date, 55
units are reporting in the registry with a
continuous increase for each month.

>Today the prevalence and profile of
BPSD is unknown in Sweden. By
clinical experience we know that there
is an overuse of pharmaceutical drugs
such as neuroleptics.
>In the Registry all persons at the
nursing home undergoes a scoring
with the Neuropsychiatric Inventory
(NPI) every third month. Basic
information such as diagnosis, age
gender, all medication and different
nonpharmacological care
interventions are also registered.
>The development of BPSD-profiles
and different interventions are
followed and evaluated continuously.
>Each participant can follow their own
results by online reports. It is open for
researchers to apply for outdata after
approval from the local ethical
committee.

>At present, there are not enough
participants in the registry to perform a
study that can be generalized to the
whole BPSD-population (1400 registred
cases). However, the interest to
participate from nursing
homes/sheltered accommodation for
persons with dementia is enormous and
is quickly expanding

>We are actively working on
increasing the number of
participants and the trend is very
positive.
>We are also working on a merge
with the Swedish Dementia registry
– SveDem to improve the quality of
data regarding contents of
dementia diagnostics and
treatment earlier on in the disease
progression.

14

See Maierhofer et al. BMC Public Health 2011, 11:897; http://www.biomedcentral.com/1471-2458/11/897

A PROPOSABL OF ALCOVE RECOMMENDANTIONS
WP4: Cohorts, Epidemiology and Registration Network
Specific objective WP4
Recommendations to improve epidemiological data on AD and other dementia with an overview
of available data and definition of best practices for data collection
Description
Epidemiological data studies (e.g. EuroCode, EADC), national information system (e.g. insurance)
and planned surveys (e.g. EHES or SHARE) will be assessed and criteria for improving data
collection will be proposed
Associated Partners:
ISS, Italy, WP4 leader;
National Institute of Health and welfare (THL), Finland
Institut National de la Sante et la Recherche Medical (INSERM), France
Karolinska Institute (IK), Sweden
Athens Association of AD and Related Disorders (AAADRD), Greece
Ministero della Salute (MINSAL), Italy
Collaborating partners:
Haute Authorite de Sante (HAS), France;
Institudo de Salud Carlos III (ISCIII), Spain;
Slovenska Akademia Vied – Neuroimmunologicky Ustav (NIU SAV), Slovakia

1

ALCOVE recommendations to improve data collection on estimates of dementia
prevalence in Europe.

‐The future studies on prevalence of dementia should be performed with the highest quality of the
epidemiological studies as defined in the ADI report of 2009 (Sample size: ≥ 3000 subjects; Design:
One phase study or two phase study with appropriate sampling and weighting; Response
proportion≥ 80%,Diagnostic assessment with Inclusion of multidomain cognitive test battery,
formal disability assessment, informant interview and clinical interview)

‐ Epidemiological studies on dementia using the DSM IV and NINCDS‐ADRDA clinical criteria for
dementia and Alzheimer’s disease should be promoted. These clinical criteria are the only
validated with post mortem data.

‐ Prevalence and incidence studies on dementia using the new clinical criteria of the National
Institute on Aging and the Alzheimer’s Association should be promoted (McKhann et al 2011).

‐Prevalence and incidence studies on subjects with ≤ 65 years should be promoted to define the
dementia frequence.

‐ Studies in the same areas in different decades in order to intercept any phenomenon of decline
of dementia as well as speculated by some evidence of literature should be promoted.

2

ALCOVE recommendations to improve data collection on antipsychotic use
•

Prospective and systematic collection data on dementia patients for specific settings

(community , home care, memory clinic, nursing home) in all European countries are urgently
necessary .
•

A list of antipsychotics used in each European country should be performed, underlining

the off label use for specific molecule.
•

The collection data on exposure to antipsychotics in dementia patients must be

characterized for appropriate and not appropriate use.
•

Information on physical restraints use among nursing home residents with severe

dementia must be gathered.
•

An European Registry on exposure to antipsychotics in dementia patients should be

implemented. The aims of this registry should be to monitor the prescriptions of antipsychotics in
European countries and to assess the efficacy of national programs in risk reduction of
antipsychotic use.

3

ALCOVE recommendations to improve data collection on health and social care
services for people with dementia.

The European society’s needs in terms of health and social care are in rapid evolution. The burden
of chronic diseases and different forms of dementia is changing the public demand. In this
complex scenario, good quality data are essential to support planning, governance and to respond
to the persons’ expectations.
Combining different sources created for different purposes might be challenging. Nevertheless, it
seems to be the most efficient way to combine clinical, epidemiological, administrative and
economic assessments. Administrative data sources lack of specific and good quality clinical data,
starting from diagnosis. Clinical and epidemiological data sources lack in deep socio‐economic and
demographic information. Record linkage might be the solution, provided a legal framework to
safeguard of citizens’ privacy.

• A minimum data set, shared among different Member States, should be adopted for
administrative, clinical, epidemiological and other relevant data sources. The dataset
should include general data on chronic diseases and specific data on dementia.
• For data collection purposes, a predefined set of diagnosis criteria for dementia should be
proposed.
• Optimize existent data sources by providing an efficient system of record linkage.
• A unique, depersonalized identifier should be made available for record linkage. Privacy
concerns needs to be addressed at European level to assure the person’s ownership of the
data.

4
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The UK National Dementia & Antipsychotic Prescribing Audit
National Report 2012
Approximately 750,000 people in the United Kingdom live with dementia, and it is estimated that around 25 per cent
of these (180,000 people) are currently being prescribed antipsychotic medication designed to treat conditions such
as schizophrenia. For around 36,000 people with dementia, antipsychotic drugs are the right treatment option, but
they are often prescribed inappropriately to people with dementia. The use of antipsychotic medication can lead to
serious side affects for people with dementia, so the government has made a commitment to reduce the
inappropriate prescribing of this medication.
The National Dementia and Antipsychotic Prescribing Audit collects demographic and prescribing information on
people with dementia from GP practices in England. The audit aims to provide a national picture of prescribing
antipsychotic medication in people with dementia.
The 2012 published report describes the results of the National Dementia and Antipsychotic Prescribing Audit which
collects demographic and prescribing information for people with dementia from primary care clinical systems. The
results of the audit, at a national and Strategic Health Authority (SHA) level, covers people with a diagnosis of
dementia and any prescription of antipsychotic medication or any alternative medication, including drugs for
dementia, hypnotics and anxiolytics and antidepressants over a six year period (2006 to 2011).
The analysis provided is based on:
- 100% Primary Care Trust (PCT) coverage with practice participation within each PCT ranging from 2.4 to
95.4%
- 3,850 GP practices actively participated in the audit representing 45.7% of GP practices in England having had
submitted information on people with a diagnosis of dementia which equates to 130,340 people alive and
registered on a GP practice system at the time of data extraction (31st December 2011), and equates to
48.9% of the number of people with a diagnosis of dementia reported on the 2010/2011 Quality and
Outcomes Framework (QOF) register.
- 196,695 patients who have been coded with a diagnosis of dementia and have been actively registered at a
participating GP practice during the six year audit period.
The key findings from the audit were:
• The number of people newly diagnosed each year with dementia in the participating practices has increased by
67.7% in the last six years (from 2006 to 2011)
• There is a higher prevalence of diagnosed dementia in women (66.3%) than in men
• The majority of people diagnosed with dementia are aged 65 years and above (94.7%)
• There was a decrease of 10.25% points in the number of people with dementia receiving prescriptions of
antipsychotic medication for people with dementia from 17.05% in 2006 to 6.80% in 2011
• There has been a 51.8% reduction in the number of people with dementia receiving a prescription of antipsychotic
medication from 2008 to 2011
Of note, no data is available on the other 400,000 people living with dementia in UK.
Contact: enquiries@institute.nhs.uk
Health and Social Care Information Centre, National Dementia and Antipsychotic Prescribing Audit 2012.
http://www.ic.nhs.uk/dementiaaudit
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The national AMI Alzheimer programme in France:
A powerful tool for Risk Measurement & Risk Reduction
Risk Measurement: the French national survey
The French National Authority for Health created a national task force which sought to establish and monitor the rate of exposure
to antipsychotics (AP) and other psychotropic drugs (PD) in people living with Alzheimer disease (AD) in France, as an alert
indicator.

ALERT INDICATOR = Rate of ADs with prescription of AP
Numerator

Denominator
Data

Number of people living with Alzheimer’s disease with a prescription of antipsychotics
Any prescription of antipsychotics constitutes an alert.
The list of antipsychotics is provided in Annex 2
Number of people living with Alzheimer’s disease
Measurement performed retrospectively.
The alert can be measured by the prescriber, the pharmacist, the nurse or any member of the
multidisciplinary care team.
People living with Alzheimer’s disease may be identified in several ways:
 From the diagnosis: analysis of the medical record (clinical diagnosis of Alzheimer disease and other forms
of dementia)
 From the specific Alzheimer disease treatment and/or the specific insurance covering long‐term care
(ALD15): Analysis of the prescription or medical record (prescription history) – Use of the prescribing,
dispensing or healthcare software.

Assessing the changes in practices relies on the alert indicator on the exposure of persons living with Alzheimer’s disease to APs
(National health institutions, Public Insurances & HAS collaboration).
The measurement of long‐term APs and psychotropics prescriptions was performed using the 3 national insurance databases from
2007 to 2010, for people over 65 (n= 9,984,693 in 2007; n= 10,609,439 in 2010) and for people over 65 living with AD identified by
coverage for specific treatments and chronic conditions (n= 385,070 in 2007; 437,583 in 2010). Three age categories were studied:
65‐74; 75‐84 and 85+. The lists of AP and PD were defined by the task force and updated each year.

Risk Reduction: the French national AMI Alzheimer programme
In conjunction with the national task force composed of health professionals and the other institutions, the French National
Authority for Health has developed, within the framework of the French Alzheimer Plan, the programme: Alert and Mastering of
Iatrogenicity (AMI) of APs in Alzheimer’s disease.
The objective of the programme AMI‐Alzheimer is to reduce the inappropriate use of APs and to improve care for behavioural
disturbances in dementia, while having recourse to other alternative treatments (for example: new care techniques) without
deferring to other sedatives or physical restraints.

This indicator has been implemented by various institutions: e.g. the French Alzheimer Plan uses it as a quality of life indicator;
regional health agencies use it as a follow‐up indicator for the national plan. It is also used for example, as a quality indicator for the
evaluation of Homes for the Autonomy and Integration of Persons living with Alzheimer’s Disease, as an indicator for the health
insurance risk management programme in homes for dependent elderly persons (EHPAD) and is one of the 15 quality indicators
used by the National Agency for the evaluation of the quality of establishments and social and medical‐social services for EHPAD
self‐assessment.

Dissemination of the AMI Alzheimer programme to all of the healthcare actors should provide for a common alert measurement at
the national level (macro), but also at the regional (meso) and local levels. The only way to reduce the national alert indicator is
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through local alert/mastering actions led by care teams and prescribers.

MASTERING INDICATOR = Rate of ADs with continuous or repeated prescription of AP, confirmed and justified among the ADs with
prescription of AP
Number of people living with Alzheimer’s disease with an AP prescription whose prescription was
confirmed by the prescriber (appropriate prescription) with justification (benefit‐risk balance)
noted and justified in the record.
This number evolves progressively as the prescriptions are reviewed
Number of people living with Alzheimer’s disease on AP
This number evolves progressively as the prescriptions are reviewed and some AD stop taking AP
Measurement performed prospectively and dynamically
Mastery is measured by the prescriber or is referred to the multidisciplinary team by the
prescriber according to the choices made when the AMI clinical practice indicators were set up.

Numerator

Denominator
Data

Results: reduction of the national rate of APs exposure in persons living with AD
The French national measurement showed that Alzheimer’s patients and, in particular younger patients living with AD, are
overexposed to psychotropics and particularly to APs: In 2007, persons living with AD had an exposure rate to APs which was 5.8
times higher (16.9%) than that of the general elderly population (2.9%). Exposure in younger AD patients (aged 65‐74) was even
higher (19%). The rate of AP exposure in persons with AD decreased from 16.9% in 2007 to 15.5% in 2010, with a similar trend
observed in the three age categories and in the three different insurance databases. These results advocate for a dedicated safety
policy to reduce these avoidable, iatrogenic risks in this fragile population.

References
Overuse of antipsychotics and other psychotropic’s in Alzheimer’s patients: the results of 4 year French national survey. 29th
International Conference of Quality & Safety in Health Care (ISQUA), Geneva :
C8‐2215 Abstract http://www.isqua.org/docs/geneva‐2012‐final‐docs/15‐minute‐oral‐presentation.pdf?sfvrsn=2
Oral presentation http://www.isqua.org/docs/geneva‐presentations/c8‐2215‐a‐leperre‐desplanques.pdf?sfvrsn=2
The Alert & Mastering of Iatrogenicity of antipsychotics indicator in people living with Alzheimer disease http://www.has‐
sante.fr/portail/jcms/c_1055540/alzheimer‐s‐disease‐and‐iatrogenicity‐of‐antipsychotics
ALCOVE synthesis report, chapter Epidemiological data in Dementia & Workforce‐Skills in chapter Support systems for BPSD
Brochure –AMI AL Programme http://www.has‐sante.fr/portail/upload/docs/application/pdf/2011‐
03/brochure_programme_ami_alzh_vf_2011‐03‐03_11‐35‐59_520.pdf
The national AMI ALZHEIMER TOOLS for risk reduction in France
Ö AMI (Alert & Mastering of Iatrogenicity) indicator 1‐ Antipsychotics in the person living with dementia
Ö Where is the AMI Alzheimer programme being implemented?
Ö How is the AMI Alzheimer programme implemented?
Ö Management of behavioural problems in Alzheimer’s and related diseases
Ö Tools for measuring detection and control indicators
Ö Non‐drug therapies in the management of behavioural problems
Ö Nursing home (EHPAD)
Ö Health care networks for the elderly
Ö Health care facilities: short, medium & long term stays
http://www.has‐sante.fr/portail/jcms/c_1055540/alzheimer‐s‐disease‐and‐iatrogenicity‐of‐antipsychotics

Contact persons: Dr Armelle Leperre‐Desplanques a.leperredesplanques@has‐sante.fr,
Carole Micheneau c.micheneau@has‐sante.fr
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The national BPSD Swedish Registry
Pilot actions for risk reduction of antipsychotics
in Sweden patients living with dementia
The prevalence and profile of Behavioural and Psychological Symptoms of Dementia (BPSD) in
patients living with dementia is unknown in Sweden. There is an overuse of pharmacological drugs
such as antipsychotics for BPSD management.
The national Swedish registry initiated in November 2010 & financed by the Swedish Association
of Local Authorities and Regions (SALAR), has been supported by a special program directed to
improve the situation for the most ill elderly from the Ministry of Health & Social Affairs. A web‐
based educational programme is mandatory before joining the registry. The settings are nursing
homes, sheltered accommodations for persons living with dementia, and BPSD‐teams at specialist
clinics.
All included person undergoes a scoring with the NeuroPsychiatric Inventory (NPI), basic
information such as diagnosis, age, gender, all medication and different non pharmacological care
interventions are also registered. The development of BPSD‐profiles and different interventions
are followed and evaluated continuously, with automatic feedback given to the teams for making
quality improvements. This national, person‐centred support system is also an example of sharing
medical & social information concerning persons experiencing BPSD, whatever their structure &
care organisation may be.
To date, 216 municipalities, 1505 units, nursing homes and BPSD‐teams in specialised clinics and 5
350 patients are participating in the registry. The registry is spreading fast over the whole country.
Preliminary analysis shows a reduction of the mean NPI score & of the antipsychotic medication in
favour of the use of analgesics and non‐ pharmacological interventions.
Current situation at nursing homes with prevalence of BPSD, distribution of dementia diagnoses,
and use of pharmacological treatment and non‐ pharmacological interventions will be available by
the end of 2013.
Contact person: Dr Katarina Nägga Katarina.Nagga@skane.se
Site: www.bpsd.se
See ALCOVE Synthesis Report – chapter Support Systems for BPSD: Improvement programmes for APs limitation in
Europe & Workforce ‐ Skills

List of the ANTIPSYCHOTICS

Anatomical Therapeutic
Chemical (ATC)
Classification System

International non Proprietary Name (INN)

N05AA

Phenothiazines with aliphatic side‐chain

N05AA01
N05AA02
N05AA03
N05AA04
N05AA05

Chlorpromazine
Levomepromazine
Promazine
Acepromazine
Triflupromazine
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N05AA06
N05AA07

N05AB

Cyamemazine
Chlorproethazine
Phenothiazines with piperazine structure

N05AB01
N05AB02
N05AB03
N05AB04
N05AB05
N05AB06
N05AB07
N05AB08
N05AB09
N05AB10

Dixyrazine
Fluphenazine
Perphenazine
Prochlorperazine
Thiopropazate
Trifluoperazine
Acetophenazine
Thioproperazine
Butaperazine
Perazine

N05AC

Phenothiazines with piperidine structure

N05AC01
N05AC02
N05AC03
N05AC04

Periciazine
Thioridazine
Mesoridazine
Pipotiazine

N05AD

Butyrophenone derivatives

N05AD01
N05AD02
N05AD03
N05AD04
N05AD05
N05AD06
N05AD07
N05AD08
N05AD09
QN05AD90

Haloperidol
Trifluperidol
Melperone
Moperone
Pipamperone
Bromperidol
Benperidol
Droperidol
Fluanisone
Azaperone

N05AE

Indole derivatives

N05AE01
N05AE02
N05AE03
N05AE04

Oxypertine
Molindone
Sertindole
Ziprasidone

N05AF

Thioxanthene derivative

N05AF01
N05AF02
N05AF03
N05AF04
N05AF05

Flupentixol
Clopenthixol
Chlorprothixene
Thiothixene
Zuclopenthixol
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N05AG

Diphenylbutylpiperidine derivatives

N05AG01
N05AG02
N05AG03

Fluspirilene
Pimozide
Penfluridol

N05AH
N05AH01
N05AH02
N05AH03
N05AH04
N05AH05
N05AH06

Diazepines, oxazepines, thiazepines 1 oxepines
Loxapine
Clozapine
Olanzapine
Quetiapine
Asenapine
Clotiapine

N05AL

Benzamides

N05AL01
N05AL02
N05AL03
N05AL04
N05AL05
N05AL06
N05AL07

Sulpiride
Sultopride
Tiapride
Remoxipride
Amisulpride
Veralipride
Levosulpiride

N05AX

Other antipsychotics

N05AX07
N05AX08
N05AX10
N05AX11
N05AX12
N05AX13
N05AX14
N05AX90
N05AK01
Z

Prothipendyl
Risperidone
Mosapramine
Zotepine
Aripiprazole
Paliperidone
Iloperidone
Amperozide
Tetrabenazine
Carpipramine
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[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Bénédicte Gombault

Position

Project manager

Name of the Institution

King Baudouin Foundation

Type of Institution

Foundation

Street

Brederodstraat 21

Zip Code / Town

1000 Brussels

Country

Belgium

Telephone

32‐2‐549 02 72

Fax
E‐mail Address

Gombault.b@kbs‐frb.be

Please return the completed questionnaire by 4th July 2012 at angela.giusti@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971 ‐ Paola Scardetta, paola.scardetta@iss.it, +390649904216
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243 ‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY Belgium
Description of the data
source*
Please, add rows if
needed.
Example: Hospital
administrative database

Name of the data Contact person
source (in original
language and
English
translation)
Schede di
Mario Rossi
Dimissione
Ospedaliera
(hospital
discharge records)

Hospital, drugs,
reimbursement

Daniel Crabbe

Residential care
Flanders

Veerle
Vanderlinden,
teamcoach
residential
elderly care
Flanders

Residential Care
Wallonie

Catherine
DECHEVRE,
Directrice,

Institution

Email

Tel

Fax

Ministry of
Health

mario.rossi@sanita.it

+222222

+2222222

National
institute for
health
insurance
(RIZIV‐ INAMI)

daniel.crabbe@riziv.fgov.be

Veerle.vanderlinden@wvg.vlaanderen.be +325533443

Service public
Wallonie SPW,
DGO Pouvoirs
locaux, Action

Catherine.DECHEVRE@spw.wallonie.be

[Digitare il testo]

Home Care Wallonie
(soins ambulatoires)

Data sources ‐ National Contact List

Pierre‐Yves
BOLEN

sociale et Santé
Service public
Wallonie SPW,
DGO Pouvoirs
locaux, Action
sociale et Santé

WP4 M3 T3-4

PierreYves.BOLEN@spw.wallonie.be

*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Irina Ilieva

Position

Executive Secretary

Name of the Institution

Alzheimer Bulgaria Association (ABA)

Type of Institution

NGO

Street

16, Bacho Kiro Str.,

Zip Code / Town

1000 Sofia

Country

Bulgaria

Telephone
Fax
E‐mail Address

+ 359 2 989 45 39;+ 359 2 470 64 48;GSM GSM + 359 898 444 027
NO

office@alzheier‐bg.org; irina_il@abv.bg

Please return the completed questionnaire by 3rd September 2012 at paola.scardetta@iss.it or via fax at +39 0649904111
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971 ‐ Paola Scardetta, paola.scardetta@iss.it, +390649904216
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243 ‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY BULAGAIRA
Description of the data source*
Please, add rows if needed.

Example: Hospital administrative
database
Non goverment organization
(NGO) in comunity interest,
member of Alzheimer Europe

Name of the data
source (in original
language and English
translation)
Schede di Dimissione
Ospedaliera (hospital
discharge records)
Гражданско сдружение
Алцхаймер България
(Alzheimer Bulgaria
Association)

Contact person

Institution

Email

Tel

Fax

Mario Rossi

Ministry of
Health

mario.rossi@sanita.it

+222222

+222

Irina Ilieva

Executive
Secretary

office@alzheier‐bg.org;
irina_il@abv.bg;

+ 359 2 989 45 39;
+ 359 2 470 64 48;
GSM + 359 898 444
027

no

*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

DR IRENE KYRIACOU GEORGHIOU

Position

ASSISTANT DIRECTOR CLINIC /DEPARTMENT

Name of the Institution

MENTAL HEALTH SERVICES

Type of Institution

MINISTRY OF HEALTH

Street

ATHALASSA HOSPITAL

Zip Code / Town

NICOSIA 1452

Country

CYPRUS

Telephone

00357 22 402101

Fax

00357 22 487941

E‐mail Address

Director.mhs@cytanet.com.cy

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY CYPRUS______________________________
Description of the data source*
Please, add rows if needed.

Example: Hospital administrative
database

Mental Health services
administrative data base

Name of the data
source (in original
language and English
translation)
Schede di Dimissione
Ospedaliera (hospital
discharge records)

Contact person

Institution

Email

Tel

Fax

Mario Rossi

Ministry of
Health

mario.rossi@sanita.it

+222222

+2222222

Patients Registries and
case files

Irene Kyriacou
Georghiou

Mental Health
Services

3cky@cytanet.com.cy 00357
993285

00357 22
344880

*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Kai Saks

Position

Assoc. Prof.

Name of the Institution

University of Tartu, Dept. of Internal Medicine

Type of Institution:

Academic institution

Street

Puusepa 6

Zip Code / Town

51014 Tartu

Country

Estonia

Telephone:

+372 7318627

Fax:

+372 7318607

E‐mail Address:

Kai.Saks@ut.ee

Please return the completed questionnaire by 4th July 2012 at angela.giusti@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971 ‐ Paola Scardetta, paola.scardetta@iss.it, +390649904216

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

Nicola Vanacore, nicola.vanacore@iss.it, +390649904243 ‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY ______________________________
Name of the data
source (in original
language and
English translation)
Example: Hospital administrative database Schede di Dimissione
Ospedaliera
(hospital discharge
records)
http://www.sm.ee/eng/ministry/contact.html Head of services on
the Elderly and
People with
Disabilities

Description of the data source*
Please, add rows if needed.

http://www.sm.ee/eng/ministry/contact.html Head of the Health
Care Department

Contact person

Institution

Email

Tel

Mario Rossi

Ministry of
Health

mario.rossi@sanita.it +222222

Maarja KraisLeosk

Ministry of
Social Affairs

maarja.kraisleosk@sm.ee

+372 626
9205

Heli Paluste

Ministry of
Social Affairs

heli.paluste|a|sm.ee

+372 626
9127

Fax

+2222222

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Matti Mäkelä, senior medical officer
Helka Hosia‐Randell, senior researcher

Position
Name of the Institution

National Institute for Health and Welfare (THL)

Type of Institution

National institute funded by the government

Street

P.O. box 30

Zip Code / Town

00271 Helsinki

Country

Finland

Telephone

+358 20 6107384

Fax

+358 20 6107485

E‐mail Address

Helka.hosia‐randell@thl.fi

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

FINLAND
Description of the data source*
Please, add rows if needed.
Granted special reimbursement
of medicines, includes
information of diagnoses
Description medicine purchases
from pharmacies, includes
information on the patient,
doctor, medicine, price,
reimbursement
Granted care allowances for
pensioners, includes information
on functional ability and
diagnoses
All care events in specialized
health care, including both
ambulatory care and inpatient
periods. Since 1992.
All care events in primary health
care and home care. Since 2011.
All care events in social care.
Since 1999.
Clients in home care: amount,

Name of the data source
(in original language and
English translation)
Erityiskorvausoikeuksien
tiedosto (Special
reimbursement of
medicines)
Reseptitiedosto
(Description medicine
purchases)

Eläkkeen saajan
hoitotukitiedosto (Care
Allowance for
Pensioners)
TerveysHilmo
hoitoilmoitusrekisteri
(care event registry)
AvoHilmo
hoitoilmoitusrekisteri
(care event registry)
SosiaaliHilmo
hoitoilmoitusrekisteri
(care event registry)
Kotihoidon laskenta

Contact
person

Institution

Email

Hennamari
Mikkola

The Social
Insurance
Institution of
Finland (KELA)
KELA

hennamari.mikkola@kela.fi +358 50

Hennamari
Mikkola

Tel

4686911

hennamari.mikkola@kela.fi +358 50
4686911

hennamari.mikkola@kela.fi +358 50

Hennamari
Mikkola

KELA

Hanna
Rautiainen

National
Institute for
Health and
Welfare (THL)
THL

hanna.rautiainen@thl.fi

Nina Knape

THL

nina.knape@thl.fi

+358 20
6107683

Nina Knape

THL

nina.knape@thl.fi

+358 20

Hanna
Rautiainen

4686911

hanna.rautiainen@thl.fi

Fax

+35820
6341700

+35820
6341700

+358 20
6341700

[Digitare il testo]

received services, demographics,
need for care, appropriate care
settings, indications, previous
care settings.
Resident Assesment Instrument
RAI in long term care & home
care
Health and functional capacity
of Finns ‐ a national health
survey with a sample of 10000

Data sources ‐ National Contact List

WP4 M3 T3-4
6107683

(annual home care
survey)

Resident Assesment
Instrument RAI in long
term care & home care
Terveys 2000 (Health
2000)

Anja Noro

THL

anja.noro@thl.fi

+358 20
6107253

Seppo
Koskinen

THL

seppo.koskinen@thl.fi

+358 20
610 8762

Health and functional capacity
of Finns ‐ a national health
survey (see above)

Terveys 2011 (Health
2011)

Seppo
Koskinen

THL

seppo.koskinen@thl.fi

+358 20
610 8762

Finriski is a large population
survey on risk factors of chronic,
noncommunicable diseases. The
survey is carried out since 1972
every five years using
independent, random and
representative population
samples from different parts of
Finland.
EuroStat Morbidity Statistics
pilot project in Member States,
incl. memory disorders

Finriski (FinnRisk)

Veikko
Salomaa

THL

veikko.salomaa@thl.fi

+358 9
47448620

EuroStat Morbidity
Statistics pilot project

Finland: Mika
Gissler

Finland: THL

mika.gissler@thl.fi

citizens.
Determinants of health and
functional ability, health and chronic
conditions, functional capacity and
limitations, and use of services and
medicines, their need and adequacy.

+358 20
6107485

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person
Position
Name of the Institution
Type of Institution
Street
Zip Code / Town
Country
Telephone

Benoit Lavallart
Public Health and Geriatrician
Mission for Alzheimer plan Assessment
Public
11, place des cinq Martyrs du lycée Buffon
75015 Paris
France
33 (0) 140 564 790

Fax
E‐mail Address

Benoit.LAVALLART@sante.gouv.fr

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health,
Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

OVERVIEW OF ALL AVAILABLE DATA SOURCES FOR THE PURPOSE OF THE DEMENTIA STUDY COUNTRY:

FRANCE
Description of
the data source*
Please, add rows
if needed.
Example:
Hospital
administrative
database

Name of the data source (in original
language and English translation)

Contact person

Institution

Email

Tel

Fax

Schede di Dimissione Ospedaliera (hospital
discharge records)

Mario Rossi

Ministry of Health

mario.rossi@sanita.it

+222222

+22222
22

Cohorts
(Cf more detailed description in
attached files)
Survey by a network of nursing homes

Jean François Dartigues
Catherine Helmer

Bordeaux, School of public health

Jean‐Francois.Dartigues@isped.u‐
bordeaux2.fr]
Catherine.Helmer@isped.u‐bordeaux2.fr

+ 33

http://www.isped.u‐bordeaux2.fr/

Yves Rolland

Gerontopole de Toulouse

rolland.y@chu‐toulouse.fr
http://www.orsmip.org/enquetes/rehpa
/modules.php?ModPath=partie/present
ation&ModStart=pre_acc_pub

a national prospective patient
cohort

Philippe Amouyel

The French National Foundation on
Alzheimer’s disease
and related disorders

philippe.amouyel@pasteur‐lille.fr

Exposure measured by individuals
with reimbursement claim for
antipsychotics and other psychotropic
drugs

Armelle Leperre‐
Desplanques

HAS

a.leperredesplanques@has‐sante.fr

+ 33 (0) 155 937
148

BNA (National
database for
Alzheimer
disease)

Registries

Philippe Robert

Federation of memory centers

phil.robert15@orange.fr

+ 33 (0) 492 03 7
993

SNIIRAM

Reimbursement databases (claim
data) database in ambulatory

AMI, 3C &
PAQUID
REHPA

MEMENTO

National
Iatrogenicity
Indicators
(Chiffres repères)

(Inter‐regime
information
system)

contact@fondation‐
alzheimer.org

http://www.banque‐nationale‐
alzheimer.fr/csp/bna‐
public/Kanope.Modules.Bna.Pages.home.cls?CSPC
HD=0000000100004f6edgRt000000db8wup3kmkus
$lhx4_$d3w

(Cf more detailed description in
attached file)

(0) 557. 574
515.

Phillipe Tupin
Philippe Ricordeau

National Insurance database

philippe.tuppin@cnamts.fr]
philippe.ricordeau@cnamts.fr

+ 33 (0)
1.72.60.23.82

(Cf more detailed description in
attached files)

PATHOS

Databases in nursing homes

Jean Luc Novella

Ministry of social cohesion

<jlnovella@chu‐reims.fr>

+33(0)326784403

PMSI
(medical

Describe hospitals activity in order
to pay them (Cf more detailed

Françoise Bourgoin

ATIH
Technical Agency of hospitalisation
information

francoise.bourgoin@atih.sante.fr

+ 33 (0) 437 913
507

program for
description in attached files)
informatisation
system)
*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim data), hospital administrative database, nursing home‐residential care
respite unit, death national registry, cohorts, other registries, surveys or other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

COMMENTS
1.
FRANCE: There is no computerized medical record in France and no clinical registries
PMSI/ ATIH: Our national data base is dedicated to sanitary establishments, to allow their funding. It is not supposed to be used for epidemiology purposes, even if it may help a
lot sometimes. For dementia, and Alzheimer, the patients are usually not hospitalized in sanitary establishments but in social establishments.
PATHOS/ PATHOS is a data base dedicated to nursing homes (EHPAD) to allow their funding. It is not supposed to be used o provide epidemiological data on Alzheimer disease.
2. Comments from Philippe Amouyel
All cohorts are listed by JPND and the list is available on this website http://www.neurodegenerationresearch.eu/for‐researchers/about‐the‐mapping‐
exercise/:http://www.neurodegenerationresearch.eu/search‐our‐database/
3. Comments from Catherine Helmer
The ideal database for Alzheimer' disease would be a large population‐based cohort study completely link with health insurance database and social database, with annual
follow‐up of the participants for dementia screening and regular extensive clinical evaluation of demented participants for the evaluation of dementia progression and
consequences of dementia in terms of disability, institutionalization and death. Such cohort study should benefit from regularly re‐inclusion of participants in order to avoid the
aging of the cohort.
4. Comments from A. Leperre –Desplanques and Nathalie Riolacci‐ Dhoyen
The regulation by quality/ access of care of the health system must be based on a more comprehensive analysis of data from cohorts, claim data and clinical registries. Clinical
registries are not enough developed in France. An analysis combining the 3 sources is the only tool to assess the relevance of care with a follow up of clinical outcomes, and to
start a genuine medico economic assessment.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Dr. Christian Berringer

Position

Head of Unit G 16 (Matters of medical and nursing provision in long
term care insurance)
Federal Ministry of Health

Name of the Institution
Type of Institution
Street
Zip Code / Town

D‐11055 Berlin

Country

Germany

Telephone

+49 (0)30 18441 1210

Fax

+49 (0)30 18441 1625

E‐mail Address

christian.berringer@bmg.bund.de

Please return the completed questionnaire by 4th July 2012 at angela.giusti@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971 ‐ Paola Scardetta, paola.scardetta@iss.it, +390649904216
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243 ‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY ____________GERMANY__________________
Description of the
data source*
Please, add rows if
needed.

Name of the data
source (in original
language and English
translation)

Contact
person

Institution

Email

Tel

Fax

Example: Hospital
administrative
database

Schede di Dimissione
Ospedaliera (hospital
discharge records)

Mario Rossi

Ministry of Health

mario.rossi@sanita.it

+222222

+2222222

Hospital statistics ‐
diagnostic data of the
hospital patients
provides annual data on
the services rendered by
the hospitals.

Krankenhausstatistik ‐
Diagnosedaten der
Patienten und
Patientinnen in
Krankenhäusern
(Hospital statistics
diagnostic data of the
hospital patients)
Todesursachenstatistik
(Statistics on the
causes of death)

Ms. Sabine
Nemitz

Federal Statistical Office;
Branch Bonn

gesundheit@destatis.de

+49 (0) 2
28 99 / 6
43 ‐ 89 51

Ms. Silvia
Schelo

Federal Statistical Office,
Branch Bonn

gesundheit@destatis.de

+49 (0) 2
28 99 / 6
43 ‐ 89 51

AgeCoDe (German

Ms. Steffi
Riedel‐Heller

Institute of Social Medicine,
Occupational Health and
Public Health (ISAP) at the
Medical Faculty, University of
Leipzig

Steffi.Riedel‐Heller@medizin.uni‐
leipzig.de

The statistics on the
causes of death provide
information on the
deceased in the
reporting year.
prospective random
samples of the aged
population over 75 year,
samples based on
primary care

study on Ageing,
Cognition and
Dementia in Primary
Care Patients)

[Digitare il testo]
Routine data

Routine data, Report on
the basis of 24 million
insured persons (AOK)
Routine data, Report on
the basis of GEK (health
insurance) insured
persons

Data sources ‐ National Contact List
German Center for
Neurodegenerative
Diseases (DZNE)

Ms. G.
Doblhammer‐
Reiter

German Center for
Neurodegenerative Diseases
(DZNE)
University of Rostock

Versorgungs‐Report
2011

Mr. C. Günster

Wissenschaftliches Institut der
AOK (WIdO)

BARMER GEK
Pflegereport 2010

Mr. H.
Rothgang

Centre for Social Policy
Research, Bremen

WP4 M3 T3-4
gabriele.doblhammer‐
reiter@dzne.de
gabriele.doblhammer@uni‐
rostock.de

+49 (0)
381 /
2081‐124
+49(0)381
/ 498‐
4393 (Uni
Rostock)

christian.guenster@wido.bv.aok.de +49(0)30
34646‐
2128
rothgang@zes.uni‐bremen.de
+49 421
218
58557

*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Dr Paraskevi Sakka, MD, PhD

Position

Neurologist‐Psychiatrist, Chairwoman of Athens Alzheimer’s Association

Name of the Institution

Athens Alzheimer’s Association

Type of Institution:

NGO

Street

89 Markou Mousourou St.

Zip Code / Town

11636 Athens

Country

Greece

Telephone:

+30 2107234644

Fax:

+30 2107234644

E‐mail Address:

vsakka@ath.forthnet.gr

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

Angela Giusti, +390649904241, mob. +393496758971
‐ Nicola Vanacore,nicola.vanacore@iss.it, +390649904243
‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY __GREECE____________________________
Description of the data
source*
Please, add rows if
needed.
Database‐computerized
medical files

Population based surveys

Name of the data
source (in original
language and
English translation)
‐

Contact person

Dr Paraskevi
Sakka

‐

Eleni Margioti

Institution

Email

Tel

Fax

Memory
Clinic, Athens
Alzheimer’s
Association‐
Day Care
Center
Athens
Alzheimer’s
Association

vsakka@ath.forthnet.gr

+30
+30
2107234644 2107234644
+30
6944942570

eleni_margioti@yahoo.gr

+30
+30
2107566051 2107234644
+30
6977709009

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Nicola Vanacore

Position

Researcher

Name of the Institution

National Institute of Health

Type of Institution

Research Institute

Street

Via Giano della Bella, 34

Zip Code / Town

00161 Rome

Country

Italy

Telephone

0039‐6‐4990 42 43

Fax

0039‐6‐4990 42 48

E‐mail Address

nicola.vanacore@iss.it

Please return the completed questionnaire by 4th July 2012 at angela.giusti@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971 ‐ Paola Scardetta, paola.scardetta@iss.it, +390649904216
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243 ‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY Italy
Description of the data
source*
Please, add rows if
needed.

Name of the data source
(in original language and
English translation)

Contact person

Institution

Email

Tel

Fax

Drugs file

OsMED‐Osservatorio
Nazionale sull’impiego dei
Medicinali (National
Observatory on the use of
medicines)
Registri di morte (Death
records); SDO‐Schede di
Dimissione Ospedaliera
(Hospital Discharge Cards)
ILSA Italian Longitudinal
Study on Aging

Nicola Vanacore

National
institute of
health (ISS)

nicola.vanacore@iss.it

0039‐6‐4990
42 43

0039‐6‐4990 42
48

Susanna Conti,
Maria Masocco

National
institute of
health (ISS)

susanna.conti@iss.it,
maria.masocco@iss.it,

0039‐6‐4990
41 83; 0039‐6‐
4990 41 77

0039‐6‐4990 41
85

Emanuele Scafato,
Claudia Gandin

National
institute of
health (ISS)

emanuele.scafato @iss.it,
claudia.gandin@iss.it

0039‐6‐4990
40 28; 0039‐6‐
4990 41 92

0039‐6‐4990 41
93

Death National System;
Hospital Administrative
Database
ILSA Cohort Study

*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Aigars Kisuro

Position

Specialist on development and treatment process quality issues

Name of the Institution

Riga Centre of Psychiatry and Addiction Disorders

Type of Institution

State Limited Liability Company

Street

Tvaika str. 2

Zip Code / Town

Riga LV1005

Country

Latvia

Telephone

+371 67080153; +371 29195766

Fax

+371 67222305

E‐mail Address

rpnc@rpnc.lv; aigars.kisuro@rpnc.lv

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY
Description of the data
source*
Please, add rows if needed.
State database of
psychiatric patients
Hospital administrative
database

Name of the data
source (in original
language and
English translation)
State Register of
Mental and
Behavioural patients
Patient”s files,
hospital discharge
records

Latvia

Contact person

Institution

Email

Tel

Fax

Zane Baltane

Zane.baltane@vmnvd.lv
National
Health Service

Vladimirs
Kuznecovs

Riga Centre of Vladimirs.kuznecovs@rpnc.lv +37167080182 +37167222305
Psychiatry and
Addiction
Disorders

+37167387660

*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Aigars Kisuro

Position

Specialist on development and treatment process quality issues

Name of the Institution

Riga Centre of Psychiatry and Addiction Disorders

Type of Institution

State Limited Liability Company

Street

Tvaika str. 2

Zip Code / Town

Riga LV1005

Country

Latvia

Telephone

+371 67080153; +371 29195766

Fax

+371 67222305

E‐mail Address

rpnc@rpnc.lv; aigars.kisuro@rpnc.lv

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY
Description of the data
source*
Please, add rows if needed.
State database of
psychiatric patients
Hospital administrative
database

Name of the data
source (in original
language and
English translation)
State Register of
Mental and
Behavioural patients
Patient”s files,
hospital discharge
records

Latvia

Contact person

Institution

Email

Tel

Fax

Zane Baltane

Zane.baltane@vmnvd.lv
National
Health Service

Vladimirs
Kuznecovs

Riga Centre of Vladimirs.kuznecovs@rpnc.lv +37167080182 +37167222305
Psychiatry and
Addiction
Disorders

+37167387660

*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Valmantas Budrys

Position

Professor, Head of Clinic of Neurology and Neurosurgery at Vilnius University, Director of
the Centre of Neurology at Vilnius University Hospital Santariskiu Clinics.

Name of the Institution

Faculty of Medicine of Vilnius University, Vilnius University Hospital Santariskiu Clinics.

Type of Institution

University Hospital.

Street

Santariskiu str. 2

Zip Code / Town

LT‐08661, Vilnius,

Country

Lithuania

Telephone

+370 698 44049

Fax

+370 5 2365220

E‐mail Address

valmantas.budrys@santa.lt; valmantas.budrys@gmail.com

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY _____LITHUANIA________
Description of the data
source*
Please, add rows if needed.
Electronic Case History System
and Database (ELI, Elektroninė
ligos istorija) of Vilnius
University Hospital Santariskiu
Clinics.

Contact person
Name of the data
source (in original
language and English
translation)
Electronic Case
Valmantas
Histories, Discharge
Budrys
Summaries, Out‐patient
Visit Notes, MRI, SPECT,
CT results (including
images, available
through Intranet),
Results of Laboratory,
Electrophysiological and
other tests, avalable
through Intranet.
Function of querrying
database by various
criteria available.
Storage period of
electronic data
unlimited.

Institution

Email

Tel

Vilnius
University
Hospital
Santariskiu
Clinics

valmantas.budrys@santa.lt +370 698
44049

Fax

+370 5
2365220

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Dr Dorothee Knauf‐Hübel

Position

Médecin chef de service

Name of the Institution

Direction de la Santé/AST

Type of Institution

Govermental

Street

Villa Louvigny‐Allée Marconi

Zip Code / Town

L‐2120 Luxembourg

Country

Luxembourg

Telephone

00352/24785616

Fax

00352/24795616

E‐mail Address

Dorothee.knauf‐hubel@ms.etat.lu

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY __Luxembourg (representative from the Ministry of Health)
Description of the data
source*
Please, add rows if needed.

Name of the data source
(in original language and
English translation)

Contact
person

Institution

Email

Tel

Controlling body for
pharmacies and professionals
in this area, drugs and
cosmetic products
Registry of death causes

Division de la Pharmacie
et des Médicament
(Department of
pharmacy and drugs)
Registre des causes de
décès (death national
registry)

Mariette
Backes‐Lies

Ministère/Direction
de la Santé
(Ministry/Direction
of health)
Ministère/Direction
de la Santé
(Ministry/Direction
of health)
Inspection
Générale de la
Sécurité Sociale

Mariette.Backes‐
Lies@ms.etat.lu

+352/
24785590

Guy.Weber@ms.etat.lu

+352/
24785571

Administrative data social
security system

Guy Weber

Fax

Inspection Générale de la Laurence
Laurence.Weber@igss.etat.lu +352/
Sécurité Sociale
WEBER
24786342
(General Inspectorate of
social security)
*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Dr Dorothee Knauf‐Hübel

Position

Médecin chef de service

Name of the Institution

Direction de la Santé/AST

Type of Institution

Govermental

Street

Villa Louvigny‐Allée Marconi

Zip Code / Town

L‐2120 Luxembourg

Country

Luxembourg

Telephone

00352/24785616

Fax

00352/24795616

E‐mail Address

Dorothee.knauf‐hubel@ms.etat.lu

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY __Luxembourg (representative from the Ministry of Health)
Description of the data
source*
Please, add rows if needed.

Name of the data source
(in original language and
English translation)

Contact
person

Institution

Email

Tel

Controlling body for
pharmacies and professionals
in this area, drugs and
cosmetic products
Registry of death causes

Division de la Pharmacie
et des Médicament
(Department of
pharmacy and drugs)
Registre des causes de
décès (death national
registry)

Mariette
Backes‐Lies

Ministère/Direction
de la Santé
(Ministry/Direction
of health)
Ministère/Direction
de la Santé
(Ministry/Direction
of health)
Inspection
Générale de la
Sécurité Sociale

Mariette.Backes‐
Lies@ms.etat.lu

+352/
24785590

Guy.Weber@ms.etat.lu

+352/
24785571

Administrative data social
security system

Guy Weber

Fax

Inspection Générale de la Laurence
Laurence.Weber@igss.etat.lu +352/
Sécurité Sociale
WEBER
24786342
(General Inspectorate of
social security)
*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Isabelle Avallone

Position

Departmental Nursing Manager

Name of the Institution

Ministry of Health. Elderly and Community Care

Type of Institution

Governmental

Street

Centru Servizz Anzjan, Old Mint Street

Zip Code / Town

Valletta VLT1510

Country

Malta

Telephone

00356 25575110

Fax

00356 25575200

E‐mail Address

isabelle.avallone@gov.mt

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY ____Malta__________________________
Description of the data
source*
Please, add rows if needed.
Hospital Administration
database
National death statistics

Name of the data
source (in original
language and English
translation)
Hospital Activity
Analysis
Mortality Register

Rehabilitation services
database

Memory Clinic data
base

Elderly population in long
term residential care

Resident
Administration
System

Population in Homes for the
Elderly

Community Homes
Advisory Committee
data sources

Non governmental

Surveys

Contact person

Institution

Sandra Buttigieg Ministry of
Health
Roberto
Ministry of
Debono
Health
Stephen Abela
Ministry of
Health, Elderly
and
community
Care
Ronald
Ministry of
Fiorentino
Health, Elderly
and
Community
Care
Joseph Dimech Ministry of
Health, Elderly
and
Community
Care
Charles Scerri
Malta

Email

Tel

sandra.c,buttigieg@gov.mt

00356
25454414
00356
25599241
00356
22081832

roberto.debono@gov.mt
stephen.abela@gov.mt

ronald.fiorentino@gov.mt

00356
21224461

joseph.a.dimech@gov.mt

00356
21455481

info@maltadementiasociety.org.mt

Fax

[Digitare il testo]

organisation
statistics

Data sources ‐ National Contact List

WP4 M3 T3-4

Dementia
Society

*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Professor Knut Engedal

Position

Director of Research

Name of the Institution

Ageing and Health ‐Norwegian Centre for Research, Education and Service
Development

Type of Institution

National competence center

Street

Postboks 2136

Zip Code / Town

3103 Tønsberg

Country

Norway

Telephone

0047 91590433 / 22118739

Fax
E‐mail Address

Knut.engedal@aldringoghelse.no

Please return the completed questionnaire by 3 July 2012 at paola.scardetta@iss.it or via fax at +390649904111
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy): Angela
Giusti +390649904241, mob. +393496758971 ‐ Nicola Vanacore nicola.vanacore@iss.it +390649904243 ‐ Fiorentino Capozzoli
fiorentino.capozzoli@iss.it +390649904408 ‐ Paola Scardetta paola.scardetta@iss.it +390649904216

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY __Norway____________________________
Description of the data source*
Please, add rows if needed.

The key figures in KOSTRA
(Municipality-State-Reporting)
provide information on most of
the municipal and county
municipal activities, including
economy, schools, health,
culture, the environment, social
services, public housing,
technical services and transport
and communication.

IPLOS should be a source of
reliable information about health
and social services requested
from and provided by the lokal
authorities. This information
should be relevant and necessary
to process and respond to service
requests, and in decision making

Name of the
Contact person
data source (in
original
language and
English
translation)
KOSTRA
Dag
Municipality‐
Abrahamsen
State‐Reporting

IPLOS
IPLOS –
NATIONAL
STATISTICS
LINKED TO
INDIVIDUAL
NEEDS FOR

Elisabeth Vatten

Institution

Email

Tel

Fax

Statistics
Norway (SSB)

dag.ragnvald.abrahamsen@
ssb.no

+47 21094211 +4721094988

Norwegian
Directorate of
Health

Elisabeth.Vatten@helsedir.n
o

+4724163245

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

and planning by lokal authorities
and the government. IPLOS is to
provide national authorities with
statistics. An IPLOS record
contains 52 items of information
distributed among the following
categories: 1. Personal
information and housing
conditions 2. Assessment by
relevant health professionals 3.
Functional disability level 4.
Relevant diagnoses 5. Health and
social services recieved fra lokal
authirities 6. 24-hour care from
no-local authority sources.

CARE

All deaths are registered, and the
cause of death is coded
according to an international
system. This information is
collected in the Cause of Death
Registry. The registry allows us to
follow trends in life expectancy
and mortality for example for
heart attacks, cancer, accidents
and suicide.
Norwegian Patient Register
contains information on all
persons on the waiting list for
treatment and all who have
received treatment in hospital,
outpatient clinic or in contract
specialists - what we call the
specialist health services.

Dødsårsaks‐
registeret
Cause of Death
Registry

Tor Molden

The
Norwegian
Institute of
Public Health

Tor.molden@fhi.no

+4721078288

Norsk
pasientregister
Norwegian
Patiens
Register

Unn Elisabeth
Huse

Norwegian
Directorate of
Health

unn.elisabeth.huse@helsedi
r.no

+4793027348

+ 4793270500

Pasient registry for person
assessed in a memory clinic

All kind of
clinical data
that are
collected in an

Knut Engedal

Norwegian
Centre for
Ageing and
Health

Knut.engedal@aldringoghels +4722118739
e.no

+4723016161

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

dementai
assessment lie
neuropsycholo
gy, brain
imaging,, blood
tests, sopinal
fluid tests+
blood and
spinal fluid in a
reserach
Biobank

*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Alvaro de Carvalho

Position

Director of National Mental Health Program

Name of the Institution

Directorate‐General for Health

Type of Institution

Ministry of Health Central Department

Street

Alameda D. Afonso Henriques, 45

Zip Code / Town

1049‐005 LISBOA

Country

PORTUGAL

Telephone

+351 21 843 06 02; +351 91 821 32 91

Fax

+351 21 843 06 20

E‐mail Address

igalvao@dgs.pt; alvarocarvalho@dgs.pt

Please return the completed questionnaire by 10th August 2012 at paola.scardetta@iss.it or via fax at +39 0649904111
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971 ‐ Paola Scardetta, paola.scardetta@iss.it, +390649904216
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243 ‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY PORTUGAL
Description of the data source*
Please, add rows if needed.

Hospital clinical and
administrative data base
Primary Care clinical and
administrative data base

Name of the data
source (in original
language and English
translation)
‘SONHO’ (National
Health Data Platform)
‘SINUS’ (National Health
Data Platform)

Contact person

Institution

Email

Tel

Fax

*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:

Contact Person

Rostislav Skrabana

Position

Researcher

Name of the Institution

Institute of Neuroimmunology, Slovak Academy of Sciences

Type of Institution

Governmental

Street

Dubravska cesta 9

Zip Code / Town

84510 Bratislava

Country

Slovakia

Telephone

+421254788100

Fax

+421254774276

E‐mail Address

rostislav.skrabana@savba.sk

Please return the completed questionnaire by 3rd September 2012 at paola.scardetta@iss.it or via fax at +39 0649904111

Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971 ‐ Paola Scardetta, paola.scardetta@iss.it, +390649904216
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243 ‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY ____SLOVAKIA_______
Description of the data
source*
Please, add rows if
needed.
Example: Hospital
administrative
database

Centre database
Database of university
hospital

Ministry files
Database of university
hospital

Name of the data
source (in
original language
and English
translation)
Schede di
Dimissione
Ospedaliera
(hospital
discharge
records)

Contact person

Institution

Email

Tel

Fax

Mario Rossi

Ministry of Health

mario.rossi@sanita.it

+222222

+2222222

Maria
Cunderlikova
Peter Turcani

Centre MEMORY

centrummemory@nextra.sk

Neurologist,
expert of Ministry
of Health; Faculty
of Medicine,
Comenius
University
Ministry of Health

peter.turcani@faneba.sk
peter.turcani@sm.unb.sk

+4212 62 41 41 +4212 62 41
43
41 43
+421257290452

Edmund
Skorvaga
Dusan Dobrota

Biochemist, Head
of Scientific board
of Ministry of

edmund.skorvaga@health.gov.sk +421259373
308
dobrota@jfmed.uniba.sk
+421432633
412

+421254 77
60 51
+421432633
300

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

Health; Jessenius
Faculty of
Medicine,
Comenius
University
Database of university
Stefan Krajcik
Geriatrist, expert
stefan.krajcik@szu.sk
hospital
of Ministry of
stefan.krajcik@geriatria.sk
Health; University
Hospital Bratislava
Database of psychiatric
Elena Zigova
Clinic of
zigova@pnpp.sk
hospital
Gerontopsychiatry,
+421336482225
Psychiatric
hospital Pezinok
*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Tomás López‐Peña Ordoñez

Position

Head of Research Programme

Name of the Institution

National Health Institute Carlos III

Type of Institution

Public Health Research Institution

Street

Av. Monforte de Lemos nº 5

Zip Code / Town

28029 Madrid

Country

Spain

Telephone

00 34 91 8222276

Fax

00 34 91 3877830

E‐mail Address

tlpena@isciii.es

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY: SPAIN
Description of the data source* Name of the data source
Contact person
Institution
Email
Tel
Please, add rows if needed.
(in original language and
English translation)
+34 91 8222650
Dementia Prevelence Survey
Prevalence of dementia
Jesus de Pedro‐
National
Jesús de Pedro
and major dementia
Cuesta et al.
Institute Carlos Cuesta
subtypes in spanish
III
[jpedro@isciii.es]
populations: A reanalyis of
dementia prevalence
survey 1990‐2008.
BMC Nerology 2009
Published online: October
19, 2009.
PMCID: PM2770986
*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Anders Wimo

Position

Professor

Name of theInstitution

KI‐Alzheimer Disease Research Center, Department of
Neurobiology, Care Sciences and Society, KarolinskaInstitutet

Type of Institution

University

Street

Novum, 5th floor

Zip Code / Town

SE‐141 57 Huddinge

Country

Sweden

Telephone

+46 705795383

Fax

+46 652 36601

E‐mail Address

Anders.Wimo@ki.se

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
‐ Nicola Vanacore,nicola.vanacore@iss.it, +390649904243

[Digitare il testo]

Data sources ‐ National Contact List
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‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY ____SWEDEN__________________________
Description of Name of the data source (in original language and
the data
English translation)
source*
Please, add
rows if
needed.

Contact
person

Institution

Email

Example:
Hospital
administrative
database
National
dementia care
quality
registry
Population
based cohort
study
Research
Network

Schede di Dimissione Ospedaliera (hospital discharge
records)

Mario
Rossi

Ministry of Health

mario.rossi@sanita.it

SveDem

Mia
Jönhagen

Maria.Eriksdotter‐Jonhagen@ki.se

SNAC (Swedish national study on aging and care)

Mårten
Lagergren

KI‐Alzheimer Disease Research
Center, Department of
Neurobiology, Care Sciences and
Society, KarolinskaInstitutet
Stockholm Gerontology
Research Center

Swedish Brainpower (SBP)

Bengt
Winblad

Bengt.Winblad@ki.se

European

EADC (European Alzheimer Disease Consortium)

Bengt

KI‐Alzheimer Disease Research
Center, Department of
Neurobiology, Care Sciences and
Society, KarolinskaInstitutet
KI‐Alzheimer Disease Research

Marten.Lagergren@aldrecentrum.se

Bengt.Winblad@ki.se

[Digitare il testo]

Data sources ‐ National Contact List

Research
Network

WP4 M3 T3-4

Winblad

Population
H70
based cohort
study
Population
GERDA
based cohort
study 85+
National
The BPSD registry
dementia care
quality
registry

Center, Department of
Neurobiology, Care Sciences and
Society, KarolinskaInstitutet
Ingmar
Neuropsychiatric Epidemiology , Ingmar.Skoog@neuro.gu.se
Skoog
Sahlgrenska Akademin, Göteborg
University
Yngve
Geriatric Medicine, Department
Yngve.Gustavson@germed.umu.se
Gustavson of community medicine and
rehabilitaion, Umeå University
bpsd.sus@skane.se
Lennart
BPSD‐registret /
KunskapsCentrum för
Minthon
demenssjukdomarMinneskliniken
Skånes Universitetssjukhus
205 02 Malmö

Diagnoses in
In‐Patient
Care
Cause of
Death
Statistics
National drug
prescription
register
National
social care
register
(under
development)
Evidence
based

the Swedish Health and Welfare Statistical Databases

Susanne
Holland

Socialstyrelsen (National Board
of Health and Welfare)

statistikdatabas@socialstyrelsen.se

the Swedish Health and Welfare Statistical Databases

Susanne
Holland

Socialstyrelsen (National Board
of Health and Welfare)

statistikdatabas@socialstyrelsen.se

Prescribed Drug Register , the Swedish Health and
Welfare Statistical Databases

Andrejs
Leimanis

Socialstyrelsen (National Board
of Health and Welfare)

statistikdatabas@socialstyrelsen.se,
Andrejs.Leimanis@socialstyrelsen.se

the Swedish Health and Welfare Statistical Databases

Susanne
Holland

Socialstyrelsen (National Board
of Health and Welfare)

statistikdatabas@socialstyrelsen.se

Swedish Council on Health
Technology Assessment

Norlund@sbu.se

Dementia project
Anders
http://www.sbu.se/sv/Publicerat/Gul/Demenssjukdomar/ Norlund

[Digitare il testo]
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medicine
*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

ALCOVE
Available data on health and social services dedicated to dementia
National Contact List
Dear Colleague,
You have been identified as key person involved in Dementia care or planning. We ask you to fill the following questionnaire, aimed to have an overview of
all available data sources in your Country that may be used for the purpose of dementia study. Your contribution will help us to outline the state of actual
and potential data collection on Dementia in Europe.
Thank you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Professor Dawn Brooker

Position

Director

Name of theInstitution

Association for Dementia Studies

Type of Institution

University

Street
Zip Code / Town
Country
Telephone
Fax
E‐mail Address

d.brooker@worc.ac.uk

Please return the completed questionnaire by 6th April 2012 at angela.giusti@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
‐ Nicola Vanacore,nicola.vanacore@iss.it, +390649904243
‐ Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

OVERVIEW OF ALL AVAILABLE DATA SOURCES
FOR THE PURPOSE OF THE DEMENTIA STUDY

COUNTRY ______________________________
Description of the data
source*
Please, add rows if needed.
Example: Hospital
administrative database
National Dementia Lead,
England
National Dementia Lead,
Wales
National Dementia Lead,
Scotland
National Dementia Lead,
Northern Ireland

Name of the data
source (in original
language and English
translation)
Schede di Dimissione
Ospedaliera (hospital
discharge records)
Various

Contact person

Institution

Email

Tel

Fax

Mario Rossi

Ministry of
Health

mario.rossi@sanita.it

+222222

+2222222

Professor
Alistair Burns

Department of
Health

denise.clarke@dh.gsi.gov.uk

0044 20
7972 4778

Various

Sarah Watkins

sarah.watkins@wales.gsi.gov.uk

Various

David Berry

Welsh
Government
Scottish
Government

Various

Christine
Jendoubi

Department of
Health

christine.jendoubi@dhsspsni.gov.uk

David.berry@scotland.gsi.gov.uk 0044

1312443098

[Digitare il testo]

Data sources ‐ National Contact List

WP4 M3 T3-4

*A source of data may be a centralized computerized medical file, personal computerized file, drugs file, reimbursement databases (claim
data), hospital administrative database, nursing home‐residential care respite unit, death national registry, cohorts, other registries, surveys or
other data sources specific for each Country. Please, feel free to add data sources type according to your Country system.

Thank you very much for taking time to complete this questionnaire. You will receive a short report of the results as soon as available.

National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Jurn Verschraegen

Position

Coordinator

Name of the Institution

Expertisecentrum Dementie Vlaanderen

Type of Institution:

Non profit organisation (health care and welfare)

Street

Lokkaardstraat 8

Zip Code / Town

B‐2018 Antwerpen

Country

Belgium

Telephone:

+32 70 224 777 / +32 478 38 76 84

Fax:

+32 70 224 777

E‐mail Address:

jurn.verschraegen@dementie.be

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or
via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
XYes but at regional level (Flanders Community)

□ No

If No, go to question 4.3
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): Naar een Dementievriendelijk
Vlaanderen -_Dementieplan Vlaanderen 2010-2014_ / Towards A Dementia friendly Flanders –
Dementia Plan 2010-2014___________________________________________________
1.2.2 Date of issue: __31__/05____/2011

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site: www.ministerjovandeurzen.be
__________________________________________________________________
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
X Stand alone plan

X Included in Vlaams Ouderenbeleidsplan 2010-2014

__________________________________________
1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
XYes, independent Sub-National Programs
□ No
□ Other, specify ________________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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□ Yes

X No / partially (because we have to extrapolate data from surveys of other

countries)
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: architectural issues,
knowledge transfer by the Flemish expert centre on dementia)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
Page 4 of 7

Yes

No

Not
Appl.

Y
Y
Y
Y
□
□

□
□
□
□
□
□

□
□
□
□
N/A
N/A

□

□

N/A

Y
Y
Y
□

□
□

□
□

□

N/A

Y

□

□

Y

□

□

Y
□

□
N

□
□

Y

□

□

Y

□

□

Y

□

□

Y

□

□

Y
Y
Y

□
□
□

□
□
□

Y

□

□

Yes

No

Y

□

Not
Appl.
□

Y

□

□

Y
Y
Y
Y
Y

□
□
□
□
□

□
□
□
□
□

Y

□

□

Y

□

□

2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
X Yes, partially, because this program is implemented step by step (and monitored by a steering
group: captains on dementia in Flanders)___
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis
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Yes

No

Y
Y

□
□

Not
Appl.
□
□

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Estimated
general
population
coverage %

Yes

No

Y

□

Y
□
□
□

□
N
N
N

50%….
….
….
….

□
Y
Y
Y

N
□
□
□

…?
…?
…?

50%.

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
This regional dementia plan is a big step forward for Flanders. It’s the first time such a plan has been
made up and where we see that all stakeholders can recognise their issues in order to improve dementia
care. The budget is relatively modest due to the financial crisis but we may say that in the last round of
cutting expenses, the minister kept his promises and didn’t touch at the necessary funds for dementia care.
At the moment we see a slight uplift in expenses because of the implementation of a big campaign that
has the objective to change the current negative frames about dementia in the society.
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
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_____________________________________________________________________________________
_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Barbara Melard

Position
Name of the Institution

Direction générale opérationnelle Pouvoirs locaux, Action sociale et Santé

Type of Institution:

Public administration

Street

avenue Gouverneur Bovesse 100

Zip Code / Town

5100 Jambes

Country

Belgium

Telephone:

081-32 72 19

Fax:
E‐mail Address:

barbara.melard@spw.wallonie.be

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or
via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
X Yes at regional level (Walloon region)

□ No

If No, go to question 4.3
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): _Programme Wallon d’Actions
Alzheimer et maladies apparentées ( Walloon program for action son Alzheimer’s disease and related
diseases)
1.2.2 Date of issue: ____/____/2011

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site: _http://socialsante.wallonie.be/?q=sante/soins-ambulatoires/dispositifs/planwallon-alzheimer and _________________________________________________________________
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
X□ Stand alone plan

□ Included in __________________________________________

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
X□ Yes, independent Sub-National Programs
□ No
□ Other, specify ________________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
□ Yes

X□ No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
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Yes

No

Not
Appl.

□
Y
Y
Y
□
□

□
□
□
□
□
□

□
□
□
□
N/A
N/A

□

□

N/A

Y
Y
Y

□
□

□
□

□

N/A

Y

□

□

□

□

□

□
Y

□
□

□
□

Y

□

□

Y

□

□

Y

□

□

Y

□

□

Y
Y
Y

□
□
□

□
□
□

Y

□

□

Yes

No

□

□

Not
Appl.
□

□

□

□

Y
Y
Y
Y

□
□
□
□
□

□
□
□
□
□

Y

□

□

□

□

□

2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
X□ Yes, partially, because it is spread over several years and has still to be developed; a new
centre of expertise will be set up with the mission to implement certain actions of the plan
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?
Yes

No

3.2.1

A set of outcomes, standards and indicators have been defined

□

□

3.2.2

Indicators are measured on a regular monitoring basis

□

□
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Not
Appl.
Not
yet
Not
yet

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

□

□

pilots.

□
□
Y
Y

□
N
□
□

….
….
pilot….
….

□
Y
Y
Y

N
□
□
□

…
…
…
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
_This plan is the first one in Wallonie and is a basis for the development of several actions. The creation
of an Alzheimer expertise centre will be a huge step forward to coordinate and develop the initiatives.
____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
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You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Irina Ilieva

Position

Executive Secretary

Name of the Institution

Alzheimer Bulgaria Association

Type of Institution:

NGO

Street

16, Bacho Kiro Str.

Zip Code / Town

1000 Sofia

Country

Bulgaria

Telephone:

+359 2 989 45 39; + 359 2 470 64 48; GSM +359 898 444 027

Fax:

no

E‐mail Address:

office@alzheimer‐bg.org

Please return the completed questionnaire by 3rd September 2012 at paola.scardetta@iss.it
or via fax at +39 0649904111
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971 – Paola Scardetta, paola.scardetta@iss.it,
+390649904216 ‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243 ‐ Fiorentino Capozzoli,
fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
□ No
If No, go to question 4.1
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): _______________________________
_____________________________________________________________________________
1.2.2 Date of issue: ____/____/_______

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site: __________________________________________________________________
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
□ Stand alone plan

□ Included in __________________________________________

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
□ Yes, independent Sub-National Programs
□ No
□ Other, specify ________________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
□ Yes

□ No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
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□
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□
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□
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□
□
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□
□

□

□

□

□

□

□

2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
□ Yes, partially, because __________________________________________________________
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis
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Yes

No

□
□

□
□

Not
Appl.
□
□

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

□

X

….

□
□
□
□

X
X
X
X

….
….
….
….

□
□
□
□

X
X
X
X

…
…
…
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
I think NP is very important because the problem is increasing.
_________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Dr Irene Kyriacou Georghiou

Position

Assistant Director Clinic / Department

Name of the Institution

Mental Health Services

Type of Institution:

Ministry of Health

Street

Athalassa Hospital

Zip Code / Town

1452 Nicosia

Country

Cyprus

Telephone:

00357 22 402101

Fax:

00357 22 487941

E‐mail Address:

director.mhs@cytanet.com.cy

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or
via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization? Please note A National Strategic Plan for Dementia has been
prepared and reviewed at Working Committee level and is now ready for submission to The
Ministry of health for approval and implementation.
□ Yes

□X No

If No, go to question 4.3
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): _Εθνικό Στρατηγικό σχέδιο για την
Άνοια. National Strategic Plan for Dementia. ______________________________
_____________________________________________________________________________
1.2.2 Date of issue: Expected End 2012____/____/_______

1.2.3 Date of review (if any):

____/____/_______
1.2.4 Web site: __________________________________________________________________
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
□ Stand alone plan

□ Included in __________________________________________

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
□ Yes, independent Sub-National Programs
□ No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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□ Other, specify The present policies on dementia, are incluted in the Mental Services Strategic
Plan which is a part of the General National Health Plan.
_______________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
□X Yes

□ No
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
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□
□
□

□
□
□
□
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□

□
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□

□

□

2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
□ Yes, partially, because __________________________________________________________
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis
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Yes

No

□
□

□
□

Not
Appl.
□
□

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

□

□X

….

□X
□
□
□

□
□X
□X
□X

….
….
….
….

□
□
□
□

□X
□X
□X
□X

…
…
…
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Iva Holmerová, MD, PhD, Assoc Prof

Position

Street

geriatrician, director of the Centre of Gerontology, head of the
CELLO‐ILC‐CZ
CELLO‐ILC‐CZ (Centre of Expertise in Longevity and Long‐term Care)
Faculty of Humanities, Charles University in Prague and Centre of
Gerontology, Czech Alzheimer Society and Alzheimer Foundation
Research and expert centre (CELLO), Health and social care provider
(Centre of Gerontology)
Šimůnkova 1600

Zip Code / Town

18200

Country

Praha 8, Czech Republic

Telephone:

00420 602 350 848

Fax:

00420 286 882 788

E‐mail Address:

iva.holmerova@gerontocentrum.cz

Name of the Institution

Type of Institution:

Please return the completed questionnaire by 3rd September 2012 at paola.scardetta@iss.it
or via fax at +39 0649904111
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):

Angela Giusti, +390649904241, mob. +393496758971 – Paola Scardetta, paola.scardetta@iss.it,
+390649904216 ‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243 ‐ Fiorentino Capozzoli,
fiorentino.capozzoli@iss.it, +390649904408
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SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
In your Country, is there a National Program or any written National policy on dementia health and social
care services organization? We do not have the Plan Alzheimer or National policy yet, but it was
decided by the Czech government (711, Oct 2010) that Ministry of Health, Ministry of Labour and Social
Affairs, Ministry of Education, Youth and Physical Education (responsible also for research) and the
Ministry of Justice will prepare the conception and thereafter strategy to combat Alzheimer´s Disease –
the Plan Alzheimer. This “Návrh koncepce řešení problematiky Alzheimerovy choroby a obdobných
onemocnění v ČR“ – Proposal of the conception how to solve the problem of Alzheimer´s disease and
similar diseases in the Czech Republic“ was prepared quite recently and is now being negotiated. As far
as I know it will be discussed 31th August at the meeting of the Governmental Advisory Group for
Seniors and Population Ageing. Then it will be probably proposed to the government.
1.1
□ Yes

□ No

?

If No, go to question 4.1
1.2 If Yes, please specify: yes or no?
1.2.1 Title (in original language and English translation): “Návrh koncepce řešení problematiky
Alzheimerovy choroby a obdobných onemocnění v ČR“ – Proposal of the conception how to solve the
problem of Alzheimer´s disease and similar diseases in the Czech Republic“
1.2.2 Date of issue: __????__/____/_______

1.2.3 Date of review (if any):

____/____/_______
1.2.4 Web site: __________not available yet
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
□ Stand alone plan

□ Included in

The reason of the delay in the preparation of this material is that there is also strategy of long-term care
for the Czech Republic being developed. It is not clear whether both materials will be interconnected or
not.
1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
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□ Yes, depending on the National Program – not yet
□ Yes, independent Sub-National Programs YES
□ No
□ Other, specify
Czech Alzheimer Society: There are activities and suggestions (strategies) for care for persons
with dementia prepared by the Czech Alzheimer Society (P-PA-IA strategy, “Vazka” quality
certification system for care providers, different recommendations on good practice, communication
with media, publications
Alzheimer Foundation: support of research effort, education, public relation
Section of Cognitive Neurology (within the Neurological Society of Czech Medical Association J
E Purkynje): coordination of research, education, conferences, seminars
Czech Society of Gerontology and Geriatrics CME JEP – suggestion of stragegy of geriatric care
and long-term care
Research centres at universities etc (2nd, 3th Medical Faculty Prague, Thomayer Hospital,
Psychiatric centre Prague, MF Hradec Králové, Brno,: diagnostic and therapy, education, research
Centre of Gerontology Prague – model types of care (day care unit, palliative care unit, geriatric
team visits), research in care. publications, psychosocial interventions
CELLO-ILC-CZ , Faculty of Humanities, Charles University in Prague - Discussion paper on
long-term care and other materials, currently research on long-term care in communities,
recommendations of good practice in long-term care

South Moravian Region: Gerontological and Organisational Supervision: Project funded by the
Regional authority, convened in collaboration with Czech Alzheimer Society, CELLO-ILC-CZ

2

By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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Faculty of Humanities, Charles University in Prague – improvement of quality of care in regional
nursing homes with special focus on dementia care
ELTECA (Exchange of Experiences in Long-Term CAre) international group of professionals
(doctors in geriatrics and long-term care, nurses, PTs, OTs, psyhologists etc) guided by the CELLOILC-CZ has met repeatedly met in Prague and they are preparing dementia care guidelines for longterm care settings, especially suitable for the region of CEE countries.
Immediately after the governmental decision concerning Alzheimer Plan was announced ( in 2010) a
group of voluntary interested professionals (neurologists, geriatricians, psychiatrists, social workers,
nurses, lawyers, manageement specialist, journalists, researchers etc.) and care-givers met in Prague
under the umbrella of Czech Alzheimer Society and Alzheimer Fund and we discussed Alzheimer
Plan and suggested some principles of good practice to be included into the Alzheimer Plan. It is the
reason why we are able to answer yes to most of your following questions. However we are not sure
whether all these suggestions will be included in the final version of Alzheimer Plan, as we strongly
recommend that the Plan must use measurable and achievable criteria for its monitoring. Rare
examples of good practice are not sufficient for the success of the Plan.
1.5 Has the National or Sub-National program been based on national/local data?
□ Yes

□ No -

Not Yes or No: some data were used for the preparation of the

conception, However it is necessary to have more precise data for the Alzheimer Plan.
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
Implementation of evidence-based clinical guidelines on dementia (if Yes,
please specify: Czech clinical recommendations are based on
recommendations of neurological, psychiatric and geriatric guidelines and
were published in Czech language. e.g. Franková, V., Hort, J.,
Holmerová, I., Jirák, R.,Vyhnálek, M. et al (2011). Alzheimerova
demence v praxi (1st ed., p. 64). Praha: Mladá fronta.

Yes

No

Not
Appl.

□x
□x
□x
□x
□x
□x

□
□
□
□
□
□

□
□
□
□
□
□

□x

□

□

□x
□x

□
□

□
□

□x

□

□

□x

□

□

□x

□

□

□x
□x

□
□

□
□

□x

□

□

□x

□

□

□x

□

□

□x

□

□

2.7
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia – as a part of good practice
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
Implementation of evidence-based organizational guidelines on dementia
care services (if Yes, please specify:
2.13 : P-PA-IA Strategy, Czech Alzheimer Society
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
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Yes

No

Not
Appl.

□x
□x
□x

□
□
□

□
□
□

□x

□

□

□x

□

□

□x

□

□

□x
□x
□x
□x
□x

□
□
□
□
□

□
□
□
□
□

□x

□

□

□x

□

□

INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented? – see above
□ Yes, completely
□ Yes, partially, because __________________________________________________________
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process? Monitoring is a key issue for the Alzheimer
Plan implementation.
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3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined –
yes for care not for the monitoring of the Plan
Indicators are measured on a regular monitoring basis
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Yes

No

□

□

Not
Appl.
□

□

□

□

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.) – Yes in the Cesta domu etc – palliative care
teams – home hospice, Centre of Gerontology mobile geriatric
team
4.1.2 Integrated care and case management – yes as a good practice
example in some municipalities or institutions
4.1.3 Day hospitalization dedicated to BPSD 4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes – Czech Republic has no
nursing homes: we have long-term care hospitals and
psychiatric institutes with gero-psychiatric departments in the
health care sector and “homes with special regime” and
“Homes for seniors” in the social care sector. Both have their
specific problems. All provide to a certain extent and certain
quality aspects also care for persons with dementia.

4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
…there are.…Psychiatry units- departments...very rarely dedicated to
dementia
there are .......Neurology units – departments – very rarely dedicated
to dementia
there are very rare Geriatrics unit, most of them provide care also to
persons with dementia ... there are not specialised for this care – they
do not declare this focus
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Estimated
general
population
coverage %

Yes

No

□

□

extremely
rare
(ER)….

□

□

ER….

□
□
Y□

x□
□
□

….
….
increasing
number…It
is not
possible to
get
information
from the
statistics of
social care
how many
are
dedicated to
dementia
care or how
many
persons
with
dementia
are there...

□
□
□
□

□x
□
□
□

…
…
…
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
Feel free to ask more questions if the above mentioned answers are not clear enough.
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Kai Saks

Position

Assoc. Prof.

Name of the Institution

University of Tartu, Dept. of Internal Medicine

Type of Institution:

Academic institution

Street

Puusepa 6

Zip Code / Town

51014 Tartu

Country

Estonia

Telephone:

+372 7318627

Fax:

+372 7318607

E‐mail Address:

Kai.Saks@ut.ee

Please return the completed questionnaire by 4th July 2012 at angela.giusti@iss.it or via
fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971 – Paola Scardetta, paola.scardetta@iss.it,
+390649904216 ‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243 ‐ Fiorentino Capozzoli,
fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
□ Yes

□ No X

If No, go to question 4.3
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): _______________________________
_____________________________________________________________________________
1.2.2 Date of issue: ____/____/_______

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site: __________________________________________________________________
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
□ Stand alone plan

□ Included in __________________________________________

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
□ Yes, independent Sub-National Programs
□ No X
□ Other, specify ________________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
□ Yes

□ No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
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Yes

No

Not
Appl.

□
□
□
□
□
□

□
□
□
□
□
□

□
□
□
□
□
□

□

□

□

□
□

□
□

□
□

□

□

□

□

□

□

□

□

□

□
□

□
□

□
□

□

□

□

□

□

□

□

□

□

□

□

□

□
□
□

□
□
□

□
□
□

□

□

□

Yes

No

□

□

Not
Appl.
□

□

□

□

□
□
□
□
□

□
□
□
□
□

□
□
□
□
□

□

□

□

□

□

□

2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
□ Yes, partially, because __________________________________________________________
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis
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Yes

No

□
□

□
□

Not
Appl.
□
□

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management

Yes

No

Estimated
general
population
coverage %

□

□X

….

□

….

4.1.3 Day hospitalization dedicated to BPSD

□X

□X or
minim
al
□

4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

□X
□X

□
□

□
□
□
□

□X
□X
□X
□X

minimal
minimal
minimal
…
Only
general
psychiatry
and
neurology
units
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
NP might be a tool for building better structured, flexible and multidisciplinary care system for people
with dementia.

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Ms Päivi Voutilainen

Position

Ministerial Councellor, Social Affairs

Name of the Institution

Ministry of Social Affairs and Health

Type of Institution:
Street

P.O. Box 33

Zip Code / Town

FI‐00023 Government

Country

Finland

Telephone:

+358 295 163 403

Fax:
E‐mail Address:

paivi.voutilainen@stm.fi

Please return the completed questionnaire by 4th July 2012 at angela.giusti@iss.it or via
fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971 – Paola Scardetta, paola.scardetta@iss.it,
+390649904216 ‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243 ‐ Fiorentino Capozzoli,
fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
x Yes

□ No

If No, go to question 4.3
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): FI: Kansallinen muistiohjelma 2012–
2020 - Tavoitteena muistiystävällinen Suomi; EN: National Memory Programme 2012–2020 - Creating a
“Memory-friendly” Finland
1.2.2 Date of issue: 8th May 2012

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site: http://www.stm.fi/julkaisut/raportteja-ja-tyoryhmamuistioita/nayta//_julkaisu/1800855#fi
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
x Stand alone plan
□ Included in __________________________________________
The implementation of the programme will, however, be coordinated with ongoing legislative
initiatives and other programmes such as Finland’s National Development Programme for Social
Welfare and Health Care.

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
x Yes, independent Sub-National Programs such as: Current Care Guidelines (more information
available at: http://www.kaypahoito.fi/web/english/summaries/naytaartikkeli/tunnus/ccs00081) &
regional programmes on care chains
□ No
□ Other, specify ________________________________________________________________

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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1.5 Has the National or Sub-National program been based on national/local data?
x Yes

□ No

SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
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Yes

No

Not
Appl.

x
x
x
x
□
□

□
□
□
□
x
x

□
□
□
□
□
□

□

□

x

x

□
□

□

□

□
x
x
x

x

□

□

□

□

x

x
□

□
x

□
□

x

□

□

x

□

□

x

□

□

x

□

□

x

□

□

Yes

No

x
x

□
□

Not
Appl.
□
□

x

□

□

x

□

□

□

x

□

x
x
x
□
x

□
□
□
x
□

□
□
□
□
□

□

x

□

x

□

□

2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
□ Yes, partially, because __________________________________________________________
_______________________________________________________________________________
x No, because the next phase of the process includes drawing up an implementation plan; the
goals have now been set up to 2020.
3.2 How would you characterize the monitoring process? This issue will be thoroughly considered when
preparing the implementation plan.
Not
Yes
No
Appl.
3.2.1 A set of outcomes, standards and indicators have been defined
□
□
□
3.2.2 Indicators are measured on a regular monitoring basis
□
□
□

Page 4 of 5

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

□

□

….

□
□
□
□

□
□
□
□

….
….
….
….

□
□
□
□

□
□
□
□

…
…
…
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
The Finnish Memory Programme has been translated into English. We’re currently checking the
translation & making some amendments. After making those, I’d be able to provide you with an
English version. It’d be useful, I guess.

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care services
dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Type of Institution:

Jean‐Philippe Flouzat
Technical adviser, Doctor geriatrician
Executive management of the social cohesion
Ministry of the solidarities and the social cohesion

Street

11, place des cinq Martyrs du lycée Buffon

Zip Code / Town

75015 Paris

Country

France
+33 1 40 56 86 80

Position
Name of the Institution

Telephone:
Fax:
E‐mail Address:

jean-philippe.flouzat@social.gouv.fr

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or via fax at +39
0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?

X

Yes

No

If No, go to question 4.3
1.2
1.3 If Yes, please specify:
1.3.1 Title (in original language and English translation):

National plan on Alzheimer and related diseases 2008‐2012
1.2.2 Date of issue: 01/02/2008
1.2.3 Date of review (if any): ____/____/_______
1.2.4 Web site: _www.plan‐alzheimer.gouv.fr

(English version)

1.4 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?

X Stand alone plan

Included in __________________________________

1.5 Are there other Programs or policies on dementia care service organization at Sub‐National‐Local
Government level2 (State, Region, Department)?

X Yes, depending on the National Program
X Yes, independent Sub‐National Programs
No
Other, specify __
1.6 Has the National or Sub‐National program been based on national/local data?

X Yes

No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:
Yes
CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis

2.6 Assessment and treatment of behavioral and psychological
symptoms (BPSD)

X
X
X
X
X
X

2.7 Implementation of evidence‐based clinical guidelines on dementia (if
Yes, please specify:

X

2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care‐givers and other carers
2.5 Provision of care of people with dementia in general hospitals

Alzheimer’s disease and related conditions: Disclosing the diagnosis and
providing support – National health authority ‐ September 2009
Alzheimer’s disease and related conditions: Diagnosis and treatment ‐ National
health authority ‐ December 2011
Alzheimer’s disease and related conditions: Management of behavioural
disorders – National health authority ‐ May 2009
Alzheimer’s disease and related conditions: Health monitoring for family carers
‐ National health authority ‐ February 2010

QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
Caring for persons with Alzheimer’s or related disease in a medico‐social
institution ‐ the National Social and Medico‐Social Evaluation Agency (Agence
nationale de l’évaluation sociale et médico‐sociale, ANESM) ‐ February 2009

2.10

Family involvement in specific services for people with dementia

2.11 Reduction in the use of anti‐psychotic medication with people
with dementia
HAS works on Program for improving the prescription in the elderly and
reducing the iatrogenicity. One of this program dedicated to the AP in dementia
is called ”Alert and mastering the iatrogenicity of antipsychotics, AMI‐
Antipsychotics in dementia”. http://www.has‐
sante.fr/portail/plugins/ModuleXitiKLEE/types/FileDocument/doXiti.jsp?id=c_1
029010
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X
X
X
X

No

Not
Appl.

Yes
2.12

Improving clinical and care pathways

No

X

CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence‐based organizational guidelines on
dementia care services (if Yes, please specify: Single points of contact",

X

the "Maisons pour l’Autonomie et l’Intégration des malades Alzheimer"
(MAIA). http://www.plan‐alzheimer.gouv.fr/measure‐no4.html

2.14

Provision of integrated, co‐ordinated and comprehensive services

2.15 Integrated community mental health teams (included
management of people with dementia with complex BPSD)

X
X

2.16 Provision of services in the community aimed at supporting
people to live independently as long as possible in the place of their
choosing

X

2.17 Continued care and support at all stages from diagnosis through
to the end of life

X

2.18 Equality issues (i.e. improving infrastructures and access to
services for all)

X

2.19

X

Ethical issues

INFORMATION, COMMUNICATION AND TRAINING
2.20

Raising awareness in general population

Studying opinion and attitude about Alzheimer’s disease and the impact of the
plan among patients and carers. http://www.plan‐alzheimer.gouv.fr/measure‐
s1.html

2.21

Improving professional attitudes and understanding of dementia

X

2.22 Structured training for all health staff working with people with
dementia and older people

X
X

2.23 Structured training for all social staff working with people with
people with dementia and older people

X

2.24 Structured multi‐professional training involving different health
and social workers

X

2.25

X

Structured training for all caregivers of people with dementia

2 days’ training a year for carers were organized. More than 7 300 caregivers
trained

IMPLEMENTATION AND FUNDING
2.26

Explicit recommended actions for implementation

2.27

Stakeholders active involvement

2.28

Cost efficiency and/or cost effectiveness issues

2.29

Support of recommended actions by adequate funding
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X
X
X
X

Not
Appl.

Yes
2.30 Support of recommended actions by adequate legislation or
regulation

X

2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)

X

2.32 Assessment and evaluation based on defined outcomes,
standards and indicators

X

No

Not
Appl.

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?

X Yes, completely
X Yes, partially, because we had first to experiment new organization and new
systems before development and because we are not yet at the end of the program
No, because
3.2 How would you characterize the monitoring process?
Yes
3.2.1 A set of outcomes, standards and indicators have been defined
3.2.2 Indicators are measured on a regular monitoring basis
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X
X

No

Not
Appl.

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

Yes

4.1.1 Existing Mobil team (mental health,
geriatrics, multi disciplinary, etc.)

No

Estimated
general
population
coverage %

X

….

X
X
X
X

….

Created during AD’s plan: reinforcing home support,
favouring home intervention of specialised professionals
(psychomotor therapists and/or occupational therapists,
gerontological assistants) for patients at the early stage
(MMSE > 18). 193 teams created. Objectives:
rehabilitation and cognitive stimulation ; assessment of
housing adjustments ; transfer carers skills adapted to
the situation

4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
Creating during the AD’s plan specific units for patients
with behavioural problems in nursing homes :
Appropriate care and occupational units (PASA) : special
adapted treatment and activity unit for residents with
moderate behavioral problems, open during the day (12
to 14 persons)
Reinforced residential units (UHR) : for patients with
very important behavioral problems (day/night units for
12‐14 persons)

4.1.6 Dedicated units in hospitals …………
……………………………………fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit

X
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….
300 000

…
…
Exceptional…

X
X

………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

….

X

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that
what you will write in this section will be kept anonymous and used in aggregate form only for
qualitative analysis purpose.

This national program is particularly ambitious. It has for ambition to improve the care of
the patients at home, in nursing homes and at the hospital, to help caregivers, to
improve the training of the professionals. It also has for objective to simplify the course
of care of the patients and the carers by making the social, the medical and social and the
hospital work together towards more integration.
It benefited:
‐ Of dedicated financing which gave it credibility with the associations of patients and the
partners.
‐ Of a national piloting under the control of the president of the Republic who gave an
impulse in coordination and an unprecedented dynamism.
We doubtless have under‐considered the necessary time for:
‐ The elaboration of new standards and texts
‐ The experiments
‐ The explanation and the appropriation (travels in regions, meetings with partners); we
met difficulties (communities, federations, administrations, etc.) because many of these
measures were innovative and involved the mobilization of numerous actors.
Two additional years after 2012 will be needed to implement all the measures of the plan
Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Dr. Christian Berringer

Position

Head of Unit G 16
Medizinische und pflegerische Fragen in der
Pflegeversicherung
(Matters of medical and nursing provision in long term
care insurance)
Federal Ministry of Health
D-11055 Berlin
Tel.: +49 (0)30 18441 1210
Fax: +49 (0)30 18441 1625
E-Mail: christian.berringer@bmg.bund.de
Internet: www.bmg.bund.de

Name of the Institution
Type of Institution:
Street
Zip Code / Town
Country
Telephone:
Fax:
E‐mail Address:

Please return the completed questionnaire by 3rd September 2012 at paola.scardetta@iss.it
or via fax at +39 0649904111
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971 – Paola Scardetta, paola.scardetta@iss.it,
+390649904216 ‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243 ‐ Fiorentino Capozzoli,
fiorentino.capozzoli@iss.it, +390649904408
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SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
□ Yes

□ No

If No, go to question 4.1
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): _______________________________
_____________________________________________________________________________
1.2.2 Date of issue: ____/____/_______

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site: __________________________________________________________________
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
□ Stand alone plan

□ Included in __________________________________________

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
□ Yes, independent Sub-National Programs
□ No
□ Other, specify ________________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
□ Yes

□ No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
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Yes

No

Not
Appl.

□
□
□
□
□
□

□
□
□
□
□
□

□
□
□
□
□
□

□

□

□

□
□

□
□

□
□

□

□

□

□

□

□

□

□

□

□
□

□
□

□
□

□

□

□

□

□

□

□

□

□

□

□

□

□
□
□

□
□
□

□
□
□

□

□

□

Yes

No

□

□

Not
Appl.
□

□

□

□

□
□
□
□
□

□
□
□
□
□

□
□
□
□
□

□

□

□

□

□

□

2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
□ Yes, partially, because __________________________________________________________
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis
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Yes

No

□
□

□
□

Not
Appl.
□
□

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

X

□

….

X
X
X
X

□
□
□
□

….
….
….
….

□
X
X
X

□
□
□
□

…
…
…
…

All mentioned structures and systems are open for all users / insured persons within the statutory longterm-care insurance resp. the statutory health insurance systems in Germany when eligeble.
4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
The German Federal Government sees dementia as an important challenge in health and social policies in
the forthcoming years. It will need to be acted upon with combined ressources.
The Federal Ministry for Family Affairs, Senior Citizens, Women and Youth and the Federal Ministry of
Health therefore currently are building an "Alliance for People with Dementia". The Alliance will
establish a network on Federal level that will bring together all partners carrying responsibility in the field
with the aim to improve the situation of people with dementia with lasting effect. Currently the members
of the Alliance are discussing main fields of action which shall be presented on 21st Sept 2012. The
establishing of alliances on local level as support networks in the living environment of people with
dementia also will be supported.
The "Alliance for People with Dementia" is part of a broad demographic policy strategy of the Federal
government.
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Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Dr Paraskevi Sakka, MD, PhD

Position
Name of the Institution

Neurologist‐Psychiatrist, Chairwoman of Athens Alzheimer’s
Association
Athens Alzheimer’s Association

Type of Institution:

NGO

Street

89 Markou Mousourou St.

Zip Code / Town

11636 Athens

Country

Greece

Telephone:

+30 2107234644

Fax:

+30 2107234644

E‐mail Address:

vsakka@ath.forthnet.gr

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or
via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
□ Yes

√ No

If No, go to questions in section 4
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): _______________________________
_____________________________________________________________________________
1.2.2 Date of issue: ____/____/_______

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site: __________________________________________________________________
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
□ Stand alone plan

□ Included in __________________________________________

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
□ Yes, independent Sub-National Programs
□ No
□ Other, specify ________________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
□ Yes

□ No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
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Yes

No

Not
Appl.

□
□
□
□
□
□

□
□
□
□
□
□

□
□
□
□
□
□

□

□

□

□
□

□
□

□
□

□

□

□

□

□

□

□

□

□

□
□

□
□

□
□

□

□

□

□

□

□

□

□

□

□

□

□

□
□
□

□
□
□

□
□
□

□

□

□

Yes

No

□

□

Not
Appl.
□

□

□

□

□
□
□
□
□

□
□
□
□
□

□
□
□
□
□

□

□

□

□

□

□

2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
□ Yes, partially, because __________________________________________________________
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis
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Yes

No

□
□

□
□

Not
Appl.
□
□

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

√

□

2%

□
□
□
□

√
√
√
√

….
….
….
….

□
√
√
√

√
□
□

…
10%
10%
20%

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
Alzheimer’s Associations have been trying very hard and for a long time to make dementia a national
health priority and to persuade government and stakeholders to develop a national program on Dementia.
So far, little has been achieved.
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Alessandro Padovani 1; Nicola Vanacore2, Teresa Di Fiandra3

Position

1

Name of the Institution

University of Brescia1, National Institute of Health2, Ministry of
Health3

Professor; 2 Doctor; 3 Doctor

Type of Institution:
Street
Zip Code / Town
Country

Italy

Telephone:
Fax:
E‐mail Address:

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or
via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
X Yes

□ No

If No, go to question 4.3
1.2 If Yes, please specify:
1.2.1

Title (in original language and English translation):

Linee di Indirizzo per la promozione ed il miglioramento della qualità e dell’appropriatezza degli
interventi assistenziali nel settore delle demenze
Guideline for the Promotion and Improvement of Quality and Appropriateness of Interventions in the
field of Dementia Care
1.2.2 Date of issue: 18/11/2011 (preliminary)

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site: www.salute.gov.it/demenze/paginaInternaMenuDemenze
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
□ Stand alone plan

X Included in __(With references in the PSN 2011-2013)___

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
X Yes, independent Sub-National Programs *
□ No
□ Other, specify ________________________________________________________________
* There are many already implemented at Regional level ((Emilia Romagna, Toscana…)

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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1.5 Has the National or Sub-National program been based on national/local data?
X Yes

□ No

SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
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□
□
□
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□
□
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□

□
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□
□
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□
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□
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□
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□

X

□

□
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□

□

X

□

□

X
□
□
X
X

□
X
X
□

□
□
□
□
□

□

X

□

X

□

□

2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
□ Yes, partially, because __________________________________________________________
_______________________________________________________________________________
X No, because there are been delays due to the political context and the Plan is now under
discussion for agreement inside the Council of State and Regions.
3.2 How would you characterize the monitoring process *?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis
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Yes

No

X
X

□
□

Not
Appl.
□
□

*It is planned but not yet implemented

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

X

□

….

X
□
X
X

□
X
□
□

….
….
1%
….

X
X
X
X

□
□
□
□

…
…
…
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
Though there is a general knowledge and attention to all the problems regarding Dementia Care, the
National Plan needs to be implemented at regional level thus requiring fully acceptance and realisation
which is dependent on variety of factors such as strategic approach, emergencies and criticalities, interests
and economical constraints.
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
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_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Aigars Kisuro

Position

Specialist on development and treatment process quality issues

Name of the Institution

Riga Centre of Psychiatry and Addiction Disorders

Type of Institution:

State Limited Liability Company

Street

Tvaika str. 2

Zip Code / Town

Riga LV1005

Country

Latvia

Telephone:

+371 67080153; +371 29195766

Fax:

+371 67222305

E‐mail Address:

rpnc@rpnc.lv; aigars.kisuro@rpnc.lv

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or
via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
□ Yes

XNo

If No, go to question 4.3
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): _______________________________
_____________________________________________________________________________
1.2.2 Date of issue: ____/____/_______

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site: __________________________________________________________________
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
□ Stand alone plan

□ Included in __________________________________________

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
□ Yes, independent Sub-National Programs
□ No
□ Other, specify ________________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
□ Yes

□ No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
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□
□
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□
□

□
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2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
□ Yes, partially, because __________________________________________________________
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis
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Yes

No

□
□

□
□

Not
Appl.
□
□

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

□

X

….

□
□
□
□

X
X
X
X

….
….
….
….

□
X
□
X

□
□
□
□

…
60%
…
60%

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
In Latvia all dementias and mental health care connected with them are included in state, but not well
developed mental health care system, there are no special MH care divisions or departments (in- and
outpatient) dealing with Alzheimer”s and other dementias as well. NP on dementias is a part of whole
care within ICD – 10 , section F.
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Valmantas Budrys

Position

Type of Institution:

Professor, Head of Clinic of Neurology and Neurosurgery at Vilnius
University, Director of the Centre of Neurology at Vilnius University
Hospital Santariskiu Clinics.
Faculty of Medicine of Vilnius University, Vilnius University Hospital
Santariskiu Clinics.
University Hospital.

Street

Santariskiu str. 2

Zip Code / Town

LT‐08661, Vilnius,

Country

Lithuania

Telephone:

+370 698 44049

Fax:

+370 5 2365220

E‐mail Address:

valmantas.budrys@santa.lt; valmantas.budrys@gmail.com

Name of the Institution

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or
via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
Yes

7 No

If No, go to question 4.3
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): _______________________________
_____________________________________________________________________________
1.2.2 Date of issue: ____/____/_______

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site: __________________________________________________________________
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
□ Stand alone plan

□ Included in __________________________________________

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
□ Yes, independent Sub-National Programs
□ No
□ Other, specify ________________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
□ Yes

□ No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
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□
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2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
□ Yes, partially, because __________________________________________________________
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis
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Yes

No

□
□

□
□

Not
Appl.
□
□

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

□

□

….

□
□
□
□

□
□
□
□

….
….
….
….

□
□
□
□

□
□
□
□

…
…
…
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Dr Dorothee Knauf-Hübel

Position

Médecin chef de service

Name of the Institution

Direction de la Santé/AST

Type of Institution:

Governmental

Street

Villa Louvigny-Allée Marconi

Zip Code / Town

L-2120 Luxembourg

Country

Luxembourg

Telephone:

00352/24785616

Fax:

00352/24795616

E‐mail Address:

dorothee.knauf-hubel@ms.etat.lu

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or
via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
□ Yes

□X No - but in elaboration and hopefully first implementations of the Luxembourgish
national plan on Dementia in 2013

If No, go to question 4.3
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): _______________________________
_____________________________________________________________________________
1.2.2 Date of issue: ____/____/_______

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site: __________________________________________________________________
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
□ Stand alone plan

□ Included in __________________________________________

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
□ Yes, independent Sub-National Programs
□ No
□ Other, specify ________________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
□ Yes

□ No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
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□
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2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
□ Yes, partially, because __________________________________________________________
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis
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Yes

No

□
□

□
□

Not
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□
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SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

□

□

….

□
□
□
□

□
□
□
□

….
….
….
….

□
□
□
□

□
□
□
□

…
…
…
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Isabelle Avallone

Position

Departmental Nursing Manager

Name of the
Institution
Type of Institution

Ministry of Health. Elderly and Community Care

Street

Centru Servizz Anzjan, Old Mint Street

Zip Code / Town

Valletta VLT1510

Country

Malta

Telephone

00356 25575110

Fax

00356 25575200

E-mail Address

isabelle.avallone@gov.mt

Governmental

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or
via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
□ Yes

□ No Please note that work on the Malta National Dementia Strategy commenced two

years ago and the document is due to be issued in the coming months.
If No, go to question 4.3
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): _______________________________
_____________________________________________________________________________
1.2.2 Date of issue: ____/____/_______

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site: __________________________________________________________________
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
□ Stand alone plan

□ Included in __________________________________________

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
□ Yes, independent Sub-National Programs
□ No
□ Other, specify ________________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
□ Yes

□ No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
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2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
□ Yes, partially, because __________________________________________________________
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis
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Yes
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□
□

□
□

Not
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□
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SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

□

□

….

□
□
□
□

□
□
□
□

….
….
….
….

□
□
□
□

□
□
□
□

…
…
…
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
_____________________________________________________________________________________
______The process of the drawing up of a national policy has indentified requirements in terms of both
financial and human resources. It has brought together different stakeholders who have at heart an
improvement of the quality of lifer of persons with dementia. A number of services which will feature in
the National policy are already available, however, there has to be an increase in training and substantial
investment in integrated Community and Residential Care
services____________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
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_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Jacqueline Hoogendam

Position

policy advisor

Name of the Institution

Ministry of Health, Welfare and Sport

Type of Institution:

ministry

Street

PO Box 20350

Zip Code / Town

2500 EJ Den Haag

Country

The Netherlands

Telephone:

+31703405127

Fax:

+31703405370

E‐mail Address:

jj.hoogendam@minvws.nl

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or
via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
x Yes

□ No

If No, go to question 4.3
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): _Zorg voor mensen met dementie
(caring for people with dementia) ______________________________
_____________________________________________________________________________
1.2.2 Date of issue: __17__/_06_/_2008

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site: http://www.government.nl/ministries/vws _____________________
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
x Stand alone plan

□ Included in __________________________________________

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
x Yes, depending on the National Program
□ Yes, independent Sub-National Programs
□ No
□ Other, specify ________________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
x Yes

□ No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
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2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
x□ Yes, completely
□ Yes, partially, because __________________________________________________________
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis
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x□
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SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

x□

□

….

x□
x□
x□
x□

□
□
□
□

….
….
….
….

□
x□
□
x□

x□
□
x□
□

…
…
…
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
Offically, the programme ended 1/1/2012. However, funding and support of integrated care units
continue. We are now setting up a new programme, to be published this autumn. ___________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Kristin Mehre

Position

Department Director

Name of the Institution

Norwegian Directorate of Health

Type of Institution:

National Directorate

Street

Postboks 7000, St.Olavsplass

Zip Code / Town

0130 Oslo

Country

Norway

Telephone:

0047 91193149/24163888

Fax:
E‐mail Address:

Kristin.Mehre@helsedir.no

Please return the completed questionnaire by 3 July 2012 at paola.scardetta@iss.it or
via fax at +390649904111
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, angela.giusti@iss.it, +390649904241, mob. +393496758971
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408
Paola Scardetta, paola.scardetta@iss.it, +390649904216

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
X Yes

□ No

If No, go to question 4.3
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): ____Dementia Plan 2015
___________________________
_____________________________________________________________________________
1.2.2 Date of issue: ____/__09__/__2007___

1.2.3 Date of review (if any):

____/_11_/2011_______
1.2.4 Web site: __
http://www.regjeringen.no/nb/dep/hod/ryddemappe/omsorg/dokumenter.html?id=426165
________________________________________________________________
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
X Stand alone plan

x Included in Care plan 2015

__________________________________________
1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
x Yes, depending on the National Program
□ Yes, independent Sub-National Programs
□ No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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□ Other, specify ________________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
x Yes

□ No
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
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□
□
□
□
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□
x
x
x

x
□

□
□

x

□

□

□

x

□

x
x

□
□

□
□

x

□

□

x

□

□

x

□

□

x

□

□

x
x
x

□
□
□

□
□
□

x

□

□
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No

x

□

Not
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□

x

□

□

x
x
x
x
x

□
□
□
□
□

□
□
□
□
□

x

□

□

x

□

□

2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
x Yes, partially, its being implemented gradually to 2015
_________________________________________________________
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis
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Yes

No

x
□

□
□

Not
Appl.
□
□

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

Yes

No

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)

□x

□

4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

□
□
□x
□x

□x
□x
□
□

□
□x
□
□

□
□
□
□

Estimated
general
population
coverage %

80%, teams
from
geriatric
psychiatry.
….
….
80%….
80%….
100% in
geriatric
psychiatry
…
…
…
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
The Dementia plan is well received in the municipalities in Norway. The national survey 2010/2011
reveals very good results all over. Areas of focus is followed up with quarterly reports. The Norwegian
Directorate of Health has close contact with academic- and reaserch centre.
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
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_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Alvaro de Carvalho

Position

Director of National Mental Health Program

Name of the Institution

Directorate‐ General for Health

Type of Institution:

Ministry of Health Central Department

Street

Alameda D. Afonso Henriques, 45

Zip Code / Town

1049‐005 LISBOA

Country

PORTUGAL

Telephone:

+351 21 843 06 02 ; +351 91 821 32 91

Fax:

+351 21 843 06 20

E‐mail Address:

igalvao@dgs.pt; alvarocarvalho@dgs.pt

Please return the completed questionnaire by 10th August 2012 at paola.scardetta@iss.it or via
fax at +39 0649904111
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971 – Paola Scardetta, paola.scardetta@iss.it,
+390649904216 ‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243 ‐ Fiorentino Capozzoli,
fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
□ Yes

⌧ No

If No, go to question 4.1
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): _______________________________
_____________________________________________________________________________
1.2.2 Date of issue: ____/____/_______

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site: __________________________________________________________________
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
□ Stand alone plan

□ Included in __________________________________________

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
□ Yes, independent Sub-National Programs
□ No
□ Other, specify ________________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
□ Yes

□ No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
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□
□

□
□
□
□
□
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□
□
□

□
□
□
□
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□

□

□

□

□

□

2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
□ Yes, partially, because __________________________________________________________
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis
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Yes

No

□
□

□
□

Not
Appl.
□
□

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Estimated
general
population
coverage %
< 10%

Yes

No

⌧

□

⌧

< 10%

⌧

□
□
□

□

⌧

….

□

⌧

…

⌧

⌧

□
□

□

⌧
⌧

< 10%
< 10%

< 10%

…
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
There is now an attempt to launch a National Plan, through an assessment of the actual care needs of
people with dementia and their families, to be done in cooperation between the D-G for Health and a
Private Foundation, to be submitted to the Ministry of Health in a near future.

.

This will give an answer further than a need felt by the community, also to a political demand from the
Parliament in the fall of 2010 to a definition of a National Plan for Dementia.

.

It urges the implementation of such a Plan, given the rising number of dementia patients along Portugal...
_____________________________________________________________________________________
_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Maria Cunderlikova

Position

director

Name of the Institution

Centre MEMORY

Type of Institution:

npo

Street

Mlynarovicova 21

Zip Code / Town

851 03

Country

Slovakia

Telephone:

00421 262 414 143

Fax:

00421 262 414 143

E‐mail Address:

centrummemory@nextra.sk

Please return the completed questionnaire by 6th April 2012 at angela.giusti@iss.it or via
fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
□ Yes

X No

If No, go to question 4.2
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): _______________________________
_____________________________________________________________________________
1.2.2 Date of issue: ____/____/_______

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site: __________________________________________________________________
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
□ Stand alone plan

□ Included in __________________________________________

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
□ Yes, independent Sub-National Programs
□ No
□ Other, specify ________________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
□ Yes

□ No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
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□
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2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
□ Yes, partially, because __________________________________________________________
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis
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Yes

No

□
□

□
□

Not
Appl.
□
□

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

□

□

….

□
□
□
□

□
□
□
□

….
….
….
….

□
□
□
□

□
□
□
□

…
…
…
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Tomás López-Peña Ordoñez

Position

Head of Research Programme

Name of the Institution

National Health Institute Carlos III

Type of Institution:

Public Health Research Institution

Street

Av. Monforte de Lemos nº 5

Zip Code / Town

28029 Madrid

Country

Spain

Telephone:

00 34 91 8222276

Fax:

00 34 91 3877830

E‐mail Address:

tlpena@isciii.es

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or
via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
□ Yes

X No

If No, go to question 4.3
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): _______________________________
_____________________________________________________________________________
1.2.2 Date of issue: ____/____/_______

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site: __________________________________________________________________
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
□ Stand alone plan

□ Included in __________________________________________

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
□ Yes, independent Sub-National Programs
□ No
□ Other, specify ________________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
□ Yes

□ No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.17 Continued care and support at all stages from diagnosis through to
the end of life
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
2.23 Structured training for all social staff working with people with
people with dementia and older people
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2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
□ Yes, partially, because __________________________________________________________
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis
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Yes

No

□
□

□
□

Not
Appl.
□
□

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

□

□

….

□
□
□
□

□
□
□
□

….
….
….
….

□
□
□
□

□
□
□
□

…
…
…
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
We have, in Spain a Guide of ClinicalGood Prctices on Alzheimer patient’s integral care. It was launched
on 2011 by different public institutions included the government but it is not binding for heath
professional.

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Anders Wimo

Position

Professor

Name of the Institution
Type of Institution:

KI-Alzheimer Disease Research Center, Department of
Neurobiology, Care Sciences and Society, Karolinska Institutet
University

Street

Novum, 5th floor

Zip Code / Town

SE-141 57 Huddinge

Country

Sweden

Telephone:

+46 705795383

Fax:

+46 652 36601

E‐mail Address:

Anders.Wimo@ki.se

Please return the completed questionnaire by 18 March 2012 at angela.giusti@iss.it or
via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
□X Yes

□ No

If No, go to question 4.3
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): Nationella riktlinjer för vård och omsorg
vid demenssjukdom (National Guidelines for Care in cases of Dementia)
_________________________________________________________________________
1.2.2 Date of issue: _18___/_May___/2010___1.2.3 Date of review (if any): ____/____/_______
1.2.4 Web site:
http://www.socialstyrelsen.se/nationellariktlinjerforvardochomsorgviddemenssjukdom

1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
□ Stand alone plan

□x Included Series of national guidelines for several disorders, by

the Socialstyrelsen (National Board of Health and Welfare)
__________________________________________
1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□X Yes, depending on the National Program
□ XYes, independent Sub-National Programs (if launched before the national guidelines)
□ No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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□ Other, specify ________________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
□X Yes

□ No
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
2.2 Timely provision of care to individuals with dementia
2.3 Timely provision of social support to individuals with dementia
2.4 Provision of support for family care-givers and other carers
2.5 Provision of care of people with dementia in general hospitals
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _a list of 158 specific care activities are ranked
and prioritized (1 to 10 and “Not Do”)
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care homes
2.10 Family involvement in specific services for people with dementia
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
2.12 Improving clinical and care pathways
CHRONIC CARE INTEGRATED MANAGEMENT
Implementation of evidence-based organizational guidelines on dementia
care services (if Yes, please specify: __a list of 158 specific care activities
are ranked and prioritized (1 to 10 and “Not Do”)
2.13 Provision of integrated, co-ordinated and comprehensive services
2.14 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.15 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
2.16 Continued care and support at all stages from diagnosis through to
the end of life
2.17 Equality issues (i.e. improving infrastructures and access to
services for all)
2.18 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.19 Raising awareness in general population
2.20 Improving professional attitudes and understanding of dementia
2.21 Structured training for all health staff working with people with
dementia and older people
2.22 Structured training for all social staff working with people with
people with dementia and older people
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Yes

No

Not
Appl.

x□
x□
x□
x□
x□
x□

□
□
□
□
□
□

□
□
□
□
□
□

x□

□

□

x□
x□

□
□

□
□

x□

□

□

x□

□

□

x□

□

□

x□
x□

□
□

□
□

x□

□

□

x□

□

□

x□

□

□

x□

□

□

□
x□
x□

□
□
□

x□
□
□

x□

□

□

Yes

No

x□

□

Not
Appl.
□

x□

□

□

x□
x□
x□
x□
x□

□
□
□
□
□

□
□
□
□
□

x□

□

□

x□

□

□

2.23 Structured multi-professional training involving different health
and social workers
2.24 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.25 Explicit recommended actions for implementation
2.26 Stakeholders active involvement
2.27 Cost efficiency and/or cost effectiveness issues
2.28 Support of recommended actions by adequate funding
2.29 Support of recommended actions by adequate legislation or
regulation
2.30 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.31 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
□x Yes, partially, because _The plan is publically available for anyone. There has been extensive
information about the plan and many/most municipalities and county councils are engaged in some
kind of implementation, but many of the actions will take time to implement. There are also ongoing
follow-up analyses on the national level of economic consequences of the plan_____________
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis (ongoing
Page 5 of 8

Yes

No

x□
x□

□
□

Not
Appl.
□
□

process under development, my comment)
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SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?
NA: there is no national coverage since the responsibility is split into 290 municipalities and 21 country
councils in Sweden. The yes responses means that activities are taking place to some extent but there are
no figures available for a percentage. A national quality registry on BPSD is under development
(independent of the NP).

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

x□

□

NA….

x□
x□
x□
x□

□
□
□
□

NA ….
NA ….
NA ….
NA ….

x□
x□
□
x□

□
□
x□
□

NA …
NA …
NA …
NA …

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
_____The NP is a great progress to improve the quality of care for people with dementia in Sweden. It is
mainly based on research, particularly the comprehensive evidence based report Dementia (3 sections in
English) from SBU (Swedish Council on Health Technology Assessment).
The comprehensive activity list and the indicator list in NP with priorities is a great support for
desicionmakers and anyone engaged in care.
________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
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_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Professor Dawn Brooker

Position

Director

Name of the Institution

Association for Dementia Studies, University of Worcester

Type of Institution:

University

Street

Henwick Grove

Zip Code / Town

Worcester, WR2 6AJ

Country

UK

Telephone:

01905 855250

Fax:
E‐mail Address:

d.brooker@worc.ac.uk

Please return the completed questionnaire by 4th July 2012 at angela.giusti@iss.it or via
fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971 – Paola Scardetta, paola.scardetta@iss.it,
+390649904216 ‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243 ‐ Fiorentino Capozzoli,
fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
9 Yes

□ No

If No, go to question 4.3
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): __Living well with dementia: A
National Dementia Strategy___________________________________________________
1.2.2 Date of issue: __03_/_02_/__2009__

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site:
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_094
058
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
Stand alone plan

V Included in National Dementia Programme __________________

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
□ Yes, independent Sub-National Programs
9 Nonot within England although regions are responsible for how they deliver health and social
care locally
□ Other, specify There are separate dementia programmes for England, Scotland, Wales and
Northern Ireland

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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1.5 Has the National or Sub-National program been based on national/local data?
9 Yes

□ No

SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
Objective 2
2.2 Timely provision of care to individuals with dementia
Objectives 3 & 4
2.3 Timely provision of social support to individuals with dementia
Objectives 3, 5, 6
2.4 Provision of support for family care-givers and other carers
Objectives 3, 5, 6, 7
2.5 Provision of care of people with dementia in general hospitals
Objective 8
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD) Optimising Treatment of BPSD 2011
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _NICE-SCIE guidelines
QUALITY OF CARE
2.8 Standards of care
Objective 15, and further quality standards
2.9 Improving care in care homes
Objectives 11, 15
2.10 Family involvement in specific services for people with dementia
Carers Strategy
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
Objective 11
2.12 Improving clinical and care pathways
Objectives 2?, 8, 11
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specifyObjective 14
2.14 Provision of integrated, co-ordinated and comprehensive services
Objective 8?
2.15 Integrated community mental health teams (included management
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Yes

No

Not
Appl.

9

□

□

9

□

□

9

□

□

9

□

□

9

□

□

□

□

□

□

□

9

□

□

9

□

□

9

□

□

9

□

□

9

□

□

9

□

□

9

□

□

/

of people with dementia with complex BPSD)
Objective 11 and further guidlines
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
Objective 10
2.17 Continued care and support at all stages from diagnosis through to
the end of life
Objective 12, but covered by all
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
Objective 6
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
Objective 1
2.21 Improving professional attitudes and understanding of dementia
Objectives 1, 13
2.22 Structured training for all health staff working with people with
dementia and older people
Objective 13
2.23 Structured training for all social staff working with people with
people with dementia and older people
Objective 13
2.24 Structured multi-professional training involving different health
and social workers
Objective 13
2.25 Structured training for all caregivers of people with dementia
Objective 5
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
Separate implementation plan available from same website
2.27 Stakeholders active involvement
Separate implementation plan available from same website
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
Objective 17
2.32 Assessment and evaluation based on defined outcomes, standards
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Yes

No

Not
Appl.

9

□

□

9

□

□

9

□

□

□

□

□

9

□

□

9

□

□

9

□

□

9

□

□

9

□

□

9

□

□

9

□

□

9

□

□

□
□
□

□
□
□

□
□
□

9

□

□

□

□

□

Yes

No

Not
Appl.

and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
9 Yes, completely on target but goes on until 2015 and has been boosted by the Prime Ministers
Challenge on Dementia
□ Yes, partially, because __________________________________________________________
_______________________________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis

Yes

No

□
9

□
□

Not
Appl.
□
□

‘A national baseline measurement of services will be established’. Information is gathered on an annual
basis and tracked over time to monitor progress
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SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

□

□

….

□
□
□
□

□
□
□
□

….
….
….
….

□
□
□
□

□
□
□
□

…
…
…
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Professor Dawn Brooker

Position

Director

Name of the Institution

Association for Dementia Studies, University of Worcester

Type of Institution:

University

Street

Henwick Grove

Zip Code / Town

Worcester, WR2 6AJ

Country

UK

Telephone:

01905 855250

Fax:
E‐mail Address:

d.brooker@worc.ac.uk

Please return the completed questionnaire by 4th July 2012 at angela.giusti@iss.it or via
fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971 – Paola Scardetta, paola.scardetta@iss.it,
+390649904216 ‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243 ‐ Fiorentino Capozzoli,
fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?
9 Yes

□ No

If No, go to question 4.3
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): __Improving Dementia Services in
Northern Ireland – A regional strategy______________________________________________
1.2.2 Date of issue: ____/_05_/_2010___

1.2.3 Date of review (if any): ____/_11_/__2011_

1.2.4 Web site: _ http://www.dhsspsni.gov.uk/show_publications?txtid=53089 __
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
9 Stand alone plan

□ Included in __________________________________________

1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?
□ Yes, depending on the National Program
□ Yes, independent Sub-National Programs
9 No
□ Other, specify ________________________________________________________________
1.5 Has the National or Sub-National program been based on national/local data?
9 Yes

□ No

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
Part 7
2.2 Timely provision of care to individuals with dementia
The action after point 8.4
2.3 Timely provision of social support to individuals with dementia
The actions after point 8.18, 8.21, 11.6
2.4 Provision of support for family care-givers and other carers
The actions after point 8.18, 8.21, 11.6
2.5 Provision of care of people with dementia in general hospitals
The actions after point 8.38, 9.7
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: _______________________________________
_____________________________________________________)
QUALITY OF CARE
2.8 Standards of care
Not explicitly stated as an action
2.9 Improving care in care homes
The action after point 10.8
2.10 Family involvement in specific services for people with dementia
The action after point 11.7
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
The action after point 8.18?
2.12 Improving clinical and care pathways
The action after point 5.36
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify: ________________
_____________________________________________________)
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD)
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
Not explicitly stated as an action
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Yes

No

Not
Appl.

9

□

□

9

□

□

9

□

□

9

□

□

9

□

□

□

□

□

□

□

□

9

□

□

9

□

□

9

□

□

9

□

□

□

□

□

□
□

□
□

□
□

9

□

□

9

Yes

No

9

□

Not
Appl.
□

□

□

□

□

□

□

9

□

□

9

□

□

9

□

□

9

□

□

9

□

□

9

□

□

9
9

□
□

□
□

9

□

□

□
9

□
□

□
□

□

□

□

□

□

□

2.17 Continued care and support at all stages from diagnosis through to
the end of life
The action after point 8.41
2.18 Equality issues (i.e. improving infrastructures and access to
services for all)
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
2.20 Raising awareness in general population
The action after point 6.4
2.21 Improving professional attitudes and understanding of dementia
The action after point 6.6
2.22 Structured training for all health staff working with people with
dementia and older people
The action after point 6.9
2.23 Structured training for all social staff working with people with
people with dementia and older people
The action after point 6.9
2.24 Structured multi-professional training involving different health
and social workers
The action after point 6.9
2.25 Structured training for all caregivers of people with dementia
The action after point 6.9
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
2.27 Stakeholders active involvement
The Action Plan has ‘lead responsibility’ column
2.28 Cost efficiency and/or cost effectiveness issues
The action after point 8.26
2.29 Support of recommended actions by adequate funding
2.30 Support of recommended actions by adequate legislation or
regulation
The action after point 12.8
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, ecc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
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3.1 Since its delivery, the National Program/Policy has been implemented?
□ Yes, completely
9 Yes, partially, because __Some actions were given longer target dates, e.g. 2013, so not all been
implemented yet___________________________________________________________
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?

3.2.1
3.2.2

A set of outcomes, standards and indicators have been defined
Indicators are measured on a regular monitoring basis
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Yes

No

□
□

□
□

Not
Appl.
□
□

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

□

□

….

□
□
□
□

□
□
□
□

….
….
….
….

□
□
□
□

□
□
□
□

…
…
…
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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National Programs Questionnaire

WP4_M3_T3-2

National programs on organization of health and social care
services dedicated to dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to describe National Programs on health and social care
services dedicated to dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Your contribution will help us to outline the state of Dementia Care Programs in Europe.
Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Professor Dawn Brooker

Position

Director

Name of the Institution

Association for Dementia Studies, University of Worcester

Type of Institution:

University

Street

Henwick Grove

Zip Code / Town

Worcester, WR2 6AJ

Country

UK

Telephone:

01905 855250

Fax:
E‐mail Address:

d.brooker@worc.ac.uk

Please return the completed questionnaire by 4th July 2012 at angela.giusti@iss.it or via
fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971 – Paola Scardetta, paola.scardetta@iss.it,
+390649904216 ‐ Nicola Vanacore, nicola.vanacore@iss.it, +390649904243 ‐ Fiorentino Capozzoli,
fiorentino.capozzoli@iss.it, +390649904408

SECTION 1. THE NATIONAL PROGRAM (NP) ON DEMENTIA1
1.1 In your Country, is there a National Program or any written National policy on dementia health and
social care services organization?

9 Yes

□ No

If No, go to question 4.3
1.2 If Yes, please specify:
1.2.1 Title (in original language and English translation): _National Dementia Vision for Wales:
Dementia Supportive Communities ____________________________________________
1.2.2 Date of issue: _16/02/2011__

1.2.3 Date of review (if any): ____/____/_______

1.2.4 Web site: _http://wales.gov.uk/topics/health/publications/health/guidance/dementia/?lang=en
1.3 Is it a stand alone plan or included in more vast plan (i.e. mental health programme, etc)?
Stand alone plan

9 Included in _2012 Welsh Government ‘Together for Mental

Health’ cross departmental strategy___________
1.4 Are there other Programs or policies on dementia care service organization at Sub-National-Local
Government level2 (State, Region, Department)?

9 Yes, the National Program 1000+Lives programme dementia care targets, for locality
implementation by Health Boards and their Local Authority Partners
http://www.1000livesplus.wales.nhs.uk/mental-health
□ Yes, independent Sub-National Programs
□ No
□ Other, specify ________________________________________________________________

1

Generally speaking, by National Policy we intend the stated principles which guide the actions of government. A public
policy is a purposive and consistent course of action produced as a response to a perceived problem of a constituency,
formulated by a specific political process, and adopted, implemented, and enforced by a public agency. A National Program
usually, but not always, follows and translate into action a National Policy.
2
By sub-national government(s) we intend the lower(s) level(s) in administrative State organization having autonomy in
decision-making and have some or the same kind of powers as national governments do (States, Regions, Department, other)
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1.5 Has the National or Sub-National program been based on national/local data?

9 Yes

□ No

SECTION 2. COMPONENTS OF THE NP ON DEMENTIA
The National Program/Policy explicitly provides general statements and/or recommendation for:

CLINICAL AND CARE PATHWAYS
2.1 Timely (early enough) diagnosis
Yes, the strategic direction of travel, but one of the lowest rates of use
of dementia register in the UK. Must improve identification/diagnosis
of dementia and priority for action on this via GP’s, memory clinics,
general hospitals and residential care homes – all in the 1000+Lives
dementia cared target.
2.2 Timely provision of care to individuals with dementia
Yes, the strategic direction of travel, but one of the lowest rates of use
of dementia register in the UK. Must improve identification/diagnosis
of dementia and priority for action on this via GP’s, memory clinics,
general hospitals and residential care homes – all in the 1000+Lives
dementia cared target.
2.3 Timely provision of social support to individuals with dementia
Yes, the strategic direction of travel and the 1000+Lives dementia
cared targets include social care measures, including carers support.
2.4 Provision of support for family care-givers and other carers
Yes, the strategic direction of travel and the 1000+Lives dementia
cared targets include social care measures, including carers support.
2.5 Provision of care of people with dementia in general hospitals
Yes, the strategic direction of travel and the 1000+Lives dementia
target 2 now requires faster spread for full implementation as part of
Health Board action plans in response to poor results on Royal
College of Psychiatrists audit of dementia care in general hospital
settings.
2.6 Assessment and treatment of behavioral and psychological symptoms
(BPSD)
The 1000+ Lives programme covers this, which is part of the national
programme.
2.7 Implementation of evidence-based clinical guidelines on dementia (if
Yes, please specify: The 1000+ Lives programme is driving
compliance with NICE – e.g. appropriate prescribing of antipsychotic
medications in dementia care
QUALITY OF CARE
2.8 Standards of care
2.9 Improving care in care home
1000 Live programme dementia target 3 & medicines Management target
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Yes

No

Not
Appl.

9

□

□

9

□

□

9

□

□

9

□

□

9

□

□

9

□

□

9

□

□

9
9

□
□

□
□

2.10 Family involvement in specific services for people with dementia
It would be easy to say yes to this where we have pockets of good
practice, but the reality is ‘no’, by which we mean that evidenced based
psycho-social therapeutic ‘family interventions’ are NOT common or core
practice within adult mental health services, not in general health care
settings.
2.11 Reduction in the use of anti-psychotic medication with people with
dementia
1000+ Lives programme dementia target 3 & medicines Management
target
2.12 Improving clinical and care pathways
1000+ Lives programme dementia target 2 and 5 – dementia and
cognitive impairment pathway developed and (hopefully) will be required
for implementation in all district general hospitals & community hospitals
as part of new strategy.
CHRONIC CARE INTEGRATED MANAGEMENT
2.13 Implementation of evidence-based organizational guidelines on
dementia care services (if Yes, please specify:
Partly – 1000+ Lives dementia targets 2/3 and 5 all involve application of
evidenced based practice on environmental service improvements
(physical estate – e.g. wards and residential homes) but implementation is
patchy and requires time/spread plan
2.14 Provision of integrated, co-ordinated and comprehensive services
2.15 Integrated community mental health teams (included management
of people with dementia with complex BPSD) Yes and No. some
teams fully integrated. Others have separate NHS and Social Services
Department. Few integrate with third sector orgs.
2.16 Provision of services in the community aimed at supporting people
to live independently as long as possible in the place of their choosing
This is the strategic aim and the direction of travel. A long way to go
some of the dementia’s (e.g. Parkinson’s) but recent advancement
with Young Onset.
2.17 Continued care and support at all stages from diagnosis through to
the end of life
This is the strategic aim, but long way to go. Much room for
improvement around Continuing Health care (NHS funding) which
would be re-deployed far more effectively and with changes to
residential homes registration, we need to prioritise standards for
specialist residential care for people with dementia whose behaviour
is challenging (complex needs). Good recent improvement work in
dementia care in NHS palliative care settings.
2.18 Equality issues (i.e. improving infrastructures and access to
services for all) This is the strategic aim and the direction of travel. A
long way to go due to low rates of identification/diagnosis
2.19 Ethical issues
INFORMATION, COMMUNICATION AND TRAINING
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Yes

No

9?

9?

Not
Appl.
□

9

□

□

9

□

□

9?

□

□

□
9

9
9

□
□

9

□

□

9

□

□

9

□

□

□

□

□

Yes

No

9
9
9

□
□
□

Not
Appl.
□
□
□

9

□

□

9

□

□

9

□

□

9

□

□

9
□
9

□
9
□

□
□
□

9

□

□

9

□

□

9

□

□

2.20 Raising awareness in general population
2.21 Improving professional attitudes and understanding of dementia
2.22 Structured training for all health staff working with people with
dementia and older people
With Welsh Government funded ‘train the trainer’ initiative for
dementia awareness, but now looking to provide structured national
programme to cascade awareness training to all general health staff
plus residential homes.
2.23 Structured training for all social staff working with people with
people with dementia and older people
2.24 Structured multi-professional training involving different health
and social workers
2.25 Structured training for all caregivers of people with dementia
IMPLEMENTATION AND FUNDING
2.26 Explicit recommended actions for implementation
1000+ Lives dementia target has been in Annual quality Framework – a
must do requirement
2.27 Stakeholders active involvement
2.28 Cost efficiency and/or cost effectiveness issues
2.29 Support of recommended actions by adequate funding
There has been central funding by Welsh Government. Whether it is
adequate is subject to different interpretations.
2.30 Support of recommended actions by adequate legislation or
regulation
Welsh Government has (uniquely) legislated with the Mental Health
Wales Measure (and a Carer’s Measure)
2.31 Taking into account local specific issues (i.e. bilinguism,
geographical and urban characterization of different areas of the
Country, etc)
2.32 Assessment and evaluation based on defined outcomes, standards
and indicators
Yes for 1000+Lives Programme targets, but no for national strategy. A
focus on outcome evaluation is now a priority in the new Welsh
Government strategy ‘Together for Mental Health’

SECTION 3. IMPLEMENTATION OF THE NP ON DEMENTIA
3.1 Since its delivery, the National Program/Policy has been implemented?
9 Yes, completely – for Welsh Government national vision as this has very time limited
deliverables
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9 Yes, partially, because we are early stage of implementation of 1000+ Lives programme – eg it
will take time to spread good practice to all General Hospital wards, residential care homes, etc
□ No, because ___________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
3.2 How would you characterize the monitoring process?
Not
Appl.
3.2.1 A set of outcomes, standards and indicators have been defined
□
□
□
3.2.2 Indicators are measured on a regular monitoring basis
□
□
□
Regular reviews by Welsh Government. Mental Health Programme Board established to ensure mental
health services are high quality and value for money the new Welsh Government strategy will give a YES
answer to both questions
Yes
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No

SECTION 4. STRUCTURES AND SYSTEMS DEDICATED TO BPSD
4.1 How would you characterize the structures and systems dedicated to BPSD?
Improved care and appropriate management of BPSD is central to the 1000+Lives Programme targets,
but the focus is more on training interventions for non-pharmacaological approaches e.g. on general
wards in care homes, rather than on ‘structures’ and bespoke services.

4.1.1 Existing Mobil team (mental health, geriatrics, multi
disciplinary, etc.)
4.1.2 Integrated care and case management
4.1.3 Day hospitalization dedicated to BPSD
4.1.4 Respite unit
4.1.5 Dedicated unit in Nursing homes
4.1.6 Dedicated units in hospitals …………
………………………………………..…fully dedicated to BPSD (AD)
………………………………………..…Psychiatry unit
………………………………………..…Neurology unit
………………………………………..…Geriatrics unit

Yes

No

Estimated
general
population
coverage %

□

□

….

□
□
□
□

□
□
□
□

….
….
….
….

□
□
□
□

□
□
□
□

…
…
…
…

4.2 At the end of this questionnaire, we would like to know your own opinion on the NP. Notice that what
you will write in this section will be kept anonymous and used in aggregate form only for qualitative
analysis purpose.
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________
_____________________________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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Drugs Questionnaire

WP4_M2_T2-3

Available data about prescriptions of psychotropic
medications in dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to collect data on prescriptions of psychotropic
medication in dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

ANTONISSEN Yoeriska

Position

Advisor

Name of the Institution

National Institute for Health and Disability Insurance

Type of Institution

Competent authority (reimbursement of pharmaceuticals)

Street

Tervurenlaan

Zip Code / Town

1150 BRUSSELS

Country

Belgium

Telephone

+32 2 739 71 44

Fax
E‐mail Address

yoeriska.antonissen@riziv.fgov.be

Please return the completed questionnaire by 20th July 2012 at
paola.scardetta@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, angela.giusti@iss.it, +390649904241, mob. +393496758971; Nicola Vanacore,
nicola.vanacore@iss.it, +390649904243; Fiorentino Capozzoli, fiorentino.capozzoli@iss.it,
+390649904408; Paola Scardetta, paola.scardetta@iss.it, +390649904216
1

Drugs Questionnaire

WP4_M2_T2-3

1. Are the medications prescribed paid by the Health System?

□

□

Yes

No

X

Partly

2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or meantime?

□

X

Yes

No

3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

□

□

Yes

No

4. If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________

5. Are these data:

XYes

□No

•

Census based (population based)

•

Sample data (based on defined sample methodology)

□Yes

□No

What percentage of the total population is covered?_ nearly 100 ____________________
If the coverage is incomplete, are the data extrapolated to reach 100% coverage?

□Yes

XNo

if yes please specify:

__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
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Drugs Questionnaire

WP4_M2_T2-3

Available data about prescriptions of psychotropic
medications in dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to collect data on prescriptions of psychotropic
medication in dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Katarina Nägga

Position

MD, PhD

Name of the Institution

Memoryclinic Malmö

Type of Institution

Skåne universityhospital

Street

Simrisbanvägen 14

Zip Code / Town

SE-205 02 Malmö, Sweden

Country
Telephone

+46 335036 (secr)

Fax
E‐mail Address

Katarina.Nagga@skane.se

Please return the completed questionnaire by 20th August 2012 at
paola.scardetta@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, angela.giusti@iss.it, +390649904241, mob. +393496758971; Nicola Vanacore,
nicola.vanacore@iss.it, +390649904243; Fiorentino Capozzoli, fiorentino.capozzoli@iss.it,
+390649904408; Paola Scardetta, paola.scardetta@iss.it, +390649904216
1

Drugs Questionnaire

WP4_M2_T2-3

1. Are the medications prescribed paid by the Health System?

X Yes

□

No

□

Partly

2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or meantime?

X Yes

□

No

3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

□

Yes

X No

4. If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________

5. Are these data:

□No

•

Census based (population based) X Yes

•

Sample data (based on defined sample methodology)

□Yes

□No

What percentage of the total population is covered?________________________________
If the coverage is incomplete, are the data extrapolated to reach 100% coverage?

□Yes

□No

if yes please specify:

__________________________________________________________________________

To date this question cannot be answered correctly as the data source is currently increasing
with the aim to cover at least 80% of the BPSD-population living at nursing homes/sheltered
accommodations in Sweden. The data source is under development.
__________________________________________________________________________
2

Drugs Questionnaire

WP4_M2_T2-3

__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
________________________________________________________________________

6. Are there data available on the prescriptions of psychotropic medications in these specific
settings?
•

□No

Outpatient clinic Yes

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Hospitals

□Yes

□No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

□No

Nursing home X Yes

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Population

□Yes

□No

if yes please specify:

____________________________________________________________________
____________________________________________________________________

7. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia?

X Yes

□No

If yes please specify for the following categories:
• Antidepressants (ATC N06A): _Yes_
• Benzodiazepines (ATC N05B): _ Yes
• Antipsychotics (ATC N05A): __ Yes

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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Drugs Questionnaire

WP4_M2_T2-3

Available data about prescriptions of psychotropic
medications in dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to collect data on prescriptions of psychotropic
medication in dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Knut Engedal

Position

Professor, Director for research

Name of the Institution

Oslo university hospital, Ullevaal

Type of Institution

Hospital

Street

Kirkeveien 166

Zip Code / Town

0407 Oslo

Country

Norway

Telephone

+47 22118739

Fax
E‐mail Address

k.a.engedal@medisin.uio.no / knut.engedal@aldringoghelse.no

Please return the completed questionnaire by 20th August 2012 at
paola.scardetta@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, angela.giusti@iss.it, +390649904241, mob. +393496758971; Nicola Vanacore,
nicola.vanacore@iss.it, +390649904243; Fiorentino Capozzoli, fiorentino.capozzoli@iss.it,
+390649904408; Paola Scardetta, paola.scardetta@iss.it, +390649904216
1

Drugs Questionnaire

WP4_M2_T2-3

1. Are the medications prescribed paid by the Health System?

□

□

Yes

x□ Partly

No

2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or meantime?

x□

□

Yes

No

3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

□

Yes

x□ No

4. If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________

5. Are these data:

□Yes

□No

•

Census based (population based)

•

Sample data (based on defined sample methodology) x□Yes

□No

What percentage of the total population is covered?________________________________
If the coverage is incomplete, are the data extrapolated to reach 100% coverage?

□Yes

x□No

if yes please specify:

__________________________________________________________________________
___Cannot answer this
question___________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
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__________________________________________________________________________
____

6. Are there data available on the prescriptions of psychotropic medications in these specific
settings?
•

Outpatient clinic x□Yes

□No

if yes please specify: We can find the data

about prescription in the patients’ files
•

Hospitals x□Yes

□No

if yes please specify: see

above_______________________________________________________________
____________________________________________________________________
_____
•

Nursing home x□Yes

□No

if yes please specify: see

above_______________________________________________________________
____________________________________________________________________
_____
•

Population x□Yes

□No

if yes please specify: There exist a registry (without

any identification about age and
sex)________________________________________________________________
____________________________________________________________________
____

7. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia?

□Yes

x

□No

(only by inspecting the patients’ files)

If yes please specify for the following categories:
• Antidepressants (ATC N06A):
___________________________________________________________________
___________________________________________________________________
• Benzodiazepines (ATC N05B):
___________________________________________________________________
___________________________________________________________________
• Antipsychotics (ATC N05A):
___________________________________________________________________
___________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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Drugs Questionnaire

WP4_M2_T2-3

Available data about prescriptions of psychotropic
medications in dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to collect data on prescriptions of psychotropic
medication in dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

DR. STEPHEN ABELA

Position

CONSULTANT GERIATRICIAN

Name of the Institution

REHABILITATION HOSPITAL KARIN GRECH

Type of Institution

ASSESSMENT AND REHABILITATION HOSPITAL

Street

TELGHET GWARDAMANGIA,

Zip Code / Town

PIETA’, PTA 1312

Country

MALTA

Telephone

+356 2208 1832

Fax

+356 2208 1843

E‐mail Address

stephen.abela@gov.mt

Please return the completed questionnaire by 20th July 2012 at
paola.scardetta@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, angela.giusti@iss.it, +390649904241, mob. +393496758971; Nicola Vanacore,
nicola.vanacore@iss.it, +390649904243; Fiorentino Capozzoli, fiorentino.capozzoli@iss.it,
+390649904408; Paola Scardetta, paola.scardetta@iss.it, +390649904216
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WP4_M2_T2-3

1. Are the medications prescribed paid by the Health System?

;

□

Yes

No

□

Partly

2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or meantime?

□

Yes

; Possible in from many centres □

No

3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

□

Yes

;

No

4. If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________

5. Are these data: n/a

□Yes

□No

•

Census based (population based)

•

Sample data (based on defined sample methodology)

□Yes

□No

What percentage of the total population is covered?________________________________
If the coverage is incomplete, are the data extrapolated to reach 100% coverage?

□Yes

□No

if yes please specify:

__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
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6. Are there data available on the prescriptions of psychotropic medications in these specific
settings?
•

Outpatient clinic

□Yes

;

No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Hospitals

□Yes

;

No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Nursing home

□Yes

;

No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Population

□Yes

;

No

if yes please specify:

____________________________________________________________________
____________________________________________________________________

7. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia?

□Yes

;No

If yes please specify for the following categories:
• Antidepressants (ATC N06A):
___________________________________________________________________
___________________________________________________________________
• Benzodiazepines (ATC N05B):
___________________________________________________________________
___________________________________________________________________
• Antipsychotics (ATC N05A):
___________________________________________________________________
___________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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Available data about prescriptions of psychotropic
medications in dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to collect data on prescriptions of psychotropic
medication in dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Vladimirs Kuznecovs

Position

general psychiatrist

Name of the Institution

Riga Centre of Psychiatry and Addiction Disorders(in Latvian‐ Rigas
psihiatrijas un narkologijas centrs, RPNC)

Type of Institution

big mental health centre for all type of mental disorders including
psychogeriatric ones, both in‐and outpatient

Street

Tvaika iela 2

Zip Code / Town

LV 1005Riga

Country

Latvia

Telephone

37167080182

Fax

371 67222303

E‐mail Address

vladimirs.kuznecovs@rpnc.lv

Please return the completed questionnaire by 20th July 2012 at
paola.scardetta@iss.it or via fax at +39 0649904248
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Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, angela.giusti@iss.it, +390649904241, mob. +393496758971; Nicola Vanacore,
nicola.vanacore@iss.it, +390649904243; Fiorentino Capozzoli, fiorentino.capozzoli@iss.it,
+390649904408; Paola Scardetta, paola.scardetta@iss.it, +390649904216
1. Are the medications prescribed paid by the Health System?

□

Yes

□

No

□

Partly

2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or memantime?

□

Yes, partially (not individualized)

□

No

3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

□

Yes

□

No

4. If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)
__________________________________________________________________________
__According to the Latvian Drug Committee information (Agnese.Zake@zva.gov.lv)

AHe inhibitors and Memantine (ATC codes NO7AA and NO6DA) are included in The
Latvian Drug Register since 2007. DDD data for 1000 Latvian inhabitants per day
are included in the “Drug Consumption Statistics” and an be found electronically in
Latvian( http://www.zva.gov.lv/index.php?id=99&sa=99&top=5). Th
data are received from the wholesale dealers. Drugs
consumption is mentioned (counted) in drug packages with no regard to individual
consumers or various Latvian pharmacies .
Data of reimbursed medication for F00-F02, Fo6 are in the disposal of Latvian Institute of
Health
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
________________________________________________________________________
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5. Are these data:
•
•

□No see point 4.
Sample data (based on defined sample methodology) □Yes
□No

Census based (population based)

□Yes

What percentage of the total population is covered?_ No data
available_______________________________
If the coverage is incomplete, are the data extrapolated to reach 100% coverage?

□Yes

□No

if yes please specify: _____________________________________no

information
available___________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
____________________________________________

6. Are there data available on the prescriptions of psychotropic medications in these specific
settings?
•

Outpatient clinic

□Yes

□No

if yes please specify: data on number of drug

packages are available from pharmacies lists that are formed on prescriptions for
individual consumers including also reimbursed medications for demented
persons_____________________________________________________________
____________________________________________________________________
_____
•

Hospitals

□Yes

□No

if yes please specify: the AHE inhibitors (practically of

only one of them, namely, in Latvia produced ipidacrine (neiromidine) in packages
is mentioned in the hospitals’ pharmacies lists. Others, like Donepezil, are either too
expensive or simply are not represented at the local market, and are not
represented in pharmacies lists. All other psychotropic medication (including the
reimbursed ones for demented persons)are also medication in these list, _but
without connection to the diagnosis. The price of package, and not number of
tablets (which can be identified in connection to price) is mentioned in the
lists.________________________________________________________________
____________________________________________________________________
__
•

Nursing home

□Yes

□No

if yes please specify: similar to the previous

routine, no particular connotation to the diagnosis of dementia
diagnoisis____________________________________________________________
____________________________________________________________________
________
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if yes please specify: see point 4 of this

Questionnaire._There is no connection specifically to dementia’s
diagnosis____________________________________________________________
____________________________________________________________________
_______

7. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia?

□Yes

in case of reimbursed medications only

□No

If yes please specify for the following categories: 50% reimbursment_for
• Antidepressants (ATC N06A): Amitriptylinum, Nortriptylinum, Clomipraminum,
Fluoxetinum,
Flupentixol__________________________________________________________
___________________________________________________________________
________
• Benzodiazepines (ATC N05B): Alprazolamum,_Clonazepamum, Phenazepamum,
Diazepamum,
___________________________________________________________________
__________________________________________________________________
• Antipsychotics (ATC N05A): _Chlorprotixenum, Melperonum,
___________________________________________________________________
__________________________________________________________________
There are also a few reimbursed medication from the group of anticonvulsants
and anti parkinsonian drugs

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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Available data about prescriptions of psychotropic
medications in dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to collect data on prescriptions of psychotropic
medication in dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

MARCEL BRUCH, PhD

Position

Pharmaceutical Supervisor

Name of the Institution

Direction de la Santé / Health Directorate

Type of Institution

Medicine&Pharmacy Administration

Street

Allée Marconi

Zip Code / Town

L‐2120

Country

Luxembourg

Telephone

00352 2478 5591

Fax

00352 26 20 01 47

E‐mail Address

Marcel.Bruch@ms.etat.lu

Please return the completed questionnaire by 20th July 2012 at
paola.scardetta@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, angela.giusti@iss.it, +390649904241, mob. +393496758971; Nicola Vanacore,
nicola.vanacore@iss.it, +390649904243; Fiorentino Capozzoli, fiorentino.capozzoli@iss.it,
+390649904408; Paola Scardetta, paola.scardetta@iss.it, +390649904216
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1. Are the medications prescribed paid by the Health System?

x

□

Yes

No

□

Partly

2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or meantime?

x

□

Yes

No

3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

x

□

Yes

No

4. If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)
DDD
prevalence of use
incidence rate
prescription rate
ager/gender use
comedication
DU90%

5. Are these data:

xYes

□No

•

Census based (population based)

•

Sample data (based on defined sample methodology)

□Yes

□No

What percentage of the total population is covered? 100% of the insured population (95%
of the total population)
If the coverage is incomplete, are the data extrapolated to reach 100% coverage?
2
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if yes please specify:

__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________

6. Are there data available on the prescriptions of psychotropic medications in these specific
settings?
•

Outpatient clinic

□Yes

□No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Hospitals

□Yes

xNo

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Nursing home

□Yes

xNo

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Population

xYes

□No

if yes please specify:

____________________________________________________________________
____________________________________________________________________

7. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia?

xYes

□No

If yes please specify for the following categories:
o Antidepressants (ATC N06A):
 Yes by co.medication analysis
o Benzodiazepines (ATC N05B):
 Yes by co.medication analysis
o Antipsychotics (ATC N05A):
 Yes by co.medication analysis

Thank you very much for taking time to complete this questionnaire.
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You will receive a short report of the results as soon as available.
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Available data about prescriptions of psychotropic
medications in dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to collect data on prescriptions of psychotropic
medication in dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Valmantas Budrys

Position

Professor, Head of Clinic of Neurology and Neurosurgery at Vilnius
University, Director of the Centre of Neurology at Vilnius University
Hospital Santariskiu Clinics.

Name of the Institution

Faculty of Medicine of Vilnius University, Vilnius University Hospital
Santariskiu Clinics.

Type of Institution

University Hospital

Street

Santariskiu str. 2

Zip Code / Town

LT-08661, Vilnius,

Country

Lithuania

Telephone

+370 698 44049

Fax

+370 5 2365220

E‐mail Address

valmantas.budrys@santa.lt; valmantas.budrys@gmail.com

Please return the completed questionnaire by 17th September 2012 at
paola.scardetta@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
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Angela Giusti, angela.giusti@iss.it, +390649904241, mob. +393496758971; Nicola Vanacore,
nicola.vanacore@iss.it, +390649904243; Fiorentino Capozzoli, fiorentino.capozzoli@iss.it,
+390649904408; Paola Scardetta, paola.scardetta@iss.it, +390649904216
1. Are the medications prescribed paid by the Health System?

□

□

Yes

No

7

Partly - 80%

2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or memantine?

□

□

Yes

No

7

Partly - at sub-national level from Electronic Case History

data base system from tertiary level Vilnius University Hospital Santariskiu Clinics.

3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

□

□

Yes

No

7

Partly

4. If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)
_90% of patients with mild to moderate Alzheimer's disease receive 80% reimbursed
treatment with donepezil; 65% of patients with moderate to severe Alzheimer's disease
receive 80% reimbursed treatment with memantine.

5. Are these data:

□Yes

7

•

Census based (population based)

•

Sample data (based on defined sample methodology)

No

7

Yes

□No

What percentage of the total population is covered? _approx. 25%.
If the coverage is incomplete, are the data extrapolated to reach 100% coverage?

□Yes

7

No

if yes please specify:

__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
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6. Are there data available on the prescriptions of psychotropic medications in these specific
settings?
•

Outpatient clinic

□Yes

□No

7

Partly

if yes please specify: for Vilnius University Hospital Santariskiu Clinics.
•

Hospitals

□Yes

□No

7

Partly

if yes please specify: for Vilnius University Hospital Santariskiu Clinics.
•

Nursing home

□Yes

7

No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Population

□Yes

7

No

if yes please specify:

____________________________________________________________________
____________________________________________________________________

7. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia?

□Yes

□No

7

Partly. As antidepressants,

benzodiazepines, and antipsychotics can be prescribed by psychiatrists, neurologists,
geriatricians, and general practitioners, availability of data depends on policies of patient's
health care institution.
If yes please specify for the following categories:
• Antidepressants (ATC N06A):
___________________________________________________________________
___________________________________________________________________
• Benzodiazepines (ATC N05B):
___________________________________________________________________
___________________________________________________________________
• Antipsychotics (ATC N05A):
___________________________________________________________________
___________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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Available data about prescriptions of psychotropic
medications in dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to collect data on prescriptions of psychotropic
medication in dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Nicola Vanacore

Position

Researcher

Name of the Institution

National Institute of Health

Type of Institution

Research Institute

Street

Via Giano della Bella 34

Zip Code / Town

00161 Rome

Country

Italy

Telephone

+39 6 49490 4243

Fax

+39 6 49490 4248

E‐mail Address

nicola. vanacore @iss.it

Please return the completed questionnaire by 20th July 2012 at
paola.scardetta@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, angela.giusti@iss.it, +390649904241, mob. +393496758971; Nicola Vanacore,
nicola.vanacore@iss.it, +390649904243; Fiorentino Capozzoli, fiorentino.capozzoli@iss.it,
+390649904408; Paola Scardetta, paola.scardetta@iss.it, +390649904216
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1. Are the medications prescribed paid by the Health System?

□

□

Yes

:

No

Partly

2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or meantime?

:

□

Yes

No

3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

:

□

Yes

No

4. If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)
The DDD is available at national level while the prevalence of use in some Italian
Regions (Umbria, Latium)
5. Are these data:

:

□No

•

Census based (population based)

•

Sample data (based on defined sample methodology)

Yes

□Yes

□No

What percentage of the total population is covered?___________100%______________
If the coverage is incomplete, are the data extrapolated to reach 100% coverage?

□Yes

□No

if yes please specify:

__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________

6. Are there data available on the prescriptions of psychotropic medications in these specific
settings?
•

Outpatient clinic

□

Yes

:No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Hospitals

:Yes

□

No if yes please specify:
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The National System on the use of drugs has a specific database on hospitals
records
•

Nursing home

□Yes

:

No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Population

:

Yes

□No

if yes please specify:

The National System on the use on drugs includes all prescriptions of drugs
reimbursed by NHS

7. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia?

:

Yes

□No

If yes please specify for the following categories:
• Antidepressants (ATC N06A): Yes, all drugs of this group
• Benzodiazepines (ATC N05B): No, because these drugs are not reimbursable
by the Italian National Health System
• Antipsychotics (ATC N05A): Yes, all drugs of this group

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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Available data about prescriptions of psychotropic
medications in dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to collect data on prescriptions of psychotropic
medication in dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Dr Paraskevi Sakka, MD, PhD

Position

Neurologist-Psychiatrist, Chairwoman of Athens Alzheimer’s
Association

Name of the Institution

Athens Alzheimer’s Association

Type of Institution

NGO

Street

89 Markou Mousourou St.

Zip Code / Town

11636 Athens

Country

Greece

Telephone

+30 2107234644

Fax

+30 2107234644

E‐mail Address

vsakka@ath.forthnet.gr

Please return the completed questionnaire by 20th July 2012 at
paola.scardetta@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):

1

Drugs Questionnaire

WP4_M2_T2-3

Angela Giusti, angela.giusti@iss.it, +390649904241, mob. +393496758971; Nicola Vanacore,
nicola.vanacore@iss.it, +390649904243; Fiorentino Capozzoli, fiorentino.capozzoli@iss.it,
+390649904408; Paola Scardetta, paola.scardetta@iss.it, +390649904216
1. Are the medications prescribed paid by the Health System?

□

Yes

□

No

□

Partly

2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or meantime?

□

Yes

□

No

3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

□

Yes

□

No

4. If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)
At the moment is really difficult to collect information about prescriptions of cholinesterase
inhibitors and meantime. The electronic prescription system began in Greece a few months
ago and we don’t have any available data so far but the system manager will participate in
the ALCOVW|E Symposium we are organizing in October and will present some preliminary
data about cholinesterase inhibitors and psychotropic drugs use in the elderly in Greece.
5. Are these data:

□Yes

□No

•

Census based (population based)

•

Sample data (based on defined sample methodology)

□Yes

□No

What percentage of the total population is covered? Unknown
If the coverage is incomplete, are the data extrapolated to reach 100% coverage?

□Yes

□No

if yes please specify:

Not applicable
6. Are there data available on the prescriptions of psychotropic medications in these specific
settings?
•

Outpatient clinic

□Yes

□No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
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if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Nursing home

□Yes

□No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Population

□Yes

□No

if yes please specify:

____________________________________________________________________
____________________________________________________________________

7. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia?

□Yes

□No

If yes please specify for the following categories:
Not possible at the moment
• Antidepressants (ATC N06A):
___________________________________________________________________
___________________________________________________________________
• Benzodiazepines (ATC N05B):
___________________________________________________________________
___________________________________________________________________
• Antipsychotics (ATC N05A):
___________________________________________________________________
___________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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Available data about prescriptions of psychotropic
medications in dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to collect data on prescriptions of psychotropic
medication in dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

TUPPIN Philippe

Position

MD PhD public health epidemiology

Name of the Institution

Département des études sur les pathologies et les patients (DEPP)
Caisse Nationale d’Assurance Maladie des travailleurs Salariés
(CNAMTS)

Type of Institution

General Scheme of « French Social Protection System”

Street

50, av. du Professeur André Lemierre

Zip Code / Town

75896 Paris Cedex 20

Country

France

Telephone

+33 1 72 60 28 91

Fax
E‐mail Address

Philippe.tuppin@cnamts.fr

Please return the completed questionnaire by 20th July 2012 at
paola.scardetta@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, angela.giusti@iss.it, +390649904241, mob. +393496758971; Nicola Vanacore,
nicola.vanacore@iss.it, +390649904243; Fiorentino Capozzoli, fiorentino.capozzoli@iss.it,
+390649904408; Paola Scardetta, paola.scardetta@iss.it, +390649904216
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1. Are the medications prescribed paid by the Health System?

X

□

Yes

No

X Partly (depending if a chronic disease status for Alzheimer is

still present for the beneficiary allowing a 100% refund)

2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or meantime?

X

□

Yes

No

3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

X

□

Yes

No

4. If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)
In the French database (SNIIRAM) drug identification is based on ATC code, DDD is
available based on refunds, incidence and prevalence of use, association, adherence based
on drug delivery ….. are also available
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________

5. Are these data:

□No

•

Census based (population based) X Yes

•

Sample data (based on defined sample methodology)

□Yes

□No

What percentage of the total population is covered?_
At mid-term SNIIRAM will cover all French population with all the data requested filled
If the coverage is incomplete, are the data extrapolated to reach 100% coverage?

X

Yes

□No

if yes please specify:

At this time, analysis are performed for population covered by the national general scheme
(90% of the population) with extrapolation to the whole population
2
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6. Are there data available on the prescriptions of psychotropic medications in these specific
settings?
•

Outpatient clinic X Yes

□No

if yes please specify: Medicines bought (or

delivered) in pharmacy
____________________________________________________________________
____________________________________________________________________

□Yes

•

Hospitals

•
•

for medication prescribed at discharge
____________________________________________________________
Nursing home X Yes
X No
if yes please specify:
Yes if drugs are prescribed and bought in a pharmacy outside the nursing home and
No if drugs are delivered by the Nursing home (Patients are not reimbursed and
there is no specific file or data merging prescription and patient)

•

Population

□Yes

X No

□No

if yes please specify: No during hospital stay but Yes

if yes please specify (not very clear for me ?) yes for

people living at home or in a nursing home when drugs are reimbursed to the
patient

7. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia? X Yes

□No

If yes please specify for the following categories:
• Antidepressants (ATC N06A): Yes when the medication is reimbursed
___________________________________________________________________
___________________________________________________________________
• Benzodiazepines (ATC N05B): Yes when the medication is reimbursed
___________________________________________________________________
___________________________________________________________________
• Antipsychotics (ATC N05A): Yes when the medication is reimbursed
___________________________________________________________________
___________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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Available data about prescriptions of psychotropic
medications in dementia
“French Survey on National Indicators on Psychotropics’ Iatrogenicity”
Psychotropic drugs in dementia could be studied with national reimbursement databases. An annual survey
has been carried out on the long term prescription in people with dementia, since 2007. So, the prescription
of antipsychotics is studied in about 400 000 people with dementia, 65 year old and over. This survey
included people in ambulatory settings, in nursing homes and excluded people with dementia in hospitals.
The prescription of antipsychotics in people with dementia was compared to this of the elderly people, 65
year old and over (n = 10 000 000). This survey is called “National Iatrogenicity Alerts on Psychotropics in
Elderly population and in people living with dementia.

Questionnaire
Dear Colleague,The aim of the following questionnaire is to collect data on prescriptions of psychotropic
medication in dementia. We ask you to fill it as key person involved in Dementia care and/or planning. Thank
you in advance for your time!

Institution responsible for filling out this questionnaire:
Contact Person

Dr Armelle Leperre Desplanques

Position

Head of Department Pilot Program Clinical Impact
Division of Quality and Safety Improvement in Healthcare

Name of the Institution

French National Authority of Health

Type of Institution

Scientific organisation independent of the governmental and insurance bodies

Street

2, avenue du Stade de France

Zip Code / Town

93 218

Country

FRANCE

Telephone

+ 33 (1) 5593 7140

Fax

+ 33 (1) 5593 7436

E-mail Address

a.leperredesplanques@has-sante.fr

th

Please return the completed questionnaire by 20 July 2012 at paola.scardetta@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the National Institute of Health, Rome (Italy): Angela
Giusti, angela.giusti@iss.it, +390649904241, mob. +393496758971; Nicola Vanacore, nicola.vanacore@iss.it, +390649904243; Fiorentino Capozzoli,
fiorentino.capozzoli@iss.it, +390649904408; Paola Scardetta, paola.scardetta@iss.it, +390649904216
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1. Are the medications prescribed paid by the Health System?

X

Yes

□

No

□

Partly

2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or meantime?

X

Yes

□

No.

Claim data bases could be used to survey any reimbursed drugs.
3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

X

Yes

□

No

In this study the survey is restricted to 3 psychotropic families: Antipsychotics, Antidepressants
and Anxiolytics/ Hypnotics. Cholinesterase inhibitors and/or meantime, lithium were excluded.

4. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

X

Yes

□

No

5. If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)
Populations studied
97% of the French population benefits from a national insurance coverage. People with dementia were
identified in national reimbursement databases according to 2 criteria: (i) long term prescription of specific
treatment of dementia (anti dementia, ATC N06D) and / or (ii) specific insurance coverage for dementia.
3 groups of psychotropics were studied in people with dementia and elderly people: (i) Hypnotics & anxiolytics,
(ii) Antidepressant (ATC N06A) (iii) Antipsychotics (ATC N05A)
Drugs studied
Hypnotics & Anxiolytic (list A)
(N05BA01) Diazépam, (N05BA04) Oxazépam, N05BA05 Clorazépate de potassium, N05BA06 Lorazépam,
N05BA08 Bromazépam, N05BA09 Clobazam, N05BA11 Prazépam, N05BA12 Alprazolam, N05BA16 Nordazépam,
N05BA18 Éthyl loflazépate, N05BA21 Clotiazépam, N05BB01 Hydroxyzine, N05BB02 Captodiame, N05BC01
Méprobamate, N05BE01 Buspirone, N05BX03 Étifoxine,
N05CD02 Nitrazépam, N05CD03 Flunitrazépam, N05CD04 Estazolam, N05CD05 Triazolam, N05CD06
Lormétazépam, N05CD07 Témazépam, N05CD11 Loprazolam, N05CF01 Zopiclone, N05CF02 Zolpidem
Antidepressant (ATC N06A)
N06AA02 Imipramine, N06AA04 Clomipramine, N06AA06 Trimipramine, N06AA09 Amitriptyline, N06AA12
Doxépine, N06AA16 Dosulépine, N06AA17 Amoxapine, N06AA21 Maprotiline, N06AB03 Fluoxétine, N06AB04
Citalopram, N06AB05 Paroxétine, N06AB06 Sertraline, N06AB08 Fluvoxamine, N06AB10 Escitalopram, N06AF05
Iproniazide, N06AG02 Moclobémide, N06AX03 Miansérine, N06AX11 Mirtazapine, N06AX14 Tianeptine,
N06AX17 Milnacipran, N06AX21 Duloxétine
Antipsychotics (ATC N05A)
N05AA01 Chlorpromazine, N05AA02 Lévomépromazine, N05AA04 Acépromazine*, N05AA06 Cyamémazine,
N05AB02 Fluphénazine, N05AB03 Perphénazine, N05AC01 Périciazine, N05AC02 Thioridazine, N05AC04
Pipotiazine, N05AD01 Halopéridol, N05AD05 Pipampérone, N05AD08 Dropéridol, N05AE04 Ziprasidone,
N05AF01 Flupentixol, N05AF05 Zuclopenthixol, N05AG02 Pimozide, N05AG03 Penfluridol, N05AH01 Loxapine,
N05AH02 Clozapine, N05AH03 Olanzapine, N05AH04 Quétiapine, N05AL01 Sulpiride, N05AL02 Sultopride,
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N05AL03 Tiapride, N05AL05 Amisulpride, N05AX08 Rispéridone, N05AX12 Aripiprazole, NO5XX Carpipramine, Z
Tetrabenazine

6. Are these data:

X Yes

□No

•

Census based (population based)

•

Sample data (based on defined sample methodology)

X Yes

□No

What percentage of the total population is covered?
100% of the French elderly population is studied. The prevalence of people living with dementia is unknown
and the estimation varies from 600 000 to 850 000 in France. In this study, a group of 400 000 persons living
with dementia is identified and included in this study. This the largest group included in a study.

If the coverage is incomplete, are the data extrapolated to reach 100% coverage?

X

Yes

□No

if yes please specify:

We don’t know. But it was not the objective of this study. This objective was to quantify and to confirm (or not)
a larger exposition to psychotropics mainly antipsychotics in people living with dementia than in the elderly
population.

7. Are there data available on the prescriptions of psychotropic medications in these specific
settings?
•

Outpatient clinic

X Yes

□No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Hospitals

□Yes

X No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Nursing home

X Yes

□No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Population

X Yes

□No

if yes please specify:

____________________________________________________________________
____________________________________________________________________

8. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia?

X Yes

□No

If yes please specify for the following categories:
• Antidepressants (ATC N06A):

X Yes. See above

___________________________________________________________________
___________________________________________________________________

3

Drugs Questionnaire
• Benzodiazepines (ATC N05B):

WP4_M2_T2-3

X Yes. See above

___________________________________________________________________
___________________________________________________________________
• Antipsychotics (ATC N05A):

X Yes. See above

___________________________________________________________________
___________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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Available data about prescriptions of psychotropic
medications in dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to collect data on prescriptions of psychotropic
medication in dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Matti Mäkelä

Position

Senior Medical Officer

Name of the Institution

National Institute for Health and Welfare, Finland / Unit for Ageing and
Services

Type of Institution

Research institute

Street

(Mannerheimintie 170) ‐ POB 30

Zip Code / Town

00271 Helsinki

Country

Finland

Telephone

+358295247110

Fax
E‐mail Address

matti.makela@thl.fi

Please return the completed questionnaire by 20th July 2012 at
paola.scardetta@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
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Angela Giusti, angela.giusti@iss.it, +390649904241, mob. +393496758971; Nicola Vanacore,
nicola.vanacore@iss.it, +390649904243; Fiorentino Capozzoli, fiorentino.capozzoli@iss.it,
+390649904408; Paola Scardetta, paola.scardetta@iss.it, +390649904216
1. Are the medications prescribed paid by the Health System?

□

□

Yes

No

x

Partly

2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or meantime?

x

□

Yes

No

3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

x

□

Yes

No

4. If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)
The full current medication, by patient, is available, and can be transformed in to DDD or
prevalence of use. This can be linked to current problems identified within the RAI
framework, including ADL, cognitive performance, depression and behavioral problem
scales, quality indicators and identified diagnoses.
The restriction is that this data is available only for those clients within the RAI network for
quality of care.
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________

5. Are these data:

□Yes

xNo

•

Census based (population based)

•

Sample data (based on defined sample methodology)

□Yes

xNo

What percentage of the total population is covered?________________________________
If the coverage is incomplete, are the data extrapolated to reach 100% coverage?

□Yes

xNo

if yes please specify: __The data sources in question (The RAI network

for quality of care) covers approximately 30% of residential care clients in Finland
(population coverage of this client segment for some communities), and approximately
20% of clients with regular home care (population coverage of this client segment for
certain communities). However, this population provides a good basis for evaluation of
current practices in home care and residential care in Finland.
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6. Are there data available on the prescriptions of psychotropic medications in these specific
settings?
•

Outpatient clinic

xYes

□No

if yes please specify:

_Clients with regular home care, for communities within the RAI network
•

Hospitals

□Yes

xNo

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Nursing home

xYes

□No

if yes please specify:

Clients in nursing homes within the RAI network
•

Population

□Yes

x

No if yes please specify:

____________________________________________________________________
____________________________________________________________________

7. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia?

xYes

□No

If yes please specify for the following categories:
• Antidepressants (ATC N06A):
__Yes______________________________________________________________
___________________________________________________________________
• Benzodiazepines (ATC N05B):
___Yes_____________________________________________________________
___________________________________________________________________
• Antipsychotics (ATC N05A):
______Yes__________________________________________________________
___________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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Available data about prescriptions of psychotropic
medications in dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to collect data on prescriptions of psychotropic
medication in dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Jaana Martikainen

Position

Head of Drug Research

Name of the Institution

The Social Insurance Institution (acronym Kela)

Type of Institution

National Health Insurance Institution

Street

Nordenskiöldinkatu 12

Zip Code / Town

00250 Helsinki

Country

Finland

Telephone

+358 20 434 1953

Fax

+358 20 434 1700

E‐mail Address

jaana.martikainen@kela.fi

Please return the completed questionnaire by 20th July 2012 at
paola.scardetta@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, angela.giusti@iss.it, +390649904241, mob. +393496758971; Nicola Vanacore,
nicola.vanacore@iss.it, +390649904243; Fiorentino Capozzoli, fiorentino.capozzoli@iss.it,
+390649904408; Paola Scardetta, paola.scardetta@iss.it, +390649904216
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1. Are the medications prescribed paid by the Health System?

□

Medicines are paid by the Health Insurance System

No

□

Partly

2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or meantime?

x

Yes

□

No

3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

x

Yes

□

No

4. If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)
__________________________________________________________________________
Number of users
Age and gender of users
Place of residence of the users
Dispensing date
Prescribing date
Amount dispensed (number of tablets, DDD)
Cost of the purchase
Specialty of the prescribing doctor
__________________________________________________________________________
__________________________________________________________________________
_The Prescription Register includes only reimbursable medicines used in outpatient care.
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
_____________________________________________________________________

5. Are these data:

xYes

□No

•

Census based (population based)

•

Sample data (based on defined sample methodology)

□Yes

xNo
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What percentage of the total population is
covered?_________100%_______________________
If the coverage is incomplete, are the data extrapolated to reach 100% coverage?

□Yes

□No

if yes please specify:

__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________

6. Are there data available on the prescriptions of psychotropic medications in these specific
settings?

x

□No

•

Outpatient clinic

•

Medicines prescribed in outpatient clinics are reimbursed by the health insurance
and thus included in the prescription register.
____________________________________________________________________
_

•

Hospitals

□Yes

Yes

x

No

if yes please specify:

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Nursing home

□Yes

x

No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Population

x

Yes

□No

if yes please specify:

____________________________________________________________________
____________________________________________________________________

7. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia?

x

Yes, in case the patient uses antidementia drugs

□No
If yes please specify for the following categories:
• Antidepressants (ATC N06A):
yes_________________________________________________________________
___________________________________________________________________
• Benzodiazepines (ATC N05B): _the smallest packages are not reimbursable and thus
not included in the Register.
___________________________________________________________________
__________________________________________________________________
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• Antipsychotics (ATC N05A):
_yes________________________________________________________________
___________________________________________________________________
__

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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Available data about prescriptions of psychotropic
medications in dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to collect data on prescriptions of psychotropic
medication in dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Tomas Lopez‐Peña Ordoñez

Position

Head of International Research Programme

Name of the Institution

National Research Institute Carlos III

Type of Institution

Public

Street

C/ Monforte de Lemos, nº5

Zip Code / Town

Madrid

Country

Spain

Telephone

91 8222276

Fax
E‐mail Address

tlpena@isciii.es

Please return the completed questionnaire by 17th September 2012 at
paola.scardetta@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, angela.giusti@iss.it, +390649904241, mob. +393496758971; Nicola Vanacore,
nicola.vanacore@iss.it, +390649904243; Fiorentino Capozzoli, fiorentino.capozzoli@iss.it,
+390649904408; Paola Scardetta, paola.scardetta@iss.it, +390649904216
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1. Are the medications prescribed paid by the Health System?

□

Yes

□

No

Partly

2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or memantine?

□

Yes

No

3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?
Yes
4. I If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)
100% of these prescriptions go to patients affected by BDAD. (Source: BIOEF/OSTEBA 2012).
5. Are these data:

□Yes

□No

•

Census based (population based)

•

Sample data (based on defined sample methodology)

□Yes

□No

What percentage of the total population is covered: 95%
6. If the coverage is incomplete, are the data extrapolated to reach 100% coverage?

□Yes

□No

if yes please specify:

There is a National Clinical Guideline which informs clearly about cholinesterase inhibitors
indications. Besides, it no possible other way since these prescriptions have to validate
previously by medical inspection.
7. Are there data available on the prescriptions of psychotropic medications in these specific
settings?
•

Outpatient clinic

□Yes

□No

If yes please specify: Usually OPD´s has its own records about that in case of further
inspection by health administration.

□Yes

•

Hospitals

•

Nursing home

□No

□Yes

if yes please specify:

□No

if yes please specify:
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Medical Doctors in Primary Health Care (OPD´s) are asking prescriptions for by Nursing
Home nurses for their Patients admitted periodically. For that reason in Nursing homes use
to be a very goad updated records.
•

Population

□Yes

□No

if yes please specify:

BDAD is not a diagnostic group as such in the Health National Survey.
8. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia?

□Yes

□No

If yes please specify for the following categories:
• Antidepressants (ATC N06A):
___________________________________________________________________
___________________________________________________________________
• Benzodiazepines (ATC N05B):
___________________________________________________________________
___________________________________________________________________
• Antipsychotics (ATC N05A):
___________________________________________________________________
___________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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Available data about prescriptions of psychotropic
medications in dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to collect data on prescriptions of psychotropic
medication in dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person
Position
Name of the Institution
Type of Institution
Street
Zip Code / Town
Country
Telephone
Fax
E‐mail Address

Please return the completed questionnaire by 17th September 2012 at
paola.scardetta@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, angela.giusti@iss.it, +390649904241, mob. +393496758971; Nicola Vanacore,
nicola.vanacore@iss.it, +390649904243; Fiorentino Capozzoli, fiorentino.capozzoli@iss.it,
+390649904408; Paola Scardetta, paola.scardetta@iss.it, +390649904216
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1. Are the medications prescribed paid by the Health System?

□

Yes

□

No

x□ Partly

2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or meantime?

□

Yes

x□ No there are only general overviews

3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

□

Yes

x□ No

4. If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________

5. Are these data:

□Yes

x□No

•

Census based (population based)

•

Sample data (based on defined sample methodology)

□Yes

x□No

What percentage of the total population is covered?________________________________
If the coverage is incomplete, are the data extrapolated to reach 100% coverage?

□Yes

□No

if yes please specify:

__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
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6. Are there data available on the prescriptions of psychotropic medications in these specific
settings?
•

Outpatient clinic

□Yes

□No

if yes please specify: very

rare_________________________________________________________________
____________________________________________________________________
___
•

Hospitals

□Yes

□Nox

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Nursing home

□Yes

□Nox

if yes please specify:

w__________________________________________________________________
____________________________________________________________________
__
•

Population

□Yes

□Nox

if yes please specify:

____________________________________________________________________
____________________________________________________________________

7. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia?

□Yes

□No

If yes please specify for the following categories:
• Antidepressants (ATC N06A): when patients are depressed YES________________________________________________________________
___________________________________________________________________
___
• Benzodiazepines (ATC N05B): not recommended, however and unfortunately
used_______________________________________________________________
___________________________________________________________________
____
• Antipsychotics (ATC N05A): -used when indicated and also when doctors are not
sufficiently informed about psychosocial
interventions_________________________________________________________
___________________________________________________________________
__________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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Available data about prescriptions of psychotropic
medications in dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to collect data on prescriptions of psychotropic
medication in dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

IRENE KYRIACOU GEORGHIOU

Position

ASSISTANT DIRECTOR CLINIC / DEPARTMENT

Name of the Institution

MENTAL HEALTH SERVICES

Type of Institution

MINISTEY OF HEALTH

Street

ATHALASSA HOSPITAL

Zip Code / Town

NICOSIA 1452

Country

CYPRUS

Telephone

00 357 22 402101

Fax

00657 22 487941

E‐mail Address

3CKY@cytamet.com.cy

Please return the completed questionnaire by 20th July 2012 at
paola.scardetta@iss.it or via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, angela.giusti@iss.it, +390649904241, mob. +393496758971; Nicola Vanacore,
nicola.vanacore@iss.it, +390649904243; Fiorentino Capozzoli, fiorentino.capozzoli@iss.it,
+390649904408; Paola Scardetta, paola.scardetta@iss.it, +390649904216
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1. Are the medications prescribed paid by the Health System?

□

Yes

□

□X

No

Partly

2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or meantime?

□

Yes

□X

No

3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

□

Yes

□

No

4. If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________

5. Are these data:

□Yes

□No

•

Census based (population based)

•

Sample data (based on defined sample methodology)

□Yes

□No

What percentage of the total population is covered?________________________________
If the coverage is incomplete, are the data extrapolated to reach 100% coverage?

□Yes

□No

if yes please specify:

__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
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6. Are there data available on the prescriptions of psychotropic medications in these specific
settings?
•

Outpatient clinic

□Yes

□X

No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Hospitals

□Yes

□X

No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Nursing home

□Yes

□X

No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Population

□Yes

□X

No

if yes please specify:

____________________________________________________________________
____________________________________________________________________

7. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia?

□Yes

□X

No

If yes please specify for the following categories:
• Antidepressants (ATC N06A):
___________________________________________________________________
___________________________________________________________________
• Benzodiazepines (ATC N05B):
___________________________________________________________________
___________________________________________________________________
• Antipsychotics (ATC N05A):
___________________________________________________________________
___________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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Available data about prescriptions of psychotropic
medications in dementia
Questionnaire
Dear Colleague,
The aim of the following questionnaire is to collect data on prescriptions of psychotropic
medication in dementia. We ask you to fill it as key person involved in Dementia care and/or
planning. Thank you in advance for your time!
Institution responsible for filling out this questionnaire:
Contact Person

Maria Cunderlikova

Position

director

Name of the Institution

Centre MEMORY

Type of Institution

npo

Street

Mlynarovicova 21

Zip Code / Town

851 03 Bratislava

Country

Slovakia

Telephone

004212 62 41 41 43

Fax

004212 62 41 41 43

E‐mail Address

centrummemory@nextra.sk

Please return the completed questionnaire by 6 April 2012 at angela.giusti@iss.it or
via fax at +39 0649904248
Please, do not hesitate to seek assistance by writing to or calling the following contacts at the
National Institute of Health, Rome (Italy):
Angela Giusti, +390649904241, mob. +393496758971
Nicola Vanacore, nicola.vanacore@iss.it, +390649904243
Fiorentino Capozzoli, fiorentino.capozzoli@iss.it, +390649904408
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Drugs Questionnaire

WP4_M2_T2-3

1. Are the medications prescribed paid by the Health System?

x

Yes

□

No

□

Partly

2. Is it possible to collect specific information about prescriptions of cholinesterase inhibitors
and/or memantine?

x

Yes

□

No

3. If the answer to question (2) is yes, are pharmacoepidemiological indicators available?

□

Yes

x No

4. If the answer to question (3) is yes, please specify both qualitative and quantitative data
(i.e. DDD, prevalence of use, etc.)
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________

5. Are these data:

□Yes

□No

•

Census based (population based)

•

Sample data (based on defined sample methodology)

□Yes

□No

What percentage of the total population is covered?________________________________
If the coverage is incomplete, are the data extrapolated to reach 100% coverage?

□Yes

□No

if yes please specify:

__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
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Drugs Questionnaire

WP4_M2_T2-3

6. Are there data available on the prescriptions of psychotropic medications in these specific
settings?
•

Outpatient clinic

□Yes

□No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Hospitals

□Yes

□No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Nursing home

□Yes

□No

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Population

□Yes

□No

if yes please specify:

____________________________________________________________________
____________________________________________________________________

7. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia?

□Yes

xNo

If yes please specify for the following categories:
• Antidepressants (ATC N06A):
___________________________________________________________________
___________________________________________________________________
• Benzodiazepines (ATC N05B):
___________________________________________________________________
___________________________________________________________________
• Antipsychotics (ATC N05A):
___________________________________________________________________
___________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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Drugs Questionnaire

WP4_M2_T2-3

6. Are there data available on the prescriptions of psychotropic medications in these specific
settings?
•

Outpatient clinic

XYes

□No

if yes please specify:

invoices
____________________________________________________________________
•

Hospitals

XYes

□No

if yes please specify:

invoices
____________________________________________________________________
•

Nursing home

□Yes

XNo

if yes please specify:

____________________________________________________________________
____________________________________________________________________
•

Population

XYes

□No

if yes please specify:

Farmanet (a pharmacy driven data collection system)
____________________________________________________________________

7. Is it possible to ascertain if a prescription for a psychotropic medication is made for a
person affected by dementia?

□Yes

XNo

If yes please specify for the following categories:
• Antidepressants (ATC N06A):
___________________________________________________________________
___________________________________________________________________
• Benzodiazepines (ATC N05B):
___________________________________________________________________
___________________________________________________________________
• Antipsychotics (ATC N05A):
___________________________________________________________________
___________________________________________________________________

Thank you very much for taking time to complete this questionnaire.
You will receive a short report of the results as soon as available.
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ALCOVE EXECUTIVE BOARD – 9-10-11 JANUARY 2013

DISCUSSIONS ABOUT ALCOVE RECOMMENDATIONS
PROPOSITION OF A RECOMMENDATIONS’ WORKSHEET
FOREWORD
ALCOVE recommendations are expected at the European level as followed:
- performed independently from industrial, commercial or corporatism influences
- evidence based, which means specifying the availability and level of scientific knowledge
- operational, which means fitting with the needs observed in Europe
•
•
•

The ability of ALCOVE to produce relevant recommendations as the result of the confrontation between
scientific evidence in the literature (column A) AND the needs in Europe (column B) situations (the gap)
will be its added value.
Because of the heterogeneity of European situations, some recommendations could be described in
details, as a process of improvement of quality: progressive recommendations – when possible, e.g.
WP5 pyramids – will be particularly relevant.
ALCOVE targeted recommendations will also be recognized as a valuable effort to convince our 4 main
targets which are decision & policy makers, health professionals, patients & families and researchers.

PROPOSED PROCEDURES
1Each WPL writes its own recommendations, task by task, as a result of the method(s) used (analysis of the
literature/scientific evidence; questionnaire/survey; others).
2Each WPL uses the table (recommendations worksheet, cf below) as a tool to map out its main recommendations (5-10)
in terms of:
- level of evidence
- needs in Europe
- implementation feasibility
- prioritization/global interest
- target*
3This table will be very useful for each WPL to prioritize its own recommendations, and also for the entire EB to
summarize the main ALCOVE recommendations.
4This table must be sent, along with the Executive Summary, by each WPL by January 31st. (please send to WP1 while
putting all WPL on copy)

*NB: It is considered useful that each WPL try to specify to whom each recommendation is more targeted
- for the shared understanding of the recommendations
- for the clarifications of the recommendations
- for the readers of ALCOVE recommendations
- for the synthesis of all ALCOVE recommendations
- for the possible targeted leaflet or communication tools
Decision & Policy Makers
HP Health Professionals
DM

PF

Patients & Families

R

Researchers

5- There are no plans to publish this table at this stage. Instead, it is meant to be a support tool for prioritizing recommendations
between the WPL.

TOOL TO SUPPORT ALCOVE RECOMMENDATION PRIORITIZATION
MAIN RECOMMENDATIONS
(5-10 PER WPL)

(A) Level of
evidence in
the literature
+++ Strong
++ Middle
+ Low
E In the
absence of
evidence /
ALCOVE
Consensus

WP4
M1

The future studies on prevalence of dementia should be
performed with the highest quality of the epidemiological
studies as defined in the ADI report of 2009 (Sample size:
≥ 3000 subjects; Design: One phase study or two phase
study with appropriate sampling and weighting; Response
proportion≥ 80%,Diagnostic assessment with Inclusion of
multidomain cognitive test battery, formal disability
assessment, informant interview and clinical interview)
Epidemiological studies on dementia using the DSM IV and
NINCDS-ADRDA clinical criteria for dementia and
Alzheimer’s disease should be promoted. These clinical
criteria are the only validated with post mortem data.
At the same time, prevalence and incidence studies on
dementia using the new clinical criteria of the National
Institute on Aging and the Alzheimer’s Association should
be performed to promote new knowledge in this area
(McKhann et al 2011).
Prevalence and incidence studies on subjects with early
onset of dementia (≤65 years) should be promoted to

(B) Level of
need
in Europe

(C)
Implementation
Feasibility

Prioritization/ Global
Interest Resulting from
A/B/C

+++ Strong
++ Middle
+ Low
V Variable
--Unknown

+++ Easy
++ Medium
+ Difficult
V Variable
--Unknown

+++ Strong
++ Middle
+ Low
V Variable

Target

DM HP
PF

R

+++

+++

+++

+++

DM
HP PF
R

+++

+++

+++

+++

DM
HP PF
R

+++

+++

+++

+++

DM
HP PF
R

+++

+++

+++

+++

DM
HP PF

WP4
M2

WP4
M3

define the dementia frequency.
There is a lack of knowledge in specific groups of
population (migrants, minority groups). Prevalence and
incidence studies on these populations should be
performed to define the dementia frequency.
Studies in the same areas, in age cohorts, should be
promoted in order to intercept any phenomenon of decline
of dementia as well as speculated by some evidence of
literature.
Prospective and systematic collection data on dementia
patients for specific settings (community , home care,
memory clinic, nursing home) in all MS are urgently
necessary.
A list of antipsychotics used in each MS should be
performed, underlining the off label use for specific
molecule.
The collection of data on exposure to antipsychotics in
dementia patients should be characterized for
appropriate/not appropriate use.
Information antipsychotics use combined with other quality
indicators (e.g., physical restraints used in nursing home
residents with severe dementia) must be gathered
An European data base on exposure to antipsychotics in
dementia patients should be implemented. The aims of this
data base should be to monitor the prescriptions of
antipsychotics in MS and to assess the efficacy of national
programs in risk reduction of antipsychotic use.
A minimum data set, shared among different MS, should be
adopted for administrative, clinical, epidemiological and
other relevant data sources. The dataset should include
general data on chronic diseases and specific data on
dementia.
For data collection purposes, a predefined set of
operational diagnosis criteria for dementia should be
proposed

R
+++

+++

+++

+++

DM
HP PF
R

+++

+++

+++

+++

DM
HP PF
R

+++

+++

+++

DM
HP PF
R

+++

+++

+++

+++

+++

+++

++

+++

+++

+++

+

+++

+++

+++

+

+++

DM
HP PF
R

+++

+++

V

+++

DM
HP PF
R

+++

+++

V

+++

Optimize existent data sources by providing an efficient
system of record linkage.

+++

+++

V

+++

A unique, depersonalized identifier should be made

+++

+++

++

+++

+++

DM
HP PF
R
DM
HP PF
R
DM
HP PF
R

DM
HP PF
R
DM
HP PF
R
DM

available for record linkage. Privacy concerns needs to be
addressed at European level to assure the person’s
ownership of the data.

HP PF
R

ALCOVE Dissemination – WP4

Title

Conference

Location

Date

5th National
Congress on
Alzheimer
Disease Unit –
Istituto Superiore
di Sanità

Rome, Italy

November 2011

ALCOVE Results

Istituto Superiore
di Sanità ‐ IX
Course on Clinical
Epidemiology of
Dementia,
dedicated to
psychologist and
medical
specialists
involved in
dementia
assistance and
research.

Rome, Italy

October

ALCOVE

Istituto Superiore
di Sanità – VIII
National Congress
of all Memory
Clinics

Rome, Italy

November

Completed Dissemination
The joint action ALCOVE : an European
project on dementia

Upcoming Dissemination

ALCOVE plans for articles to be written and published

Subject
WP4 plans to send four publications by the end of 2013 to specialised scientific journals on the
following topics: 1. new prevalence estimate, 2. prevalence use of antipsychotics, 3.
possibility to use different information systems, 4. survey of the National Program dedicated
to dementia
WP4 plans to prepare a briefing on ALCOVE along with its Ministerial representative and
ALCOVE AP, Teresa di Fiandra, for publication in one of the Italian major newspapers.
WP4 plans to be interviewed, along with its Ministerial representative and ALCOVE AP,
Teresa di Fiandra, by one of the major newspapers in Italy on National and European

questions regarding dementia.

ALCOVE on other websites

Subject
A brief synthesis of the ALCOVE project will be located on Italy’s Ministry of Health’s website and that
of the National Institute of Health, with links to the ALCOVE website.

Armelle Leperre‐Desplanques
Christine Barr
Corinne Camier

