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1. 2017 AT A GLANCE 

1.1 HIGHLIGHTS IN 2017 

As the year 2017 comes to an end, we can look back on many highlights and challenges at the DZNE 

in Witten: innovative projects were completed, new interesting projects started, our scientific work 

has been honored and, furthermore, we got inspiring perspectives from researchers around the 

world.  

As in recent years, the topic of international collaboration has been a special focus at DZNE Witten 

and has also been pursued in 2017. With a grant from the German Research Foundation (DFG) to 

initiate international cooperation on the topic “Comparison of an implementation strategy for im-

proving continuity of person-centered care (PCC) for behavioral and psychological symptoms of de-

mentia (BPSD) during transitions between acute and sub-acute care settings”, site speaker Prof. Mar-

tina Roes and her research team had a lively exchange with Prof. Ann Kolanowski from the Pennsyl-

vania State University, USA. Mutual visits took place and 

specific aims for a research grant were refined: Specifi-

cally these were to discuss implementation strategies 

suitable to the requirements of nursing homes in both 

countries, to discuss outcome measures related to the 

implementation strategy including a concept for the pro-

cess evaluation, and to identify methods regarding the 

effectiveness of the implementation strategy. Moreover, 

PhD-students and research associates from both institu-

tions participated in various lectures and a journal club 

held by Prof. Roes and Prof. Kolanowski. Furthermore, Prof. Kolanowski visited two care facilities to 

gain a better understanding about the differences of dementia-specific care concepts in Germany. 

Her next visit is planned for January 2018. 

In addition, qualitative researchers from the DZNE Witten presented and discussed audio-visual pro-

cedures and their potentials for research with people with dementia during a workshop on qualitative 

methods and instruments, which we organized with international experts. Beside presentations on 

video-interaction-analysis by our researchers, we had two special guests: Prof. Ann Kolanowski pre-

Peter Brüssel und Helene Maqua (Diözesan-

Caritasverband), Prof. Ann Kolanowski (Pennsylvania 

State University) and Prof. Martina Roes (Site Speaker 

and Group Leader at DZNE Witten) 
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sented the reliability of video-based behavior-related data and the professional French photographer 

and visual artist Carl Cordonnier showed the process of his creative transmedia project “I still exist”, 

a project he conducted over a period of two years with people with dementia and their families.  

In collaboration with Prof. Kimberly van Haitsma (PennState University, USA), the DZNE in Witten 

started a new project on the assessment preferences in daily life of people receiving care either at 

home, in a nursing home or at an adult care facility (PELI). The aim of the project PELI-D is to trans-

late the PELI instruments for the different care settings into German and to test the applicability of 

PELI-D in a pilot study.  

Further international collaboration took place within the project INDUCT – Interdisciplinary Network 

for Dementia Using Current Technology (funded by the European Commission/ Marie Skłodowska-

Curie actions), in which DZNE Witten acts as a second level partner. Additionally, we hosted 1 of the 

15 Early Stage Researchers (ESR). The ESR, originally based in the U.K., is now studying at the Karolin-

ska Institute Sweden (her supervisor is Prof. Nygård). Besides meeting with different researchers 

from Witten and Rostock, since Oct. 2017 the ESR visited a few facilities, which were either involved 

in a research technology project (InsideDem) or were working on the use of innovative everyday 

technology (e.g. Gute Hoffnung, Oberhausen-Sterkrade).  Moreover, the 3rd INDUCT school, which 

will be conducted in Witten in January 2018, was prepared during the year.  

Shortly before the Christmas season, a team of researchers from University of Wisconsin and from 

different sites of the DZNE met for a 2-day workshop. The overarching goal of this collaboration was 

to identify, develop, and/or implement innovative novel care approaches, to promote the quality of 

life and outcomes of people with dementia and their significant others/family caregivers. We came 

up with some potential international research pilot projects. One is directly linked to a research pro-

ject here in Witten: the on-line US/German Delphi Survey on Best Definition of ‘Stability’ in and of 

Care Arrangements.  

Besides that, the project “Exper-Dem-DNQP” was completed successfully. A research team in Witten 

conducted a literature study for the development of the expert standard with the topic “Beziehungs-

gestaltung in der Pflege von Menschen mit Demenz” (Fostering and sustaining relationships in care 

for people with dementia) in collaboration with the German Network for Quality Development in 

Nursing (DNQP) and the Osnabrück University of Applied Sciences. Furthermore, over the period of 1 

1/2 years the researchers in Witten worked closely with 12 experts from practice and science to de-

fine the quality how to foster and sustain relationships in care for people with dementia. A national 

consensus conference with ~750 participants took place at OsnabrückHalle on October 6, 2017. Un-
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der the lead of the DNQP a six-month pilot implementation project started in December 2017. Re-

sults will be presented at the beginning of 2019. 

This year, we again organized our annually 

occurring events. Professionals from research, 

associations and communities were invited to 

the 8th annual conference. Around 140 partici-

pants discussed the main topic “In- or outpa-

tient care setting? Perspectives on dementia 

specific care”. A special highlight here was the 

short interview with the nationally well-known 

cartoonist Peter Gaymann together with his 

exhibition ‘Demensch’, which focuses on the 

daily life of people with dementia.  

Next to the annual conference, the Practice-Research-Dialogue in 2017 addressed the topics ‘Com-

munication with people with dementia’ and ‘People with dementia in early years’. The Practice-

Research-Dialogue takes place twice a year and aims to connect healthcare professionals with re-

searchers from the DZNE Witten to discuss the current state of research and to identify new relevant 

research questions.  

Additionally, the research team of the project “DemNet-D” which, inter alia, involved the DZNE sites 

Witten and Rostock/Greifswald, has been honored with the “Hufeland-Prize” by the Deutsche Ärzte-

versicherung.  

One of the most important milestones this year was 

the opening ceremony of the new building of the 

DZNE headquarters in Bonn, attended by Federal 

Chancellor Angela Merkel and Science Minister of 

North-Rhine Westphalia Svenja Schulze. Further-

more, Prof. Nicotera (Scientific Director of the DZNE) 

announced the initiative of the “German Dementia 

Foundation” (Deutsche Demenz Stiftung e.V.).   
Federal Chancellor Angela Merkel at the inaguration of the 

new building of the DZNE Headquater in Bonn 

Prof. Martina Roes (Site speaker DZNE Witten), Dr. Bernhard Holle 

(Senior research group leader DZNE Witten), Dr. Beate Wieland (MKK 

NRW), Christiane Lehmacher-Dubberke (AOK-Bundesverband), Dr. 

Beate Radzey (Demenz Support Stuttgart) und Dr. Rebecca Palm 

(PostDoc DZNE Witten) at the annual conference 
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In spite of all the work during the year, Witten’s team explored the Ruhrgebiet by canoe and had a 

BBQ afterwards – it was their annual works outing. It was an enjoyable adventure, strengthening the 

recently expanded team for a motivating and inspiring year in 2018. 

 

 

 

 

 

 

 

Staff of the DZNE Witten during the canoe trip in Hattingen 
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STRUCTURE OF THIS REPORT 

The first chapter gives an overview of the staff at the DZNE in Witten, the scientific activities and 

cooperation that took place during the year 2017. The second chapter describes ongoing and com-

pleted projects. Since the scientific work at DZNE Witten is divided into four research topics (fig. 1), 

the project descriptions in the report are structured in the appropriate field of research. 

 

 

 

 

 

 

 

 

 

 

 

 

 

Chapter three lists publications without direct project reference, such as self-organized events, fol-

lowed by a brief synopsis of the staff’s work on boards, their consulting activities and their work for 

scientific journals and publishers. Finally, there is a list of the staff members and their corresponding 

working groups and the report closes with an appendix containing an index of the projects.

Figure 1: Research topics at DZNE Witten 
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1.2 PERSON-CENTEREDNESS –  A NECESSITY IN DEMENTIA CARE AND RESEARCH  

1.2.1 INTRODUCTION  

Kitwood’s key contribution to understanding dementia and, in the process, was the development of 

the term ‘personhood’, defined as ‘a status or standing bestowed upon one human being, by others, 

in the context of social relationship and social being. It implies recognition, respect and trust.’ (Kit-

wood, 1997a, p. 8). Consequently, to maintain personhood other people need to enter into partner-

ship with that person and assist them to maintain an identity and worth through their interactions 

and communications (Cowdell, 2006; Dewing, 2008). ‘The uniqueness of persons - in any context - is 

an extremely complex matter. We need to take account of temperament, innate ability, interests, 

tastes, beliefs, values, commitments, lifestyle, biography, gender, class and culture at the very least. 

To incorporate even a small part of this into a social science framework requires the eclectic use of 

several bodies of theory, crossing the conventional boundaries between psychology and sociology. 

Some of the variability is captured in the concept of personality; the key point is that just as each 

personality is unique, so also is the nature and color of experience’ (Kitwood,1997b, p. 14).  

Innes (2009) pointed out, that we’re confronted with a web of understanding of dementia, depend-

ing on which perspective we use: a biomedical research perspective understands dementia as a dis-

ease and addresses interventions and their impact on symptoms of dementia, while care practices 

may focus on how to alleviate the symptoms of dementia. From a social-psychological research per-

spective dementia is seen as an individual experience and we are interested in tailoring the interven-

tions to the individual preferences and needs. Research will include the perspective of the person 

with dementia and their social network. The psycho-social perspective is grounded in Kitwood’s idea 

that valuing the experience of people with dementia is of high relevance. He  suggested six access 

routes to gain insight in the experience of people with dementia; ‘(1) take into account what have 

been written by people with dementia; (2) carefully listening to what people say, (3) attending care-

fully and imaginatively to what people say and do in the course of their ordinary life, (4) consulting 

people who have undergone an illness with dementia-like features, (5) through the use of our own 

poetic imagination and (6) using role play: that is, actually taking on the part of someone who has 

dementia, and living it out in a simulated care environment’ (1997, pp. 15-18). 
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1.2.2 PERSON-CENTEREDNESS AS AN OVERARCHING GOAL OF DEMENTIA CARE 

Presently, there are a variety of comprehensive, empirically and conceptually derived frameworks of 

the dimensions of person-centeredness and person-centered care specifically across long-term ser-

vices and supports. One root lies within Kitwoods (1997a) work. He pointed out, that personhood is a 

standing or status that is bestowed on one human being, by others, in the context of relationship and 

social being. It implies recognition, respect and trust. In general, there is also a need to address as-

pects like sustaining autonomy and supporting social inclusion, especially if people with dementia are 

living at home as long as possible and social isolation may occur as a side effect of stigmatizing peo-

ple with dementia. The added value of a social health perspective includes several core features: (1) 

the ability to manage daily life with a maximum degree of independence; and (2) the capacity to ful-

fill one’s potential and obligations as well as participating in social activities (3) (Droes et al., 2016). 

Examining the content and structure of existing person-centered care tools is necessary as well as 

developing a national quality frame for people with dementia. 

1.2.3 CURRENT PROJECTS AT THE DZNE WITTEN ADRESS PERSON-CENTEREDNESS  

Quite a few current research projects focus on the lens of professionals when analyzing and improv-

ing person-centered approaches. We started in 2014 with the analysis of the understanding of per-

sonhood in the literature, mainly because we missed the operationalization of personhood (based on 

Kitwoods and other authors understanding) in person-centered care approaches (PerDem). One side 

effect of this conceptual discourse stimulated a discussion of personhood within the social health 

dementia research initiative across Europe.  

Another side effect of the conceptual discourse about personhood led to a literature review con-

ducted in 2016, which was used as an underlying background search on care approaches related to 

relationships with people with dementia. Together with a national dementia expert group and in 

collaboration with the German Network for Quality Development in Nursing we defined a national 

expert standard (sustaining and fostering relationship with people with dementia) and developed 25 

criteria to describe the quality of care (ExperDem). The publication of this National Expert Standard 

was followed by broad coverage in the professional social media and the professional community. 

The overall goal and these criteria have been presented at a national consensus conference (Oct. 

2017). Pilot implementation in 29 health care facilities started in Dec. 2017. 
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Regarding person-centeredness encouraging older adults to direct their care contributes to a sense 

of autonomy and maintained independence. We were granted funding to translate and test an item 

based instrument to analyze everyday preferences of elder people living in nursing homes, at home 

or use adult day care services (PELI-D). Analyzing preferences and integrating them into daily care is 

another strategy to implement person-centered approaches. The applicability of the instrument will 

be tested in care facilities (nursing homes, home care and adult day care) of two major providers in 

North-Rhine-Westphalia. 

CONCLUSION 

We are initiating more and more research to hear the voice of the person with dementia. In two ear-

ly initiated research projects (LEBE/SEIN) a longitudinal approach was conducted to gain insight into 

adjustment processes of people with dementia. In another project (ASPECT FTD) social media con-

tent was analyzed as well as daily life activities of people with bvFTD using video sequences analysis. 

The perspective of the family caregiver as a valuable care partner has been involved in most of our 

research projects since the DZNE was established. Next steps will be to conduct studies using co-

design approaches (e.g. we are involved in two JPND proposals with the University of Bradford). 
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1.3 STAFF  

At the DZNE in Witten the scientific staff works together in four working groups: Methods in 

Healthcare Research, Care Interventions, Care Structures as well as Implementation and Dissemina-

tion Research. In 2017 the number of full-time equivalent staff (25.73) was a little higher in 2017 

than in the year before (24.31), of which 5.67 were financed by third party funds.  

 

The interdisciplinary team at DZNE Witten is made up of scientific staff with a wide range of qualifica-

tions. The disciplines of the scientific staff, including leadership positions, consist of nursing sciences, 

sociology, gerontology, health sciences/ public health, psychology, educational sciences, bioinformat-

ics, economics, political sciences, physical and occupational therapy. Likewise, the students and re-

search assistants employed the DZNE Witten are from various disciplines and various universities in 

NRW. 

 

  

Group People Full-Time Equiva-
lent (FTE) 

FTE Budget-Financed 

Administration 3 2.50 2.50 

Methods in Healthcare Research 4 3.03 3.03 

Care Interventions 8 6.99 4.78 

Care Structures 9 6.85 4.75 

Implementation and Dissemination 
Research 

5 4.43 3.63 

Student Assistants 6 1.93 1.93 

Total 35 25.73 20.63 

Table 1: Number of employees and full-time equivalent staff (as of 31 Dec. 2017). 
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The procurement of third-party funds is shown in the table below:  

 

 

 

 

 

 

 

 

Year EUR 

2010 35,000 

2011 49,064 

2012 80,293 

2013 248,029 

2014 256,225 

2015 153,348 

2016 278,920 

2017 552,188 

2017 
(provisionally) 

527,249 

Table 2: Mandatory approved financial resources (as of 31 Dec. 2017).  
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1.4 SCIENTIFIC WORK  

1.4.1 PUBLICATIONS 

Results of the scientific work by the team in Witten have been published in 2017 at frequent inter-

vals. Altogether 99 contributions were realized at national and international levels. The DZNE Witten 

presented their work in 14 presentations and 11 poster presentations at national and international 

scientific congresses concerning research into health services for people with dementia. From a dis-

semination point of view: presentations of 38 oral and poster presentations were held at several 

nursing practice congresses and events.  

Moreover, the results were published in both German and English. In this context, four book chap-

ters were released. Furthermore, 15 articles were published in peer-reviewed journals, 10 articles in 

journals without peer-review and also two reports. References of work results in 2017 are listed after 

the respective project in chapter 2. References of completed projects or references without direct 

relation to any projects in 2017 are listed in chapter 3.  

1.4.2 BOARDS AND CONSULTING ACTIVITIES 

Employees of the interdisciplinary team in Witten were represented in various functions on scientific 

boards, executive boards and steering committees in 2017. They brought with them their expertise in 

the field of dementia care in various consulting activities and worked for scientific papers and pub-

lishers. The staff’s activities, as at the end of 2017, are listed in chapter 4.  

1.4.3 COOPERATION 

DZNE in Witten collaborates closely with DZNE Rostock/Greifswald. Moreover, there is close cooper-

ation with the Faculty of Health at Witten/Herdecke University, especially with the School of Nursing 

Science, which is underlined in the Faculty of Health by Prof. Dr. Martina Roes who holds the chair of 

“Nursing Science and Healthcare Research”, as well as by Dr. Margareta Halek, who became junior 

professor in nursing science focusing on “the care of people with dementia”. Furthermore, most of 

DZNE’s scientific staff are members of the Faculty of Health and give lectures in the degree programs.  

Internationally, DZNE Witten is actively involved in the European research networks “InterDem” (Ear-

ly detection and timely INTervention in DEMentia) and EANS (European Academy of Nursing Sci-

ence). In addition, there is a close collaboration with the College of Nursing of the Pennsylvania State 

University, USA, and the School of Dementia Studies of the University of Bradford, UK.
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2. PROJECTS 

2.1 PSYCHO-SOCIAL INTERVENTIONS FOR DIFFERENT DEMENTIA FORMS AND STAGES 

INTRODUCTION   

Behavior variant frontotemporal dementia (bvFTD) is associated with impaired social cognition abili-

ties. Therefore, it is often challenging being in contact with people with bvFTD, particularly for their 

relatives. MarteMeo® Counselling (MMC) is a video-based intervention and was originally developed 

to improve the dyadic relationship between children with autism and their parents by promoting the 

sensitive adaptation of parental communication behavior to the impaired social cognitive abilities of 

their relatives. It is based on the presumption that a good and reciprocal relationship is a prerequisite 

for the development and maintenance of social cognitive abilities. In the field of neurodegenerative 

diseases, the aim of MMC is not to support development but, here too based on a good quality of 

relationship, to activate resources for functioning and self-maintenance. In this feasibility study MMC 

was applied for the first time to people with bvFTD and their caregivers. The aim is to evaluate the 

usefulness of MMC for this population, to determine an optimal intervention format (e.g. dose and 

intensity) and to explore potential effects.  

  

Title 
 

APPLICATION OF MARTEMEO® COUNSELLING TO PEOPLE 

WITH BEHAVIOR VARIANT FRONTOTEMPORAL DEMEN-

TIA AND THEIR CAREGIVERS – A FEASIBILITY STUDY 

AMEO-FTD 

Duration 2015 - 2017 

Funding DZNE 

Collaboration -- 

Principal  

Investigator  

Margareta Halek (lead) 

Martin Berwig (project coordination)  

Scientific Staff Claudia Dinand, Martin Berwig 
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METHODS 

The study used a quasi-experimental one-group-pre-post-design with double pre-measurement and 

an embedded mixed-method approach. Five dyads were enrolled. Explorative outcomes were sensi-

tiveness of the caregivers, quality of caregiver-patient relationship, quality of life and challenging 

behaviors of people with bvFTD. At three points of examination (T0, T1 after two weeks, and T2 after 

six weeks) a video of a dyadic interaction in a daily life situation (mealtime) was recorded and data 

collection was conducted. The following instruments for capturing the outcomes were used: Quality 

of Carer-Patient Relationship (QCPR), Neuropsychiatric Inventary (NPI), QUALIDEM subscales positive 

and negative emotions and sensitiveness index (Feinfühligkeitsindex, FFI). The time between T0 and 

T1 served as a control period. Between T1 and T2 the caregiver received five MMC sessions. The vid-

eo sequences were or will be micro-analyzed by means of video-interaction analysis to prove the 

assumed impact mechanism of the intervention. The variance of effects on outcomes has been de-

termined. Moreover, the process data collected will be used to evaluate the benefit and acceptance 

of the intervention. 

 

STATUS 

The study project was carried out as planned. The evaluations of the data are well-advanced. The 

results of the video interaction analyses are expected by the end of 2017. The evaluation of the sci-

ence, process, management and resource data collected in the study will be collated, structured and 

finalized in 2017 so that the results may be published in at least two publications in early 2018. 

 

RESULTS/ APPLICABILITY 

Preliminary results show descriptive changes for quality of relationship, quality of life and challenging 

behaviour favouring the intervention period. Carer-Patient Relationship and positive affect effects 

were even marginally significant.  Results provide indications for the feasibility of the intervention as 

well as for a large-scale main study and will be used as our own prior work for an application to fi-

nance such a definitive study. 
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DISSEMINATION  

CONFERENCES: 
 

Becker, U., Dinand, C., & Berwig, M. (2017, October 2 - 4). Videoanalyse: Menschen mit Frontotempo-

raler Demenz besser verstehen, Angehörige unterstützen. 27th Alzheimer Europe, Berlin.  

Berwig, M., Dinand, C., Becker, U., & Halek, M. (2017, October 2 - 4). Application of MarteMeo® 

Counselling to people with behavior variant frontotemporal dementia and their caregivers 

(AMEO-FTD) - A feasibility study. 27th Alzheimer Europe, Berlin.  

Dinand, C., Berwig, M., & Halek, M. (2017, April 25). Interaktion erfassen, beschreiben und bewerten - 

das Beispiel AMEO-FTD - Anwendung der Marte Meo®‐Beratung bei Menschen mit der ver-

haltensbetonten Variante der Frontotemporalen Demenz und deren pflegenden Angehörigen 

– (AMEO-FTD) - Eine Machbarkeitsstudie -. 6. Praxis-Forschungs-Dialog, DZNE Witten.  

Dinand, C., Berwig, M., Nebowsky, A., Becker, U., & Halek, M. (2017, July 21). Videointeraktionsanaly-

se asymmetrischer Beziehungen während der Mahlzeiteneinnahme bei Menschen mit verhal-

tensbetonter Variante der Frontotemporalen Demenz (bvFTD) und ihren Hauptbezugsperso-

nen im Projekt AMEO-FTD (Anwendung der Marte Meo®‐Beratung bei Menschen mit der ver-

haltensbetonten Variante der Frontotemporalen Demenz und deren pflegenden Angehörigen 

- Eine Machbarkeitsstudie)  Paper presented at the Berliner Methodentreff, Forschungswerk-

statt: Videoanalyse, Freie Universität, Berlin.  

Dinand, C., Berwig, M., Nebowsky, A., Becker, U., & Halek, M. (2017, September 14). Video-

Interaction-Analysis in the context of a mixed-method feasibility study AMEO-FTD: Applica-

tion of MarteMeo® Counselling to people with behavior variant frontotemporal dementia and 

their caregivers – A feasibility study. Paper presented at the Potentials of audio-visual proce-

dures in research with/ for people with dementia -  Methodworkshop, DZNE Witten.  

PAPER/ BOOKS/ REPORTS: 
 

Dinand, C., Becker, U., & Berwig, M. (2017). Augenblicke der Begegnung - Die kleinen Momente ge-

lingender Beziehung finden und stärken. Pflegen: Demenz, Dezember 08(45), 24-27.  
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Title 
 

CASE CONFERENCES FOR PEOPLE WITH DEMENTIA LIVING 

IN NURSING HOMES 

FallDem 

Duration 2010 - 2018 

Funding DZNE and Stiftung Wohlfahrtspflege NRW (Foundation Wohlfahrtspflege) 

Collaboration  Kaiserswerther Diakonie (sector training and education) 

 Dr. Pablo Verde, Coordination Center for Clinical Trials (KKS), Faculty of Medi-

cine at Düsseldorf’s Heinrich Heine University 

 Prof. Dr. Reinhold Wolke, Esslingen University of Applied Sciences 

Principal  

Investigator 

Margareta Halek (lead) 

Daniela Holle (project coordination) 

Scientific Staff Daniela Holle, René Müller, Sven Reuther, Martina Roes,  Diana Trutschel, Sonja 

Teupen (as from 11-01-2017), Tina Quasdorf (until 3-31-2017) 

INTRODUCTION 

Studies show that 11 to 65 percent of the residents in nursing homes show challenging behaviors 

such as aggression, crying, apathy or aimless wandering in the course of their dementia. The behav-

ior can be burdensome for the people with dementia (PwD) themselves and for the staff working in 

nursing homes. A national guideline in Germany recommends the use of case conferences for the 

professional handling of PwD and their challenging behavior in nursing homes. However, there is a 

lack of clear concepts as to how to conduct case conferences and how to implement these into daily 

care routines. Moreover, it is unclear how effective case conferences are for improving the quality of 

care. The project “Case conferences for people with dementia (FallDem)” aims to fill these research 

gaps outlined above by finding answers to the following research questions: 

1. Do the two different types of CCs (WELCOME-IdA; WELCOME-Neo) have an effect on the 

challenging behavior, the quality of life and the use of psychotropic medications (DDD) for 

PwD in nursing homes 

2. Do WELCOME-IdA and WELCOME-Neo have an effect on the risk of burnout, work-related 

stress and the vocational competence of staff that care for PwD in nursing homes? 

3. Were the two different types of CCs (WELCOME-IdA; WELCOME-Neo) delivered as intended 

to each nursing home and how they were adopted by each nursing home? 

4. What is the attitude of the staff in the nursing homes towards WELCOME-IdA and WEL-

COME-Neo? 

5. Which learning processes did the staff experience in response to both interventions (WEL-

COME-IdA; WELCOME-Neo)? 

6. What contextual factors promote or inhibit the implementation of both interventions (WEL-

COME-IdA; WELCOME-Neo)? 
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METHODS 

The study was conducted in two phases. The first phase was the development of the intervention 

(two models of case conferences: narrative & IdA) based on a systematic literature review, interviews 

and group discussions with experts in the field of case conferences. The development phase ended 

with piloting the two models in one nursing home. In the second phase of the project, the two mod-

els of case conferences were implemented in 12 nursing homes. A Stepped-Wedge-Study design was 

used as a special form of cross-over design, since it provides a methodological alternative compared 

to conventional cluster randomized trials. With the help of the results of a previous study, a total 

number of 360 (300 +60 dropouts) participants were calculated as the sample size (using power cal-

culation). 

The primary outcome, challenging behavior of PwD, was measured with the Neuropsychiatric Inven-

tory - Nursing Home Version (NPI - NH). As secondary outcomes, the quality of life of PwD (measured 

with Qualidem), the competence development of the staff (measured with Kompetenz - Reflektions - 

Inventar (KRI)), the burden of the staff (in general and dementia-specific, measured with the Copen-

hagen Burnout Inventory (CBI) and the burden resulting from dementia (the BelaDem instrument)) 

were assessed. 

The intervention is accompanied by a process evaluation (research questions 3-6) to identify factors 

that have an impact on the intervention’s implementation. For the process evaluation a mixed-

method study was conducted within the effectivity study FallDem. Here longitudinal data were col-

lected by questionnaires, semi-structured telephone interviews, group interviews and protocols of 

the case conferences. 

 

STATUS 

At the moment, several publications about the effectiveness of the study for residents and at staff 

level (research questions 1 and 2) are under preparation. The data concerning the research question 

of the process evaluation are still being analyzed.   

Additionally, the developed model of case conference (WELCOME-IDA) is being compared with simi-

lar case conference models from Norway “TIME” (Bjørn Lichtwarck, Innlandet Hospital Trust, Centre 

for Old Age Psychiatric Research) and the Dutch Care Programm “GRIP” (Sandra Zwijsen, Universität 

Amsterdam, VU Medical Center). The idea was developed during an international symposium orga-
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nized by the BPSD Forum of the International Psychogeriatrics Association (IPA). A publication about 

the difference and similar aspects of the models is in preparation  

Moreover, the methodological aspects in conducting and analyzing studies with a cluster randomized 

stepped-wedge design are being discussed together with the University of Basel, Institute of nursing 

science (Prof. Dr. Michael Simon). Up to now, two meetings have been held in Witten and Basel. 

 

RESULTS/ APPLICABILITY 

The results of the data analysis have not shown any statistical effects on the prevalence of at least 

one challenging behavior, measured with the NPI-NH (primary outcome), in comparison with the 

control phase of the intervention. 

Moreover, the difference in prevalence rates between the groups for each sub score of the NPI-NH 

was conducted with the help of a linear mixed effect model as a further exploratory data analysis. 

However, these results must be treated with caution due to the number of tests and the lack of mul-

tiple test correction. 

In the idA group, a p value < 0.05 was identified and a non-significant reduction for follow-up for the 

item apathy between the control and intervention period was found. In the Welcome-Neo group for 

the items eating, hallucination and delusion, p values < 0.05 were detected. 

For the secondary outcome Quality of life (measured with the Qualidem) for several dimensions of 

the instrument, statistically significant changes were found. In the intervention WELCOME-IdA a re-

duction in the mean score in the dimension positive self-image compared to the control group was 

measured within the group of mild to severe dementia (FAST < 7). In contrast, the group of very se-

vere dementia (FAST stage 7) showed an improvement in the scores of quality of life for the dimen-

sions care relationship and social isolation in comparison to the control group. For the intervention 

WELCOME-NEO within the subgroup mild to severe dementia (FAST<7), a statistically significant re-

duction in the mean score of the Qualidem was observed for the dimensions care relationship, posi-

tive affects, positive self-image and social interaction. No statistical changes in the mean score of the 

Qualidem were found within the group of the people with very severe dementia (FAST=7).  

Moreover, no significant changes were detected concerning the Defined Daily Doses (DDD) for psy-

chotropic medication compared to the control group.  
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For the secondary outcome work-related burn out, only in the WELCOME-IDA group were weak “sig-

nificant” effects found regarding the control, intervention and follow-up phase. No significant effects 

were discovered for the other risk factors of burnout (measured with the CBI), the dementia related 

burden (measured with the BelaDem) and for the vocational action competence (measured with the 

KRI) in both intervention groups WELCOME-IDA and WELCOME-NEO. 

 

The importance of the topic case conference especially for the US-American Health Care System was 

mentioned by an Editorial of the Journals of the American Medical Directors Association 17(1). 
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Title 
 

INTERDISCIPLINARY NETWORK FOR DEMENTIA USING  

CURRENT TECHNOLOGY 

INDUCT 

Duration 2016 - 2020 

Funding Marie Skłodowska-Curie Actions/ Training Networks (European Commission) 

Collaboration • University of Nottingham , Martin Orrell (lead) 

• University College London, Prof. Paul Higgs 

• University Maastricht, Prof. Frans Verhey 

• VU Medical Centre Amsterdam, Prof. Rose-Marie Dröes 

• Vrije University Brüssel, Prof. Lieve Van den Block 

• Karolinska Institute, Stockholm, Prof. Louise Nygård 

• Karl-University Prague, Prof. Iva Holmerová 

• IDES, Valladoid (Spain) 

• World Health Organization Geneva, Anne Margriet Pot 

 

Second-Level Partner: 

• Alzheimer Europe 

• Alzheimer Disease International 

• World Federation of Occupational Therapists 

• University of Hertfordshire  

• Witten/ Herdecke University  

• SilverFit BV 

• EuMediaNet 

• Betawerk 

Principal  

Investigator  

Martina Roes (lead) 

Scientific Staff Marit Zimmermann (until 12-31-2017) 

INTRODUCTION 

In Europe, nearly 7 million people are affected by dementia. Most of them live in their own homes, 

longing to maintain their independence and autonomy for as long as possible. To achieve this, people 

with dementia (PwD) are either supported by their relatives or professional health carers. However, 

this often results in high caregiver burden. Considering these aspects, industry and social sectors 

cooperate closely to cover the forms of technological assistance needed. 

INDUCT supports 15 junior researchers in becoming experts on the social and health-related needs of 

PwD, such as for the effective use and usability of supporting technology. This idea is being realized 

with the aid of diverse programs at several European research institutes.  
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The primary aim of INDUCT is to develop a multi-disciplinary, inter-sectorial research framework for 

Europe, within which assistive technologies for PwD are being improved, and evidence is brought 

about how technologies can support the lives of PwD and their social settings. Moreover, knowledge 

about best practice and the implementation of those technologies in dementia research is to be 

promoted. 

The DZNE in Witten is involved in the content-related and organizational implementation of seminars 

as a second-level partner of INDUCT and works closely with Prof. Nygård from the Karolinska Insti-

tute in Sweden.  

 

METHODS 

The 15 junior researchers will be carrying out diverse projects in three different research topics. They 

represent: 

1. Technology in everyday life 

2. Technology for meaningful activities 

3. Healthcare technology. 

 
 

STATUS 

In October 2017, DZNE Witten hosted a junior researcher from the Karolinska Institute Sweden for a 

period of four weeks. Furthermore, the INDUCT-school to be conducted in January 2018 in Witten 

has been organized.  
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Title 
 

“BEST-PRACTICE-STRATEGIES” FOR THE CARE OF PEOPLE 

WITH BEHAVIORAL VARIANT FRONTOTEMORAL  

DEMENTIA (BVFTD) 

BeSt-for-FTD 

Duration 2015 - 2018 

Funding DZNE 

Collaboration -- 

Principal  

Investigator  

Margareta Halek (lead) 

 

Scientific Staff Claudia Dinand, Martin Berwig 

INTRODUCTION 

The behavioral variant frontotemporal dementia (bvFTD) is a young onset and progressive subtype of 

frontotemporal lobar degenerations (FTLD) and is associated with strong changes in judgment, be-

havior, personality and emotions. These changes vary individually and have an impact on the daily 

lives of those affected and their families. Psychosocial interventions are important and indispensable 

components in the care of people with FTD and are most effective if they match the specific needs 

and requirements of the persons concerned. Until now, the evidence of these interventions could 

not be demonstrated. Thus, it is essential to generate further knowledge and insights into fronto-

temporal dementia as a lived experience.  

The aim of this study is the identifying, collecting and consolidating of practical knowledge and clini-

cal expertise from multiprofessional perspectives to constitute the basis for further development and 

evaluation of psychosocial interventions for the care of people with bvFTD. 

 

METHODS 

An explorative and reconstructive design has been chosen and includes three steps: 

1.  Development of a literature-based guideline for conducting interviews 

2. Consultation of selected informal and formal experts / stakeholders with multiprofessional 

backgrounds to explore hidden practical knowledge and clinical expertise using the following 

data collection methods: 

a) Focus groups with relatives / nurses or other therapists, possibly interdisciplinary 

b) Guided individual interviews (selected persons, interdisciplinary and cross-settings) 
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c) Analysis of self-presentations of people with bvFTD in blog entries 

 

Fig. 2: Project scheme and data sources: BeSt-for-FTD 

3. Data analysis and –synthesis includes the identification, arrangement and classification of 

the categories of applied interventions for each data source using 

• interpretative approach for thematic analysis of interviews with expert/ stakeholders 

• content-orientated multimodal approach for blog analysis  

The findings will be compared with each other and synthesized by conceptual and theoretical inter-

pretation regarding their potential for good or best-practice. 

 

STATUS 

The project is in the phase of data analysis. Results are expected at the end of March. 
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RESULTS/ APPLICABILITY 

Through this project, previously inaccessible sources of knowledge and experience for the care of 

people with bvFTD are brought together, systematically ordered and recommended for further eval-

uation. This fills a gap in healthcare research. 

The results are being prepared for publication. If necessary, an action guideline can be developed. 
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Title 
 

“UNDERSTANDING DIAGNOSTICS” IN THE CARE OF  

PEOPLE WITH DEMENTIA AND CHALLENGING  

BEHAVIOR 

VerDi-H, VerDi-KH 

Duration 2014 - 2017 

Funding DZNE 

Collaboration -- 

Principal  

Investigator 

Margareta Halek, Bernhard Holle (both lead) 

Scientific Staff Daniela Holle, Christiane Pinkert 

INTRODUCTION 
 

The care of people with dementia (PwD) is often challenging due to behavioral problems of those 

affected. The so-called challenging behavior includes, for example, restlessness, aggressiveness or 

crying and screaming. Challenging behavior in PwD often occurs during the course of the disease, 

regardless of the setting in which they are cared for. The causes of challenging behavior are multi-

causal and may vary intra- and inter-individually. For the development of tailored psychosocial inter-

ventions that focus on understanding and managing challenging behavior, approaches are needed 

that  

• are person-centered, setting the perspective of the person with dementia at center,  

• are carer-focused,  

• take into account the multi-causality of challenging behavior and  

• include a thorough description and analysis of the challenging behavior.  

 

In Germany, the term “understanding diagnostics” is used to describe such an approach. The aim of 

the study was to describe the current state of knowledge regarding person-centered approaches for 

the description and analysis of challenging behavior of PwD by nurses/therapists across different 

settings (e.g. nursing home, hospital, at home). 

The following research questions were answered during the study: 

1. Which different approaches of “understanding diagnostics” exist? 

2. Which methods assist nurses/therapists in understanding challenging behavior? 

3. What experience do nurses/therapists have when applying "understanding diagnostics"? 

4. What effect do approaches related to “understanding diagnostics” have on persons with de-

mentia? 

5. What effect do approaches related to “understandings diagnostics” have on informal and for-

mal caregivers of persons with dementia? 
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METHODS 

In order to find answers to these questions, a systematic review was performed. All articles were 

included that make a statement about the description of the intervention, the outcomes, or the ex-

periences made during the implementation of the intervention (across all settings). Quantitative as 

well as qualitative studies published between 1995 and 2014 were included. Based on relevant stud-

ies, a forward citation tracking was carried out in February 2015. A quality appraisal was conducted 

for all the empirical studies. 

 

STATUS 

The systematic review was published in the Journal “Aging and Mental Health” in 2016. 

Fourteen different approaches were found. Three of the 14 approaches are intended for use at home 

in the community, 8 for use in nursing homes and 3 can be used in different settings. Neither ap-

proach was explicitly developed for use in hospitals. 

The effectiveness was tested for 6 of the 14 approaches, whereby the results and the quality of the 

studies vary. Findings regarding the experiences of nursing staff were found for three approaches. All 

of the studies except one were conducted in nursing homes. 

 

RESULTS/ APPLICABILITY 

The results indicate that the approach of “understanding diagnostics” is an undeveloped field in 

community care and hospitals. Existing approaches have to be modified for their use in the commu-

nity and in hospital. Furthermore, studies that test the effectiveness of the modified approaches in 

those settings are needed. 
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2.2 QUALITY OF CARE 

INTRODUCTION 

Nursing homes align their structure, supply and care concept with the needs of the growing number 

of residents with dementia. Specialized living arrangements as well as tailor-made psychosocial inter-

ventions are recommended by the German Federal Ministry of Health and the Medical Advisory Ser-

vice of the German Long-Term Care Insurances. Dementia-oriented care aims at understanding chal-

lenging behaviors and preserving and fostering the resident’s quality of life.  

It can be assumed that the majority of nursing homes implemented corresponding concepts and 

interventions in different ways. Today, little is known about which concepts and interventions are 

applied in the practice, which factors influence the application and whether the application is associ-

ated with the desirable outcomes. Furthermore, there is a research gap about which factors are as-

sociated with the behavior and quality of life of residents and these therefore need to be considered 

when investigating the quality of care.  

The aim of the study DemenzMonitor was to identify resident- and facility-related factors and covari-

ates that are associated with the residents’ behavior and quality of life. In detail, the following re-

search questions were answered: 

 

1. How is dementia care provided in German nursing homes? Which living arrangements are 

implemented? Which recommended interventions are in use? Who gets which interven-

tions? 

2. Are there any differences between residents of different living-units regarding their demo-

graphic data, cognition, care dependency? Are there any differences between the residents 

of different living-units regarding the interventions provided? 

Title 
 

DEMENZMONITOR: LONGITUDINAL SURVEY OF  

DEMENTIA-RELATED INSTITUTIONAL AND RESIDENT 

CHARACTERISTICS IN GERMAN NURSING HOMES   

DemenzMonitor 

Duration 2010 - 2017 

Funding DZNE 

Collaboration -- 

Principal     

Investigator 

Bernhard Holle (lead) 

Rebecca Palm (project coordination) 

Scientific Staff Diana Trutschel, Rebecca Palm 
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3. Which of the investigated variables are associated with the residents’ outcomes behavior and 

quality of life when controlling for resident-related covariates such as age, sex, length of 

stay? Are there differences between the results of the whole population and certain groups? 

4. Are the residents’ outcomes behavior and quality of life stable over time or are they chang-

ing? If they change, are there differences in associated factors and covariates between the 

two points of time so that time needs to be considered as an influencing factor? Which fac-

tors are associated with the change of the residents’ outcomes? 

 

METHODS 

The “DemenzMonitor” study is a descriptive longitudinal observational study. Data collection was 

performed annually in nursing homes (convenient sample). Data concerning the nursing homes, the 

living-units and the residents were collected by trained nursing home staff using standardized and 

partly newly developed questionnaires. The outcomes behavior and quality of life were assessed by 

nurses using the instruments Neuropsychiatric Inventory (NPI-Q) and QUALIDEM.  

Data analysis was performed primarily explorative, using predominantly descriptive statistics as well 

as association and regression analysis. To account for the nested structure of data due to different 

levels of data and time points, generalized linear mixed effects models were used. 

 

STATUS 

The project team is working on the analysis and publication of results answering the research ques-

tions. Based on the results and the experiences, the project team will design a follow-up study 

(BeSTaDem). 

 

RESULTS/ APPLICABILITY 

Based on the results that were published in the past years, in 2017 the work on further analysis and 

the publication of results regarding the research questions 1 and 2 was continued. The focus was set 

on the comparison of the implementation of pain assessments in dementia care units and integrative 

units. The results show that in dementia care units instruments that are recommended for PwD are 

used more often than in integrative care units. In many integrative care units, instruments are used 
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that are not recommended for PwD. However, it is necessary to improve pain assessments in both 

care unit types. 

The analysis of the DemenzMonitor data gave reason to reflect methods used in observational stud-

ies critically and to develop strategies to account for occurring bias in the results. A methodological 

article discusses and describes the advantages and disadvantages of different methods for bias ad-

justment and used models for analysis of observational data in healthcare research. The article is a 

practical example for practitioners on how to follow the different analysis steps and to adapt the 

implementation code for examples in their own setting. 

The analysis of the relationship between structural characteristics and the quality of life of people 

with severe dementia was continued. The team is looking for an answer to the question whether 

there is a difference between the quality of life of residents with severe dementia who live in demen-

tia care units or in integrative care units. The results do not indicate a difference. The publication has 

been submitted and is under review. 

The work on the prevalence and associated factors of challenging behavior was continued. Currently, 

the work on a publication that reports the prevalence and associated factors of severe agitation is 

ongoing. 
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Title 
 

TELEPHONE-BASED SUPPORT GROUPS FOR INFORMAL 

CAREGIVERS CARING FOR PERSONS WITH DEMENTIA 

REDEZEIT 

Duration 2015 - 2017  

Funding Leipzig University and GKV-Spitzenverband (statutory health insurance funds) 

Collaboration Martin Berwig (Leipzig University) 

Principal  

Investigator 

Margareta Halek (lead) 

Martin Dichter (project coordination) 

Scientific Staff Bernd Albers 

INTRODUCTION 

The support of and the care for persons with dementia (PwD) requires an enormous amount of time, 

organization and commitment. Informal caregivers, most-times relatives, of PwD often feel a high 

burden. Relief and recognition of their own effort is often denied. Support groups are desired, but 

either relatives have no time or opportunity to leave the PwD alone or such groups are not organized 

in the vicinity. Telephone-based support groups are one opportunity to fill this gap. As yet unknown 

in Germany, international studies show that a telephone network of informal caregivers can have 

positive effects. The project REDEZEIT aimed to establish and to evaluate telephone-based support 

groups. The support group sessions were conducted by the team at Leipzig University, the evaluation 

of the project was done by the team at the DZNE in Witten within a randomized controlled trial. The 

evaluation encompassed two levels: 

 1. The effectiveness of telephone-based support groups  

2. The process evaluation concerning the practicability and acceptance of telephone-based sup-

port groups 

 

METHODS 

The evaluation was conducted as a cluster adjusted randomized controlled trial. To reach this, the 

intervention group was controlled by a waiting group at t(0) baseline, t(1) post intervention. All 

standardized interviews were done by telephone. Participants were randomized into clusters of four 

persons.   
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Target group of the intervention were relatives caring for PwD. Relatives were eligible if they cared 

for the PwD for more than 4 h/d, or lived in the same household for the last 6 months and did not 

suffer from an acute psychiatric disease. Precise inclusion and exclusion criteria are available on re-

quest. 

The primary endpoint of the effectiveness evaluation is the health-related quality of life of the partic-

ipating relatives. This was assessed with the General Health Survey Questionnaire Short Form 12 (SF-

12). Furthermore, as secondary endpoints the (1) perceived social support of caregivers on the basis 

of the perceived social support caregiving scale, (2) the caregiver response scale of the caregivers and 

the (3) possible challenging behavior of PwD with the Neuropsychiatric inventory were recorded. 

With regard to the process evaluation, the following questions were clarified:  

1. How were the study participants recruited and which study participants could be enrolled?  

2. Was the intervention carried out as planned?  

3. In how many sessions did the relatives participate? Were there any dropouts? If so, what 

reasons led to the termination of the intervention?  

4. How important and good do participants feel about the intervention and its components 

(e.g. the telephone as an innovative core element of the intervention)?  

5. Were there hindering factors in the context of the intervention?  

6. How good was the implementation of the intervention?  

7. What kinds of health and care services were used before and after the intervention by the 

family caregiver to care for PwD ? 

To measure the efficacy of the intervention on the primary and secondary endpoints, descriptive and 

inferential statistics at two measurement times (T0, T1,) were used. The data analysis during the pro-

cess evaluation was done descriptively. For all analyses, the principles of intent-to-treat analysis were 

applied. 

 

STATUS 

Recruitment and T0 and T1 are complete. In total, only 38 relatives could be included and were di-

vided into five blocks (four each in waiting and intervention group pairs). Analyses of effect meas-

urement and process evaluation were carried out at the end of 2017. Initial analyses show that 

phone-based support groups provide a new way to relieve and to pay tribute to caregivers of PwD. 

To finally examine the effectiveness a larger study should be carried out/is recommended. 
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RESULTS/ APPLICABILITY 

Of the included 38 dyads, 36 participated in the study until the end. In the adjusted mixed linear 

model, the differences between T0 and T1 showed a positive, non-significant trend for the outcomes. 

For the primary endpoint (0-100) the difference for the intervention group was 3.3 (confidence inter-

val 95%: -0.9 - 7.6) compared to the control group -2.4 (CI95%: -7.3 - - 2.4). The process evaluation 

shows the practicability of the intervention and provides hints for the further development of the 

intervention components. 

 

DISSEMINATION  
 

CONFERENCES: 

 

Dichter, N. M., Albers, B., Trutschel, D., Wermke, K., Seismann-Petersen, S., Halek, M., & Berwig, M. 

(2017, October 2 – 4). Social support for informal caregivers via telephone: feasibility and ef-

fectiveness of the TALKING TIME randomized controlled trial. 27th Alzheimer Europe Confer-

ence - Care today, cure tomorrow, Berlin. 

PAPER/ BOOKS/ REPORTS: 

 

Berwig, M., Dichter, M. N., Albers, B., Wermke, K., Trutschel, D., Seismann-Petersen, S., & Halek, M. 

(2017). Feasibility and effectiveness of a telephone-based social support intervention for in-

formal caregivers of people with dementia: Study protocol of the TALKING TIME project. 

BMC Health Services Research, 17(1), 280. doi:10.1186/s12913-017-2231-2 
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Title  

SECONDARY ANALYSIS DEMAKUT & DEMKH 
DemKH2 

Duration 2015 - 2107 

Funding DZNE (for the work package of DZNE) 

Collaboration  Department of Nursing Science, University of Vienna 

 Department of Nursing and Health Care, University of St. Gallen (Switzerland) 

Principal  

Investigator 

Hanna Mayer (University of Vienna) 

Scientific Staff Christiane Pinkert (DZNE), Eva Faul and Doris Kamleitner (University of Vienna), Susi 

Saxer and Melanie Burgstaller (University of St. Gallen) 

INTRODUCTION 

Nurses in hospitals often do not feel well prepared for the care of patients with cognitive decline. 

This is because the professional training in acute care provides little expertise and confidence con-

cerning the use of psychosocial interventions. Furthermore, the fragmented and multi-professional 

care is focused on the acute illness, which hampers an individualized and person-centered approach 

for these patients who depend on safety and orientation. Hence, the main interest of this project 

was to discover how nurses experience this working situation and what strategies they develop for 

coping with it. The aim of the study was to analyze the subjective view of nurses concerning their 

care of patients with cognitive decline in hospitals. The overall question was: 

1. What does it mean for nurses in hospitals to care for patients with dementia? 

 

METHODS 

The study is a secondary analysis using the data from the DemAkut study (Vienna) and the DemKH 

study (Witten). There were five group discussions with nurses in German hospitals as well as seven 

with nurses in Austrian hospitals during 2015. The data were analyzed using content analysis. 

 

STATUS 

The project has been finished. A research article has been published.  
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RESULTS/ APPLICABILITY 

Nurses experience their possibilities as limited when considering their ability to care adequately for 

patients with cognitive impairments. The barriers are both individual limits such as attitudes or emo-

tions, but also higher-level barriers such as work pressure, perceived roles and team structures. 

Nurses develop different strategies to ensure patient care under limited conditions. The strategies do 

not always lead to positive consequences for the nurses themselves (e.g. bad conscience), but also 

for the patients (e.g. encouraging challenging behaviors). To overcome these limitations, a funda-

mental change of perspective in hospitals would be necessary among other things, which would ac-

tually put the interests of the patient at the center. 

 

DISSEMINATION  

PAPER/ BOOKS/ REPORTS 
 

Pinkert, C., Faul, E., Saxer, S., Burgstaller, M., Kamleitner, D., & Mayer, H. (2017). Experiences of 

Nurses with the Care of Patients with Dementia in Acute Hospitals – A Secondary Analysis. 

Journal of Clinical Nursing. doi:10.1111/jocn.13864 
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Title LITERATURE STUDY FOR THE DEVELOPMENT OF THE  

NATIONAL EXPERT STANDARD  

“FOSTERING AND SUSTAINING RELATIONSHIPS IN CARE 

FOR PEOPLE WITH DEMENITA” 

Exper-Dem-DNQP 

Duration 2015 - 2017  

Funding German Network for Quality Development in Nursing (DNQP) 

Collaboration  German Network for Quality Development in Nursing (DNQP) at the Osnabruck 

University of Applied Sciences 

Principal  

Investigator 

Martina Roes (lead) 

Daniel Purwins (project coordination) 

Scientific Staff  Jan Dreyer, Daniel Purwins, Jonathan Serbser, Silke Völz 

INTRODUCTION 

The procedure of the development and implementation of expert standards is specified in a method 

paper by DNQP (DNQP, 2015). In 2015, the DNQP-steering group decided to commission the devel-

opment of a new expert standard with the topic “Fostering and sustaining relationships in care for 

people with dementia” (“Beziehungsgestaltung in der Pflege von Menschen mit Demenz”) (DNQP, 

2015, S.4)1. Contrary to previous expert standards (e.g. decubitus or fall prevention) the challenge 

was to concretize which outcome is relevant in the care of people living with dementia. This defini-

tion of the relevant outcome is important for the literature study, because in the literature study 

interventions aiming at this outcome have to be identified. To define the outcome, the global con-

struct quality of life was used. In 2015 O'Rourke et al. published a meta-synthesis on quality of life 

from the perspective of people living with dementia. In this synthesis the authors discovered four 

dimensions, which constitute and influence quality of life: “Agency in Life Today (Purposeful vs. Aim-

less)”, “Relationship”, “Sense of Place (Located vs. Unset led)” and “Wellness Perspective (Well vs. 

Ill)”. To define all four dimensions as relevant outcomes for the literature study would be too broad 

and unspecific. Therefore, only the dimension “Relationship” was used as an outcome for the litera-

ture study and building up successful relationships was chosen as the overall topic for the expert 

standard. Taking into account that person-centeredness is required as a base for relationship care, 

this project is strongly connected to the project PerDem.  

  

                                                                 
1 Nursing Care for People with Dementia (DNQP, 2015, S. 4, translated by the author).  
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METHODS 

Referring to the method paper of the DNQP (2015), a search strategy was developed and described 

as well as applied in relevant literature databases. After selecting relevant publications by two inde-

pendent researchers, all the included studies were descriptively summarized. The methodical quality 

of the included studies was appraised by two independent researchers. The content-related assess-

ment was done by the members of the expert working group. 

In every expert standard, explanatory comments for every criteria-level are formulated for nursing 

praxis. These comments help to concretize and adapt the standard criteria to the specific conditions 

in different care settings. The comments for the expert standard “Nursing care for people living with 

dementia” were formulated by the members of the expert working group and the principal investiga-

tor. The discussions of the expert working groups were moderated by members of the DNQP. 

 

STATUS 

The literature study was completed in the second quarter of 2017. Based on this literature study the 

members of the expert working group developed a draft of the expert standard. The expert standard 

was completed in the fourth quarter of 2017. 

 

RESULTS/ APPLICABILITY 

Based on the literature study and the knowledge of the members of the expert working group, a 

draft of the expert standard “Building up successful relationships in the nursing care for people living 

with dementia” was developed. This expert standard was presented to professionals in the field of 

nursing at a consensus conference at the 6. October 2017 in Osnabrück. 

The consented expert standard will be published at the beginning of 2018. From January until June 

2018 the expert standard will be implemented in 29 different healthcare organizations to test its 

acceptance and practicality. 
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REFERENCES 
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DNQP/Dateien/Weitere/DNQP-Methodenpapier2015.pdf [Stand 02.11.2017]. 

 

O'Rourke, H. M., Duggleby, W., Fraser, K. D., & Jerke, L. (2015). Factors that affect quality of life from 

the perspective of people with dementia: a metasynthesis. J Am Geriatr Soc, 63(1), 24-38. 
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CONFERENCES: 
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ge, OsnabrückHalle. 

Roes, M., Purwins, D., Bieber, A., Burbaum, J., Dichter, M., Fröhlich, B., Gille, G., Haberstroh, J., Halek, 

M., Hasenbein, B., Jansen, S., Johannes, S., Keßler, M., Kuckert-Wöstheinrich, A., Lotzen, R., & 

Müller-Hergl, C. (2017, October 6). Vorstellung und Erörterung des Expertenstandardent-

wurfs. 9. Konsensus-Konferenz in der Pflege, OsnabrückHalle.  
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Title 

 

BeStaDem – SPECIAL DEMENTIA CARE IN NURSING HOMES BeStaDem 

Duration 2016 - 2021 

Funding DZNE 

Collaboration -- 

Principal  

Investigator 

Bernhard Holle (lead) 

Rebecca Palm (project coordination) 

Scientific Staff Silke Völz, Johannes Bergmann 

INTRODUCTION 

A needs oriented care for people with severe dementia who live in nursing homes requires a special 

concept. Many examples of special dementia care concepts have been developed and implemented 

into practice in the past few years. 

Against the background that the number of people with severe dementia in nursing homes will rise 

and the public resources for financing nursing home care are constrained, there is a need to look into 

the subject of nursing home services, and the costs and effects of special care concepts for dementia. 

The question is how should structures be organized to achieve a high quality of care, how could legal 

regulations support this and how could a service-oriented payment be realized. 

Due to their high implementation degree and the additional costs they cause, DSCU evaluation stud-

ies from Germany are scarce. Evaluation studies of DSCUs face the challenges that randomization is 

neither practical nor ethical and that due to the variety in their characteristics, DSCUs are hardly 

comparable. Predominant research models seem too simplistic to reflect the complexity that is in-

herent in this field of health service research. Therefore, alternative research frameworks and meth-

odologies are needed to explore complex relationships in DSCUs. The Realist Evaluation Approach by 

Pawson & Tilley (1997) is a theory-driven multi-method generic approach that goes beyond the ex-

perimental paradigm by providing an in-depth exploration of generative causal mechanisms and their 

social and contextual influences (Salter & Kothari, 2014). 

Objective: The Realist Evaluation aims at identifying and explaining which aspects of DSCUs are work-

ing, for whom, and under what circumstances the intended outcomes are reached. The evaluation 

will lead to a middle-range theory of relationships between contextual factors, mechanisms and out-

comes of DSCUs.  
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METHODS 

This multi-method study will be conducted in 4 phases. Phase 1 will lead to the development of an 

initial program theory that contains testable descriptions of the context, mechanisms and outcomes 

(CMOs) and proposes assumptions about their relationship. Therefore, a Rapid Realist Review will be 

conducted and enriched with data that were generated in expert interviews with program stake-

holders. In Phase 2, a survey study will be used to describe the context of DSCUs. Based on the de-

scriptive data, distinctive types of DSCUs will be developed and further investigated within a multiple 

case study. In Phase 3, empirically derived CMO-configurations will be compared within a cross-case 

analysis to scrutinize pre-developed assumptions of what works, for whom and under what circum-

stances. As a result of the synthesis process, the initial program theory will be refined and general-

ized (Phase 4). 

 

STATUS 

At the time of reporting, Phase 1 is in progress; Phase 2 is in preparation. 

 

RESULTS/ APPLICABILITY 

The results of the study are intended to inform providers of DSCUs and policymakers about contex-

tual aspects that are needed to facilitate an effectively working DSCU and which mechanisms en-

hance or hinder their successful implementation. The results will also provide information about the 

question for whom which DSCU model may be the most beneficial. 

 

REFERENCES 
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Title 
 

MEASURING THE QUALITY OF LIFE OF PEOPLE WITH  
DEMENTIA IN NURSING HOMES IN GERMANY 

Qol-Dem 

Duration 2010 - 2019 

Funding DZNE 

Collaboration -- 

Principal  

Investigator 

Margareta Halek (lead) 

Martin N. Dichter (project coordination)  

Scientific Staff Martin N. Dichter 

INTRODUCTION 
 

Quality of life (Qol) is a major outcome in intervention studies in dementia research. Available meas-

urements are heterogeneous in relation to their operationalization of Qol, their feasibility, psycho-

metric properties, and stage of dementia in which the application of the measurement is possible. 

The measurement QUALIDEM is recommended for the Qol assessment in institutional long-term care 

and for assessing Qol longitudinally. For this, QUALIDEM consists of two consecutive versions. Qol 

among people with mild to severe dementia is assessed using the 37 item-version (9 subscales) and 

very severe dementia with the 18-item version (6 subscales). 

The aims of the Qol-DEM project are the investigation of the reliability and validity of the QUALIDEM 

in Germany and a meta-synthesis of relevant Qol domains from the perspective of people with de-

mentia (PwD), which result in a model of dementia-specific Qol. Based on this, the following research 

questions are to be pursued: 

 

1. Which domains of Qol are described as relevant from the perspective of PwD? 

2. To what extent is the German QUALIDEM scalable? 

3. What is the internal consistency of the German QUALIDEM? 

4. What is the inter-rater reliability of the German QUALIDEM? 

5. What is the intra-rater reliability of the German QUALIDEM? 

6. To what extent is the German QUALIDEM valid? 
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METHODS 

This study is divided into three methodological phases.  (1) The aim of the first theoretical phase is 

the development of a dementia-specific Qol model as a result of a meta-synthesis of qualitative stud-

ies. On this basis, a selection of adequate strategies for the evaluation of the construct validity of the 

QUALIDEM is made. (2) The second empirical phase consists of the following three steps: (a) an in-

vestigation of the scalability and internal consistency based on a sample of 634 PwD, (b) an evalua-

tion of the inter-rater ( n = 161) and intra-rater reliability (n = 159), and (c) based on the results of the 

theoretical phase, a cross-sectional investigation of the construct and criterion validity of the 

QUALIDEM. (3) In the third phase, the QUALIDEM will be adapted, if necessary, based on the 

knowledge generated in the first two phases. 

 

STATUS 
 

The investigation of the scalability and two reliability studies of the QUALIDEM have been completed. 

In one reliability study, a User Guide for the German QUALIDEM was developed. In cooperation with 

the original QUALIDEM authors, an additional User Guide was developed for the English QUALIDEM 

version. Both User Guides have been published and are available free of charge. Based on the appli-

cation of the QUALIDEM user guide, the inter-rater reliability is excellent. 

For the preparation of the validity study, the two measurements MEDLO Tool (Maastricht Electronic 

Daily Life Observation Tool) and the QOLAS (Quality of Life Assessment Schedule) were translated 

into the German language. In 2017 a first investigation of the construct validity based on a secondary 

data analysis was performed. 

The investigation of the construct validity of the German QUALIDEM will start in 2018. 

 
 

RESULTS/ APPLICABILITY 

German and English versions of the user guide for the application of the QUALIDEM have been pub-

lished and are available free of charge. 

The application of the user guide yielded an increase in the inter-rater reliability of the QUALIDEM. 

Based on the application of the QUALIDEM, the proxy-rating by one single nurse can be re-

commended. 
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German versions of the Maastricht Electronic Daily Life Observation Tool incl. Unser Guide and the 

Quality of Life Assessment Schedule are available. 

 

DISSEMINATION  
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Title PREFERENCES FOR EVERYDAY LIVING INVENTORY OF THE 

ELDERLY (PELI-D) 

PELI-D 

Duration 2017 - 2020 

Funding Stiftung Wohlfahrtspflege NRW 

Collaboration  Diözesan-Caritasverband für das Erzbistum Köln e.V. 

 Diakonie Düsseldorf 

Principal  

investigator 

Martina Roes (lead) 

Daniel Purwins (project coordination) 

Scientific Staff Tobias Stacke, Johannes Bergmann, Mike Rommerskirch (Student Assistant) 

INTRODUCTION 

No matter what the healthcare setting, person-centered care and its implementation in caring for the 

elderly is a central issue. To provide individualized and person-centered care, healthcare profession-

als need knowledge about individual preferences of the persons cared for. Up to now, there are no 

German-language tools available to assess these preferences. 

The instrument PELI is based on self-assessment of the persons concerned. The inventory offers 

items referring to the preferences of the elderly with a wide spectrum of areas in everyday living. The 

PELI was originally developed to measure the preferences of people living at home. However, it has 

been successfully adapted for use in further healthcare settings, so that the following four versions of 

the PELI are now available: 

 PELI-NH Full©: Extended version for the use in long-term care facilities 

 PELI-NH Mid-Level©: Short version for the use in inpatient care 

 PELI-HC©: Version for the use in outpatient care 

 PELI-AD©: Version for the use in day care 

Altogether, study results to date indicate that PELI is a practicable, meaningful and valid instrument 

that facilitates person-centered care of the elderly in diverse settings and thereby improves quality of 

healthcare. The PELI version for the long-term care facilities has been tested since July 2016 in two 

American states by researchers of the Miami University and the University of Pennsylvania. 

At the moment, there is no comparable research instrument to the PELI in German. As part of the 

proposed project all versions of the PELI-D (nursing homes, day care and home care service) … 

1. … will be culturally sensitively translated into German. 

2. … will be examined in a pilot study for their applicability and their usefulness. 
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The project PELI-D will be supported by the "Diözesan-Caritasverband für die Erzbistum Köln e.V." 

(contact: Dr. Heidemarie Kelleter) and the "Diakonie Düsseldorf" (contact: Dr. Nada Radic) as cooper-

ation partners. 

By linking preferences in the context of person-centered care, overlaps can be found with the project 

"Per-Dem", which is also located in Witten. "Per-Dem" focuses the concepts of persons in the context 

of dementia. 

 

METHODS 
 

The project PELI-D is divided into two phases.  

Phase 1 includes the translation and linguistic validation of the specific PELI versions. The process 

of translating into German follows the recommendation for the translation and cultural adapta-

tion of the ISPOR Task Force for Translation and Cultural Adaption (Wild et al., 2005). This in-

cludes, for instance, a Forward-Translation, Backward-Translation, the integration of Expert-

Committees and a Cognitive-Debriefing. For example: With the involvement of caregivers, who 

are provided by the cooperation partners, the PELI versions will be evaluated context-sensitively 

within the Cognitive Debriefing and for all specific PELI versions. 

In Phase 2 the specific PELI versions (nursing homes, day care and home care service) will be 

checked for their applicability. The piloting will take place in institutions run by each of the project 

partners (nursing homes, adult day care, and home care). Both qualitative (semi-standardized in-

terviews, focus group interviews, documentary analysis) and quantitative methods (interclass cor-

relation, reliability analysis etc.) will be used. People in need of care but without severe cognitive 

impairment (MMSE> 16) are included in the study. Furthermore, a close relative or alternatively 

also a close caregiver is involved for each person in need of care. The nursing staff will complete 

the specific PELI version with the people in need of care. 

 

The selection of the methods and instruments is based on the research questions. In addition to the 

specific PELI versions, satisfaction, cognitive status and demographic aspects will be recorded by 

separate questionnaires. Quantitative analysis will be based mainly on descriptive statistical meth-

ods. Qualitative data will be analyzed with a variant of the qualitative-content-analysis. Furthermore, 

the simultaneous application of qualitative and quantitative research strategies should create syner-

gies that increase the scientific knowledge. For example, results of the translation process will be 



2.3 METHODS AND MEASUREMENTS 

50 
 
 

included in the validation of the instrument. Results regarding the reliability of the instrument are 

related both qualitatively and quantitatively. 

 

STATUS 

 
Currently, the project is in Phase 1, in which the two translators will discuss the results of their trans-

lations and highlight problematic items to be translated. Subsequently, the results will be discussed 

critically by an Expert Committee. Furthermore, discussions with the cooperation partners and the 

developers of the PELI instrument are taking place. The goals set are intended to match the require-

ments and challenges of the practice. 

 

With the end of the translation phase (03/2018) the project will be submitted for ethical approval to 

the DGP. Then the piloting phase starts (10/2018); training and other preparation will be carried out 

before the piloting starts. The pilot ends with a focus group interview attended by the participants of 

the piloting (10/2019). Finally, the evaluation and writing of the results will take place until the end 

of the project (08/2020). 

 

RESULTS/ APPLICABILITY 

The PELI-D will provide free of charge an instrument to measure preferences of persons in need of 

care in out- and inpatient settings in a standardized way for nursing facilities. The information col-

lected should serve as a base for the systematic planning and implementation of care that is ade-

quate to the individual preferences of the person concerned. This contributes to optimizing the pro-

cess of care services and to enabling older people in their autonomy and social participation. 

 

REFERENCES 
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Title 
 

TRANSLATION AND LINGUISTIC VALIDATION OF THE 

CHALLENGING BEHAVIOUR SCALE 

CBS-G 

Duration 2012 - 2017 

Funding DZNE 

Collaboration Prof. Esme Moniz-Cook, Faculty of Health & Social Care, Hull University 

Principal  

Investigator 

Margareta Halek (lead) 

Daniela Holle (project coordination) 

Scientific Staff Daniela Holle, Beatrix Döttlinger 

INTRODUCTION 

The DZNE strives to optimize the assessment of outcomes for care interventions and to adapt exist-

ing outcomes to the need of healthcare research and care practice. For the assessment of challenging 

behavior of people with dementia (PwD), only a few German instruments exist that are adapted to 

the context of nursing. An alternative to instruments such as NPI and CMAI is the Challenging Behav-

ior Scale (CBS). The CBS was developed in the UK on the basis of descriptions of professional caregiv-

ers for elder people. Thus, the scale focuses on behaviors of PwD that are relevant and understanda-

ble for nurses. The instrument assesses incidence and prevalence of a wide spectrum of challenging 

behavior (e.g. aggression, insomnia or restlessness) as well as the perceived difficulties and challeng-

es of nurses provoked by challenging behavior. The CBS further shows adequate psychometric prop-

erties. Aim of the project is to translate the CBS into German and to evaluate the translated German 

version of the CBS in relation to its comprehensibility and clarity of items. 

 

METHODS 

The translation procedure is based on the two-panel approach. A translation team, consisting of six 

people with different expertise in translation, was informed about the content and the underlying 

concepts of the CBS. The team was introduced into the translation method and the first translation of 

the CBS was conducted within a guided group discussion. Subsequently, a focus group, consisting of 

six nurses and nursing assistants from different nursing homes, evaluated the first interim translation 

of the CBS with regard to its adequacy in the wording and to the comprehensibility of the phrasing 

used. Moreover, the focus group was informed in advance about the CBS and the translation meth-

od. No information was given about the original English version of the CBS. Criticism and proposals 

for modifications propounded by the focus group were discussed and included in the first translation 

of the CBS.  
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Finally, 23 professional caregivers were interviewed to evaluate the comprehensibility, clarity and 

fluency of the wordings used for the German CBS using a semi-standardized questionnaire.  

 

STATUS 

The translation and linguistic validation of the CBS-G has been completed. A paper about the transla-

tion and linguistic validation of the CBS-G has been accepted for publication. 

 

RESULTS/ APPLICABILITY 

A German Version of the CBS is now available for use in healthcare research and care practice. The 

translation for the CBS using the two-panel approach was perceived to be very beneficial and effec-

tive in comparison with the traditional forward-backward translation. 

The evaluation of the translated version of the CBS showed that the majority of items were easy to 

understand and clear in their meaning. The instructions given for the analysis and interpretation of 

the results of the CBS were less understandable.  

 

DISSEMINATION  

PAPER/ BOOKS/ REPORTS: 
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validation of the German Challenging Behaviour Scale for formal caregivers of people with 

dementia in nursing, Journal of Nursing Measurement.  
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Title 
 

ENGLISH TRANSLATION OF THE INNOVATIVE DEMENTIA 

ORIENTATED ASSESSMENT TOOL (IDA) 

IdA-E 

Duration 2012 - 2017 

Funding DZNE 

Collaboration -- 

Principal  

Investigator 

Margareta Halek  (lead) 

Daniela Holle (project coordination) 

Scientific Staff -- 

INTRODUCTION 

The Innovative Dementia-Orientated Assessment tool (IdA) guides nursing staff systematically 

through the process of identifying possible triggers and causes of challenging behavior of people with 

dementia (PwD). IdA was developed on the basis of an international literature review and the deci-

sion to integrate the ‘need-driven dementia-compromised behavior model’ (NDB-model). It was 

tested in relation to its practicability, content validity and construct validity in different nursing 

homes in Germany. IdA is recommended as a guideline for team meetings and dementia-specific 

case conferences. The use of IdA has been limited to the German-speaking context because of its 

restriction to the German language.  

The aim of the project IdA-E was the translation of IdA into the English language as a first step to 

make IdA available for use in English-speaking countries. 

 

METHODS 

The translation of IdA was carried out according to the translation process of ISPOR (International 

Society for Pharmacoeconomics and Outcomes Research): 

Preparation: Permission was obtained to use and translate IdA. Additionally, the developer of 

IdA was involved within the translation process. Information about the conceptual basis of the 

items in IdA were gathered and discussed with the developer of the instrument and subsequent-

ly summarized in a manual for use by the translators. Two translators with experience in nursing 

and dementia were recruited for the translation.  

Forward translation: IdA was translated independently by the two translators from German 

(source language) into English (target language). 
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Harmonization: Forward translations were reconciled into a single forward translation. Discrep-

ancies between the two translations were discussed with the developer of IdA and the two 

translators. 

Back-translation: Two back translations of the reconciled English translation of IdA into German 

took place by the same translators who conducted the forward translations.  

Harmonization: The back translations were reviewed against the source language of IdA to en-

sure the conceptual equivalence to the translation. Discrepancies between the two translations 

and the original version of IdA as well as the back-translations were discussed with the develop-

er of IdA and the two translators. 

Cognitive debriefing: Cognitive debriefing of the final English translation of IdA was carried out 

with two registered nurses from Great Britain who represent the target population of IdA. Cog-

nitive debriefing was undertaken to assess the level of comprehensibility and to identify items 

that may be inappropriate at a conceptual level. 

A supplemental IdA-Manual was translated into English using forward translation harmonization.  

 

STATUS 

The translation of the Innovative Dementia-Orientated Assessment tool and the manual has been 

completed. The translation process and the English version of IdA (IdA-E) have been published. 

 

RESULTS/ APPLICABILITY 

An English version of IdA is now available for use in nursing research and nursing practice. It was of 

great importance that the translators were informed about the underlying concepts of the assess-

ment and that each item of IdA was described in detail in a manual before translation took place. A 

further advantage was that both translators had experience in nursing and dementia. The harmoniza-

tion processes were time-consuming steps and they took longer than expected. 

Translation of IdA into English has to be understood as a first step within the adaptation process of 

IdA for an English-speaking country. Further studies are needed to pilot IdA within the specific con-

text of the target population and to test its linguistic appropriateness as well as its face and content 
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validity. In addition, psychometric testing is needed to evaluate the scientific merit of IdA in the tar-

get countries. 

 

DISSEMINATION  

PAPER/ BOOKS/ REPORTS: 
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56 
 

  

2.4 POTENTIALS OF AND IN CARE ARRANGEMENTS  

 

Title 
 

DIVERSITY OF CARE SERVICES FROM ONE SOURCE – 

 A NURSING HOME AS THE CARE PLANNER, SERVICE  

PROVIDER AND GATE KEEPER FOR ELDERLY AND CARE-

DEPENDENT PEOPLE LIVING IN THE COMMUNITY.  

AN EVALUATION STUDY OF AN INNOVATIVE HEALTHCARE  

SERVICE MODEL IN GERMANY 

Vifa 

Duration 2016 - 2018 

Funding Stiftung Wohlfahrtspflege NRW, DZNE 

Collaboration  Städtische Seniorenheime Krefeld, Andreas Kutschke 

 Hochschule Esslingen, Reinhold Wolke 

Principal  

Investigator 

Margareta Halek (lead) 

Milena von Kutzleben, Ina Hartwig (both project coordination) 

Scientific Staff Bernd Albers, Ina Hartwig, Bernhard Holle, Daniel Purwins, Martina Roes, Milena 

von Kutzleben 

INTRODUCTION 
 
 
 

Organizing home-based care arrangements and providing care for older people in the need of care 

and support at home presents several challenges for informal as well as for formal carers. One of the 

main reasons is the fragmentation within the German social security system and especially within the 

long-term care insurance law with its strict separation between inpatient, semi-inpatient and outpa-

tient care. The consequence is a variety of service providers and institutions providing services un-

derlying different logics of provision, financing and sourcing. This often leads to a care situation that 

may not be needs-oriented or cover objective demands.  

With their Gesamtversorgungskonzept (Healthcare service model) the Städische Seniorenheime Kre-

feld (SSK) provide outpatient care to people in the need for care and support living in private house-

holds within a defined radius in direct proximity to the four nursing homes of the SSK.  

In order to be able to do so, the SSK negotiated contracts with the respective social insurance agen-

cies as the legal framework for their project. This contract allows the SSK to offer a “basket” of ser-

vices that covers all three settings (inpatient, semi-inpatient and outpatient care) without having to 

implement a separate ambulatory nursing service as well as social and household-related services 

from one source. Such a Gesamtversorgungsvertrag (Healthcare service contract) is a radical innova-
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tion within the German long-term care systems and is unprecedented in North Rhine-Westphalia so 

far.  

The DZNE’s task within this project is to evaluate the SSK’s approach. The aim of this evaluation study 

is to gain a wide insight into how the organization of home-based care arrangements is performed. 

Therefore, the evaluation of this project focuses the perspectives of the users and service providers 

as well as the system and economic perspectives. 

 
 

METHODS 

The study has a prospective multi-perspective longitudinal design and uses qualitative and quantita-

tive methods. The user perspective is comprised of case studies focusing on the experiences the SSK 

clients and their families gained throughout the implementation process of the Gesamtversorgung-

skonzept. This data collection will be complemented by the use of a quantitative assessment. Stand-

ardized questionnaires, single and focus group interviews are used to evaluate the service provider’s 

perspective. Data from the system perspective is provided by expert interviews with relevant stake-

holders in the local and regional care system. In the economic perspective, data will be collected by 

analyzing documents, evaluating routine documentation and by conducting interviews with the SSK. 

Data concerning the client’s use of services will be collected by using standardized questionnaires. 

 

All conducted qualitative interviews will be transcribed verbatim. Data collected for the part of the 

system perspective will be analyzed using a structured content analysis (Schreier, 2012), the analysis 

of the user perspective is based on the thematic coding as described by Flick (2016). A structured 

content analysis in line with Schreier (2014) will be applied for the interviews with the service pro-

vider. The quantitative data analysis will use mainly descriptive statistics.  

Quantitative and qualitative data will be used to inform and complement each other and will there-

fore be integrated taking the underlying research questions into consideration in order to be able to 

draw a comprehensive picture of the evaluation.  
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STATUS 
 

In the user’s perspective, 15 case studies were conducted, while the quantitative part compasses 

round about 40 cases. At the moment, the quantitative and qualitative data collected in t1 is ana-

lyzed. Furthermore, the preparation for the last data collection period within the user’s perspective is 

ongoing. 

The team focusing on the service provider’s perspective is also still engaged in analyzing the t0 and t1 

data. Moreover, the last data collection period is going to be prepared within the next few weeks. 

The system’s perspective team is dealing with the analysis of the expert interviews.  

The economic evaluation part of the study is focusing on the current operating costs. Additionally, 

the Controlling Data is being analyzed in view of proceeds and cost development. Besides which, t1 

data is also being analyzed. 

 

RESULTS/ APPLICABILITY 

Evidence obtained during the analysis may serve the cost units as an important foundation for deci-

sions about their orientation in future healthcare provision contracts. Moreover, interested funding 

institutions get a valuation basis and references for the implementation of a similar concept.  
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Title  
 

PERSON-CENTEREDNESS AND CONCEPTS OF THE PERSON 

IN THE CONTEXT OF DEMENTIA 

Per-Dem 

Duration 2014 - 2019 

Funding DZNE 

Collaboration  Pennsylvania State University (USA) 

 Polisher Research Institute (USA) 

 The School of Dementia Studies – University of Bradford (UK)  

Principal  

Investigator 

Martina Roes (lead) 

Jonathan Serbser (project coordinator) 

Scientific Staff Jan Dreyer, Jonathan Serbser 

INTRODUCTION 

Since the mid-nineties, person-centeredness – often cited in connection with Tom Kitwood – is a 

well-known concept in the field of care for people with dementia (PwD) as well as in dementia re-

search. As an alternative concept for a primarily clinical and medical approach, person-centeredness 

marks a shift of perspective in dealing with PwD. Instead of on the treatment and cure of dementia 

the focus lies on the psychosocial consequences of the disease and therefore aims at improving qual-

ity of life. Under the label of person-centeredness, a broad and heterogeneous field can be found, 

ranging from concrete practical care and support measures to theoretical considerations and on to 

the approaches of care providers and research organizations. Since the nineties, the number of pub-

lications referring to person-centeredness has been growing; however, they refer to the concept in 

very different ways. In view of this development, the question arises whether and how person-

centeredness can be understood as a coherent approach and whether it is based on a reliable com-

mon theoretical ground. 

Furthermore, the concept of person-centeredness poses special challenges for theory and practice as 

it seems that there is no common agreement on how “being a person” could be conceptualized con-

sidering the background of dementia. For the affected people, the progressive course of the disease 

has direct implications on their world-experience and learning abilities. This has implications on per-

sonal identity, which becomes more and more fragile with further progression. 

In this discussion on the conceptualization of “being a person”, the concept of autonomy is one cen-

tral aspect, which has a special relevance both in the provision of care and care research. Here the 

question is not only if and how long PwD could act independently or live a self-determined life (see 

also German Ethics Council 2012), but in particular how autonomy per se is discussed with regard to 

dementia. 
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In order to meet the complexity of the topic of person-centeredness in dementia, the research pro-

ject Per-Dem pursues three different strands (research questions and aims). In the first project 

strand, an analysis and inventory of the concept of person-centeredness within the relevant litera-

ture will be undertaken. The findings of these first steps will build a solid ground for a thorough dis-

cussion of the concept of personhood during the second strand of the project. Parallel to this and 

also based on the first project strand, a conceptual analysis of autonomy and self-determination will 

be carried out. 

 

The following research questions shall be answered during the project: 

1. What does the concept of person-centeredness mean with regard to dementia in the re-

search literature? 

2. Which concepts of personhood underlie the research literature concerning person-

centeredness with regard to dementia? 

3. How is the concept of autonomy discussed in the literature on person-centered dementia re-

search and care? 

 

METHODS 

To cover a wide range of literature and to generate a systematic literature search as comprehensively 

as possible, the search will be conducted as a scoping study. A search strategy for a total of nine da-

tabases will be designed and corresponding search runs will be carried out. Apart from that, relevant 

publications will be additionally gathered through hand search and consultation of experts. Subse-

quently, the full texts will be analyzed with MAXQDA. For dealing with the first research question and 

for the purpose of a conceptual analysis, categories will be formed from the identified publications in 

order to describe the different ideas of person-centeredness in appearance and content and hence 

to quantify them numerically. 

The results of the scoping study will be used to deal with the second research question in a next step. 

To identify the underlying concepts of the person and personhood from the research literature and 

to compare them differentially, the search strategy of the first research question may possibly have 

to be modified and a further research conducted. The subsequent analysis will also be carried out in 

MAXQDA.  
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The body of literature gathered in the first project strand is used parallel for a discourse analytical 

examination on the topic of autonomy and self-determination. Data preparation and analysis are also 

undertaken with MAXQDA. 

 

STATUS 

A systematic literature search was conducted in nine databases (Medline, PsychInfo, PubPsych, Ci-

nahl, Scopus, Web of Science, Cochrane, Sowiport, EBSCO-Geisteswissenschaften; the duplicates 

were removed from the overall hits (n=3517) and a title/abstract screening with regard to the first 

research question was completed. Currently, the analysis of the included articles with MAXQDA is on-

going and first results have been presented to (inter)national cooperation partners. The planned 

completion date of the first project phase (scoping study) is 2018. 

Building on the first results of the scoping study, a contribution to the debate about social health and 

autonomy in the context of dementia was possible. The identified literature of the scoping study was 

analyzed in a multi-step approach using discourse analytical methods. Heterogeneous conceptions of 

autonomy in the context of dementia were identified. With a forthcoming publication the completion 

of the project strand concerning the topic autonomy and self-determination is planned for the be-

ginning of 2018. 

 

RESULTS/ APPLICABILITY 

The results of the project Per-Dem provide a systematic overview of the current debate on person-

centeredness with regard to PwD. Alongside a concept clarification, the results enable a critical anal-

ysis of the consequences for existing care-concepts and of the theoretical background within demen-

tia research in general, which could be exemplified in the aforementioned contribution to the social 

health discourse. For the DZNE in Witten the results also contribute to positioning DZNE within the 

international debate on person-centeredness and dementia with regard to both research and care 

practice. 

Furthermore, based on the topic person-centeredness contextual links arise to two other projects at 

the DZNE-site Witten. Since person-centeredness is a prerequisite for building up successful care 

relationships, preliminary results from the project Per-Dem contributed to the development of the 

German national expert standard “Beziehungsgestaltung in der Pflege von Menschen mit Demenz” in 



2.4 POTENTIALS OF AND IN CARE ARRANGEMENTS 

63 
 
 

the project Exper-Dem. Perspectively, there are connections to the research project PELI-D. The aim 

of PELI-D is the translation of an instrument to capture preferences of care-dependent people. The 

knowledge of these preferences can be seen as a requirement for person-centered care. 

 

DISSEMINATION  
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Title 
 

REVIEW OF EMPIRICAL STUDIES ON THE TOPIC  

„SOCIAL INCLUSION OF PEOPLE WITH DEMENTIA” 

 

Duration 2015 - 2017 

Funding DZNE 

Collaboration -- 

Principal  

Investigator 

Bernhard Holle (lead) 

Christiane Pinkert (project coordination) 

Scientific Staff Christoph Cavazzini, Iris Hochgräber, Kerstin Köhler, Rebecca Palm,  

Christiane Pinkert, Milena von Kutzleben 

INTRODUCTION 

The concept “social inclusion” has scarcely been investigated in empirical research in the context of 

dementia. In Germany there are some theoretical approaches to this concept. Nevertheless, the con-

cept is used in political and social debates. However, it seems necessary to operationalize the con-

cept in order to make it measurable and applicable to research. A literature review with the focus on 

social inclusion of people with dementia (PwD) is being conducted. It aims to investigate:  

1. How social inclusion is defined and theoretically embedded in empirical research 

2. How social inclusion is approached methodologically 

3. What the relevant findings with regard to social inclusion are 

The main research question was: How are the concepts of social inclusion and exclusion of PwD in 

empirical studies understood and applied? 

 

METHODS 

In order to answer the research question, an integrative review has been conducted. Only empirical 

studies in German and English language as well as reviews based on empirical studies were included 

(n=9).  

 

STATUS 

The literature analysis has been completed. An English-language article is in preparation. 
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RESULTS/ APPLICABILITY 

The review is to be published in an international journal, thus providing a basis for further research 

on the concept of social inclusion as well as offering a consideration of social inclusion in intervention 

development and testing at the DZNE site Witten.  
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Title 
 

STABILITY OF HOME-BASED CARE ARRANGEMENTS FOR 

PEOPLE WITH DEMENTIA 

StiV-H 

Duration 2014 - 2020 

Funding DZNE 

Collaboration -- 

Principal  

Investigator 

Bernhard Holle (lead) 

Kerstin Köhler, Jan Dreyer (both project coordination) 

Scientific Staff Milena von Kutzleben, Iris Hochgraeber 

INTRODUCTION 

Most people with dementia (PwD) live at home. It is their expressed wish to stay in their familiar 

environment and the majority of informal carers also tend to keep the person with dementia at 

home for as long as possible. The ageing in place policy of today’s social security systems favors and 

supports community care over institutional care. In most care arrangements, an informal carer as-

sumes the role of the key care provider. Informal carers shoulder a vast amount of hands-on care and 

are also in charge of coordinating the care arrangement and different forms of support. Furthermore, 

informal carers often have to take responsibility for crucial decisions during the dementia care trajec-

tory. However, until now it remains unclear how the involved actors establish sustainable care ar-

rangements and what factors influence this process. 

The preceding research project VerAH-Dem (2010-2013) aimed at describing home-based care ar-

rangements from a time-course perspective. A core result of the VerAH-Dem project was a phase 

model of informal caring trajectories. In this model, creating and maintaining stability crystallized as 

a guiding principle of informal carers. The subsequent project StiV-H builds on these results and aims 

to develop a theory-based understanding of stability of home-based care arrangements for people 

living with dementia. It should serve as a basis for the development and design of future care struc-

tures.  

Thus, the StiV-H project is a multiphase project with different phases building upon each other. The 

aim of the first phase of the research project StiV-H was to define the complex phenomenon stability. 

This phase has been completed successfully. In the second phase, a meta-study will be conducted to 

theorize how stability is constituted. Furthermore, crucial influencing factors on stability will be iden-

tified by this knowledge synthesis. Additionally, the phase model developed in the VerAH-Dem pro-

ject will be validated and refined. 
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The project investigates the following research questions concerning the meta-study: 

1. How is stability of home-based care arrangements for people living with dementia consti-

tuted? 

2. What are the essential factors that influence stability? 

The validation of the phase-model is based on the following question:  

1. Is the phase model developed in the VerAH‐Dem pilot study valid and generalizable? 

2. Are there additional phases or themes that have to be complemented? 

 

METHODS 
 

The meta-study methodology – rooted in the tradition of qualitative meta-synthesis – is used to iden-

tify and integrate knowledge about the complex phenomenon stability. This methodology provides a 

framework for analyzing theories, methods and results of the included primary studies and to inte-

grate these analyses in a final synthesis. A cyclic, iterative and hermeneutic strategy is used to identi-

fy and analyze relevant studies. Thematic synthesis is used for the analysis. The original meta-study 

methodology will be extended to include qualitative, quantitative and mixed-method studies as well 

as literature reviews. For more information regarding the design and method cf. PROSPERO 

(CRD42016041727). 

 

Informal carers will be asked about their experiences and caring actions during the dementia care 

trajectory. These interviews will be conducted as focus group discussions or individual interviews. 

They will be recorded, transcribed and analyzed with qualitative methods (content analysis/thematic 

analysis). The inclusion criterion for participation is that the informal carer cares for a PwD, who still 

lives at home, died at home or recently moved to a nursing home. Thereby, a heterogeneous sample 

regarding socio-demographic data and living situation of the PwD and his/her informal carers is re-

quired. 
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STATUS 

The literature search and screening for the meta-study have been completed and an initial coding for 

all included studies (n=144) has been performed. The study protocol has been submitted for publica-

tion. Currently, the analysis phase has started and first results will be published mid-2018. This pro-

ject strand will be completed in 2018. 

For the validation study n=3 focus group discussions (with n=14 participants) and n=15 individual 

interviews were performed. The interviews are being transcribed for analysis. The publication of the 

results and the conclusion of this project strand are planned for 2018. 

 

In 2018, two complementary project strands will be initiated. The first strand is a qualitative informal 

carer study that investigates the perspective of family carers on the stability of their home-based 

care arrangement by using qualitative methods (content analysis/thematic analysis). For this study 

the interviews already performed for the validation study will be analysed, addressing this specific 

focus. The second strand is a quantitative secondary analysis of data derived from different projects 

of the DZNE (VerAH-Dem, StiV-H, ViFa and DemNet-D). Using unbiased conditional inference trees (C-

Trees), crucial influencing factors on the perceived stability of home-based care arrangements will be 

uncovered. Both strands will start in 2018 and will be completed in 2019. 

 

RESULTS/ APPLICABILITY 

The results of the ongoing project strands (meta-study, validation study) as well as the two projected 

strands (informal carer study, quantitative secondary analyses) will provide a profound theoretical 

understanding of the complex phenomenon of stability, support the identification of crucial influenc-

ing factors on stability and facilitate a deeper understanding of informal dementia care trajectories. 

This core of knowledge enables operationalizing stability (e.g. development of an assessment instru-

ment for research and practice) and allows differentiating between stable and instable caring ar-

rangements. The long-term goal of the project StiV-H is to identify and/or develop customized and 

stability-promoting care structures and interventions for families living in the community setting. 
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ta-study on mixed research.  

Dreyer, J., Köhler, K., von Kutzleben, M., & Holle, B. (2017). Stability of home-based care arrange-

ments for people living with dementia – Results from a meta-study of qualitative and quanti-

tative research. In Alzheimer Europe (Ed.), 27. Alzheimer Europe Conference: Care today, cure 

tomorrow (pp. 51-52). Berlin, Germany: Alzheimer Europe. 

Köhler, K., Dreyer, J., Von Kutzleben, M., Hochgraeber, I., & Holle, B. (2017). What constitutes stabil-

ity of home-based care arrangements for people living with dementia? A meta-study. Innova-

tion in Aging, 1(S1), 157.  

von Kutzleben, M., Köhler, K., Dreyer, J., Holle, B., & Roes, M. (2017). Stabilität von häuslichen Ver-

sorgungsarrangements für Menschen mit Demenz. Entwicklung und Konsentierung einer De-

finition von Stabilität durch Expertenfokusgruppen. [Stability of home based care arrange-
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Title 
 

insideDEM - UNDERSTANDING THE BEHAVIOR OF PER-

SONS WITH DEMENTIA WITH ASSISTIVE TECHNOLOGIES 

USING DIAGNOSTIC AND DECISION PROCESSES 

insideDEM 

Duration 2015 - 2018 

Funding Federal Ministry of Education and Research 

DZNE (own funding share) 

Collaboration  German Center for Neurodegenerative Diseases (DZNE) with sites in Witten and 

Rostock/Greifswald 

 euregon AG, Augsburg 

 Städtische Seniorenheime Krefeld  

 University of Rostock, Institute of Computer Science, Mobile Multimedia Infor-

mation Systems Group 

 University of Applied Sciences Dusseldorf, Faculty of Media 

Principal  

Investigator 

Margareta Halek (lead), 

Sven Kernebeck (project coordination) 

Scientific Staff Sven Kernebeck, Daniela Holle 

INTRODUCTION 

Handling challenging behavior is one of the most demanding burdens of caring for persons with de-

mentia (PwD). Understanding diagnostic is a method of analyzing possible reasons for challenging 

behavior for professional nursing staff. However, the IdA Assessment is a systematic method for un-

derstanding diagnostic which is only available for professional nurses. A method for informal caregiv-

ers is not yet available. The particular focus of insideDEM is to adapt the IdA Assessment as a part of 

an assistive technology for understanding diagnostics for informal caregivers. The following aims are 

to be achieved: 

1. To increase the quality of care for PwD by adapting the IdA Assesment as a part of an assis-

tive technology for informal caregivers 

2. Real-time sensor-based activity recognition of challenging behavior of PwD 

3. Efficient computer-based implementation of an assistive technology in the working processes 

between informal and formal caregivers 

4. To present an exemplary and user-centered approach to develop assistive technologies for 

PwD 

5. Analyzing ethical and legal consequences of the insideDEM assistive technology 
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METHODS 

The development phase of the Assistive Technology (AT), applying a user-centered design process 

with iterative cycles, was finished in July 2017. Caregivers of PwD were included as the future user 

group in this process by applying different methods. To adapt and assign the IdA assessment to a 

tablet-based digital version, cognitive interviews with caregivers of PwD were conducted. The results 

of these interviews are the essential foundation for the linguistic description and the design of the 

questions inside the tablet app. Furthermore, on the basis of literature and expert organizations such 

as the Alzheimer Association, the content of the recommendation module was conceptualized in 

cooperation with the University of Rostock. Depending on the answers in the assessment, the rec-

ommendation module will present recommendations for caregivers to cope with the challenging 

behaviors of PwD. Subsequently, after development and programming the AT will be tested in a first 

feasibility study using the MRC framework for the development of complex interventions with a 

nested extensive process evaluation. Especially in the early stages of the development of such tech-

nologies, ethical considerations are highly important and will be evaluated by conducting a compre-

hensive workshop in accordance with the MEESTAR model. 

 

STATUS 

The feasibility study was ethically approved by the German Nurses Association in the first half of the 

year. Currently, the feasibility study and the nested process evaluation are being conducted. Data 

collection will be finalized at the end of April in 2018. The ethical evaluation is planned for May 2018. 

 

RESULTS/ APPLICABILITY 

The results of the feasibility study and the nested process evaluation will reveal information about 

the mechanisms of impact of the intervention and the practicability of the study procedure. Fur-

thermore, the factors of user acceptance of the intervention and study procedure will be evaluated. 

In addition, the results will give first indications of possible outcomes of the intervention. The results 

of both study parts are the main basis for further developments of the intervention and the design of 

future pilot studies and randomized-controlled trails on a larger scale. 
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CONFERENCES: 

Halek, M., & Kernebeck, S. (2017, June 26) Einbeziehung von Menschen mit Demenz in die Entwick-

lung und Evaluation von Technologien. Zukunftskongress "Technik zum Menschen bringen" 

des Bundesministeriums für Bildung und Forschung (BMBF), Bonn. 

Weschke, S., Koldrack, P., Henf, J., Gilmore-Bykovskyi, A., Halek, M., Roes, M., Kirste, T., & Teipel, S. 

(2017, October 8 - 10). The influence of patients’ experienced context on behavioral symp-

toms in persons with dementia in a nursing home setting. Kongress der Deutschen Gesell-

schaft für Psychiatrie und Psychotherapie, Psychosomatik und Nervenheilkunde (DGPPN), 

Berlin. 

PAPER/ BOOKS/ REPORTS: 
 

Teipel, S., Heine, C., Hein, A., Krüger, F., Kutschke, A., Kernebeck, S., Halek, M., Bader, S., & Kirste, T. 

(2017). Multidimensional assessment of challenging behaviors in advanced stages of demen-

tia in nursing homes—The insideDEM framework. Alzheimer's & Dementia: Diagnosis, Asses-

sment & Disease Monitoring, 8, 36-44. doi:10.1016/j.dadm.2017.03.006 
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Title 
 

DESKK – DEVELOPMENT AND TESTING OF A DEMENTIA 

SPECIFIC RESPITE CARE CONCEPT 

DESKK 

Duration 2016 - 2019 

Funding Stiftung Wohlfahrtspflege NRW (Förderlinie „Pflege inklusiv“) 

Collaboration Caritasverband Paderborn e.V. – Haus St. Antonius (Respite care center specialized 

for people with dementia) 

Principal  

Investigator 

Bernhard Holle (lead), 

Steffen Heinrich (project coordination) 

Scientific Staff Christoph Cavazzini, Steffen Heinrich 

INTRODUCTION 
 

Caregiving for people with dementia (PwD) is often very challenging, particularly for family members. 

This situation is associated with the compensation of functional limitations and insufficient use of 

supporting structures for family caregivers of PwD. Mobility programs potentially delay the 

functional decline of dementia, and structured information material may help families to identify 

appropriate supporting structures in the healthcare system. While short-term care is frequently used 

in Germany, its potential for the rehabilitation of PwD and for informing family caregivers is widely 

unused.  

 

Study aim is the development and testing of a rehabilitation concept for PwD and their family 

caregivers in short-term care. The concept is based on a mobility rehabilitation program for PwD with 

a) interventions addressing functional limitations and b) the provision of information for family 

caregivers regarding the use of dementia health services in Germany. The concept will be evaluated 

with respect to its usability and implementation requirements. This leads to the following research 

questions: 

 

1. What kind of interventions are relevant for developing a dementia-specific short-term care 

concept addressing the delay of functional limitations and counseling services for caring 

relatives? 

2. What personal ressources are required of the study participants for the execution of the 

program as originally planned? 

3. What subjective rating about the quality and usability of the dementia-specific respite care 

concept can be concluded by the respite care staff? 

4. What subjective rating about the quality and usability of the respite care concept can be 

concluded by the caring relatives? 
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METHODS 

A pilot-based, quasi-experimental evaluation study will be conducted. The intervention will be struc-

tured by a one-group pre-post design. 

 

The program will be conducted within a specialized respite care facility at the Caritas in Paderborn. It 

is planned to include a total of about 30-40 dyads in the study. As a primary outcome, the ADL abili-

ties of PwD related to mobility will be examined, for which the assessments Short Physical Perfor-

mance Battery, Box‐and‐Plot Test, Nine Hole Peg Test and Strength Dexterity Test will be utilized. The 

primary outcome of caring‐associated burden in caring relatives is provided by the Berlin Inventory of 

Caregivers’ Burden with Dementia Patients. On the basis of the measured values, an individualized 

mobility program for PwD will be developed, which will be carried out during their stay in the facility. 

Similarly, a homework program with effective exercises will be created, which can be continued at 

home by the caring relatives. Using self-developed questionnaires with items based on existing, vali-

dated instruments, the dementia-specific knowledge and care-related burden of the relatives will be 

assessed. In addition, the counseling wishes of the family caregivers will be queried and the PwD 

observed and assessed in the respite care facility. Based on this data and the staff expertise, an indi-

vidualized and dementia-specific counseling program for the caring relatives will be designed and 

carried out.  

 

In addition to the quantitative measurements, it is planned to collect information about the feasibil-

ity of the rehabilitation concept. Therefore, a qualitative study design with semi-structured inter-

views will be used. The participants will be a) staff members and b) family caregivers.  

 

The quantitative data will be analyzed using SPSS. The interviews will be transcribed and analyzed 

using the content analysis method. 
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STATUS 

The development of the intervention components was completed and the intervention started in 

“Haus St. Antonius” after prior training of the participating staff. At the same time, an evaluation 

methodology based on the evaluation tool "Consolidated Framework for Implementation Research 

(CFIR)" was developed. 15 dyads (PwD & caring relatives) have been included up to now (February 

2018). During the next few months, further dyads are to be included successively and the acceptance 

and user-friendliness of the short-term care concept will be evaluated on an ongoing basis. 

 

RESULTS/ APPLICABILITY 

It is expected that the concept will be successfully applicable for PwD in the short‐term care setting. 

In combination with the information for family caregivers, the concept has the potential to stabilize 

the caring situation at home. A user manual for the respite care concept will be developed after all 

the project data has been analyzed. This manual will be structured in the form of a practice‐friendly 

website. Based on this website, a broader implementation of this concept in other respite care facili-

ties should become possible.  

 

DISSEMIATION  

CONFERENCES 

Holle, B., & Heinrich S., & Cavazzini C., & Schumacher S. (2017, May 10). DESKK – Ein Projekt zur Ent-

wicklung eines demenz-spezifischen Kurzzeitpflegekonzeptes mit den Schwerpunkten Mobi-

lität und Beratung, Wund- und Pflegekongress: Bremen.    

 

Heinrich, S., Cavazzini, C., & Holle, B. (2017, October 4). DESKK - Development of a dementia specific 

respite care concept for people with dementia and their family caregivers with scope on mo-

bility and counseling. 27th Alzheimer Europe, Berlin. 
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3.6 SELF-ORGANIZED EVENTS  

 

6th Practice-Research-Dialogue: “Communication with people with dementia”, April 25, 2017, DZNE 

Witten 

Method Workshop DZNE Witten: “Audio-visual procedures and their potentials of research with 

people with dementia”, September 14, 2017, Moderation: Claudia Dinand, DZNE Witten. Initiated 

and invited by the speaker of the DZNE/Witten site 

8th Annual Conference of DZNE site Witten: “In- or outpatient care setting? Perspectives on demen-

tia specific care”, September 27, 2017, Witten/Herdecke University 

7th Practice-Research-Dialogue : “People with dementia in early years” November 30, 2017, DZNE 

Witten, at the Gerontopsychiatrisches Zentrum, Alexianer Münster GmbH 
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4. WORK IN BOARDS AND CONSULTING 

ACTIVITIES 
Most of the scientific staff are members of the Faculty of Health at Witten/Herdecke University. 

Moreover, the site is a member of the Interdisciplinary Centre for Health Services Research (IZVF, 

Witten/Herdecke University). Employees and their activities are listed below as at the end of 2017.  

 

DICHTER, M. 

 German Nurses Association Northwest (DBfk, executive board member) 

 German Society of Nursing Science (DG Pflegewissenschaft) 

 European Academy of Nursing Science (EANS) 

 International Psychogeriatrics Association (IPA) 

 

DINAND, C. 

 German Society of Nursing Science (DG Pflegewissenschaft) 

 Working Group Digital Health, German Network Health Care Research (Deutsches Netzwerk 

Versorgungsforschung e. V. (DNVF)  

 Working Group Qualitative Methods, German Network Health Care Research (Deutsches 

Netzwerk Versorgungsforschung e. V. (DNVF)  

 

HALEK, M. 

 German Society of Nursing Science (DG Pflegewissenschaft) 

 INTERDEM Network (European network of researchers on early detection and psycho-social 

interventions in dementia) 

 Member of the project advisory board: PERLEN, Personal documentation of life for people 

with dementia and caregivers) (2016 - 2018) (Persönliche Lebensdokumentation für Mensch-

en mit Demenz und Pflegepersonen) 
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 Member of the expert group  “Expert standard for nursing care for people with dementia” 

„Expertenstandard zur Pflege von Menschen mit Demenz“ of DNQP (German Network for 

Quality Development in Nursing) (2015 - 2017) 

 Editorial board of the BMFSJF (Federal Ministry of Family, Senior Citizens, Women and Youth) 

website, people with dementia in hospital 

 Advisory board, Stiftung Pflege e.V. (Foundation for nursing care) 

 

HOLLE, B. 

 German Society of Nursing Science (DG Pflegewissenschaft) 

 

HOLLE, D. 

 Association of the Scientific Medical Societies in Germany (AWMF), vice delegate of the 

DGPGerman Society of Nursing Science (DG Pflegewissenschaft), (Delegate for AWMF-

Guidelines, cash auditor) 

 European Academy of Nursing Science (EANS) 

 Helmholtz Akademie für Führungskräfte, Alumni 

 INTERDEM Network (European network of researchers on early detection and psycho-social 

interventions in dementia) 

 International Psychogeriatric Association (IPA), member of the BPSD forum 

 Member of the expert working group for updating the expert standard “Ernährungsma-

nagement zur Sicherstellung und Förderung der oralen Ernährung in der Pflege” (Nutrition 

management for ensuring and promoting oral nutrition), DNQP 

 Member of the working group “Dementia Outcome Measures; charting new territory” sup-

ported by the EU Joint Program – Neurodegenerative Disease Research (JPND)  

 Member of the expert working group for updating the DEGAM guideline „Pflegende Angehö-

rige“ (caring relatives), delegate of DGP  

 Member of the expert working group for development of the guidline „Evidenz- und kon-

sensbasierte Indikationskriterien zur Hüfttotalendoprothese“, delegate of the DGP 

 REFLECTION Network 
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KERNEBECK, S. 

 German Association for Health Services and Public Health (Deutscher Verband für Gesund-

heitswissenschaften und Public Health e.V. (DVGPH)  

 German Network for Evidence-based Medicine (DNEbM) 

 Society for the scientific investigation of parasciences (GWUP) 

 German Society of Gerontology and Geriatrics (DGGG) 

 Deutsches Netzwerk Versorgungsforschung e. V. (DNVF) (German Network Health Care Re-

search) 

 

KÖHLER, K. 

 German Society of Gerontology and Geriatrics (DGGG) 

 

LAPORTE, URIBE F. 

 Alzheimer's Association International Society to Advance Alzheimer's Research and Treat-

ment (ISTAART) 

 

PALM, R. 

 German Association of University Professors and Lecturers (DHV) 

 German Nurses Association (DBfK) 

 German Society of Nursing Science (DG Pflegewissenschaft) 

 European Academy of Nursing Science (EANS) 

 International Psychogeriatric Association (IPA) 

 German Academic Scholarship Foundation, Alumni 

 Deutsche Expertengruppe Demenzbetreuung e.V. (DED) 

 Deutsches Netzwerk Versorgungsforschung e. V. (DNVF) (German Network Health Care Re-

search), Speaker of the Working group Youth Development 

 

PANKE-KOCHINKE, B. 

 German Society of Nursing Science (DG Pflegewissenschaft) 
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PINKERT, CH. 

 German Society of Nursing Science (DG Pflegewissenschaft) 

 

PURWINS, D. 

 German Society of Nursing Science (DG Pflegewissenschaft) 

 

QUASDORF, T. 

 German Society of Nursing Science (DG Pflegewissenschaft) 

 German Nurses Association (DBfK) 

 
 

ROES, M. 

 Dementia Doctoral Training Centre (University of Bradford, UK), member of the scientific 

board 

 Academy Health - Advancing Research, Policy and Practice, member of the program commit-

tee 

 German Society of Gerontology and Geriatrics (DGGG) 

 German Society of Nursing Science (DG Pflegewissenschaft) 

 German Network Healthcare Research (Deutsches Netzwerk Versorgungsforschung e. V.) 

(DNVF), founder member of the section health literacy  

 INTERDEM Network (European network of researchers on early detection and psycho-social 

interventions in dementia) 

 Federal Joint Committee (G-BA, member of three working groups) 

 Gerontological Society of America (GSA) 

 Harkness Fellow, Alumni Commonwealth Foundation 

 Institute for Quality and Efficiency in Health Care (IQWiG), board of trustees 

 Improvement Science Research Network (ISRN) 

 International Psychogeriatric Association (IPA) 

 Robert Bosch Fellow, Alumni 

 Society for Implementation Research Collaboration (SIRC), Founding Member 

 Scientific board of the care congress Bremen, speaker 
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SCHWAB, C. G. G. 

 German Nurses Association Nordwest (DBfK NW) (Deutscher Berufsverband für Pflegeberufe 

Nordwest e.V. (DBfK NW), member of the executive board 

 German Society for Epidemiology (DGEpi) 

 German Society of Nursing Science (DG Pflegewissenschaft) 

 German Network Healthcare Research (Deutsches Netzwerk Versorgungsforschung e. V.) 

(DNVF) 

 Honor Society of Nursing, Sigma Theta Tau International (STTI), Rho Chi Chapter 

 International Council of Nurses (ICN) 

 

SERBSER, J. 

 German Society for Human Ecology (DGH) 

 INTERDEM Academy 

 

TEUPEN, S. 

 Deutsche Gesellschaft für Soziologie (DGS) 

 Sektion Wissenssoziologie der DGS 

 

TRUTSCHEL, D. 

 German Association for Medical Informatics, Biometry and Epidemiology (GMDS)  

 

VÖLZ, S. 

 Deutscher Verband der Ergotherapeuten e.V. (DVE)  

 

VON KUTZLEBEN, M. 

 Mixed Methods International Research Association (MMIRA)  

 Alzheimer's Association International Society to Advance Alzheimer's Research and Treat-

ment (ISTAART) 
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5. WORK FOR SCIENTIFIC  
PAPERS AND PUBLISHERS 
 
Employees and their activities as peer reviewers in scientific journals are listed below. Further tasks 

are listed additionally (as at the end of 2017). 

BERWIG, M. 

 Aging and Mental Health 

 
 

DICHTER, M. 

 Alzheimer Disease & Associated Disorders 

 Archives of Gerontology and Geriatrics 

 BMC Geriatrics 

 Clinical Interventions in Aging 

 Dementia and Geriatric Cognitive Disorders 

 Health and Quality of Life Outcomes 

 International Journal of Nursing Studies 

 International Psychogeriatrics: Associate Editor 

 Klinische Pflegeforschung 

 Neuropsychiatric Disease and Treatment 

 Pflege & Gesellschaft 

 Quality of Life Research 

 German Journal for Evidence and Quality in Health Care 

 

DINAND, C. 

 Scandinavian Journal of Caring Sciences (SJCS) 

 

HALEK, M. 

 Aging and Mental Health 

 Pflege (Huber) 

 Scandinavian Journal of Caring Science 

 International Journal of Nursing Studies (IJNS) 



5. WORK FOR SCIENTIFIC PAPERS AND PUBLISHERS 

90 
 
 

HOLLE, B. 

 Pflege (Huber) 

 

HOLLE, D. 

 American Journal of Alzheimer Disease & Other Dementia 

 Aging and Mental Health 

 Alzheimer´s Association International Conference (AAIC), Review Abstracts 

 BMC Health Services Research 

 Dementia and Geriatric Cognitive Disorders 

 International Journal of Nursing Studies (IJNS) 

 International Psychogeriatrics 

 Pflege (Huber) 

 Scandinavian Journal of Caring Science 

 

KÖHLER, K. 

 International Psychogeriatrics 

 

LAPORTE, URIBE F. 

 Aging and Mental Health 

 Gerontology and Geriatric Medicine 

 International Psychogeriatrics 

 Journal of Aging and Health 

 

PALM, R. 

 American Journal of Alzheimer’s Disease and other Dementias 

 BMC Geriatrics 

 BMJ Open 

 International Journal of Nursing Studies 

 International Psychogeriatrics 

 Journal of Alzheimer’s disease 

 Palliative Medicine 
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 Sage Open Medicine 

 The Gerontologist 

 Trials 

 

PINKERT, C.  

 Pflege und Gesellschaft 

 Journal of Clinical Nursing 

 

REUTHER, S. 

 International Psychogeriatrics 

 

ROES, M. 

 Gerontology Society of America: review abstracts 

 BMC Healthcare Policy 

 Managementhandbuch Pflege, medhochzwei Verlag: co-editor 

 PADUA, Huber Verlag: co-editor 

 Pflegewissenschaft, hps media: reviewer 

 Zeitschrift für Gerontologie und Geriatrie 

 

SCHWAB, C.G.G. 

 Pflege (Huber) 

 

VON KUTZLEBEN, M. 

 International Psychogeriatrics 

 Scandinavian Journal of Caring Sciences
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6. TEAM  
 

E-Mail: name.surname@dzne.de          Phone: +49 2302/ 926- 

 

 

 
Administration 

 

Dünhölter, Cornelia Site coordination Dipl. oec. MScCM 236 

Möller, Sabine Administration Industrial business 

management assistant 

237 

Bauer, Sabine Administration Administrative  
Employee 

235 

 

 

 

Name Function Professional back-

ground 

Direct dial  

Management 

Roes, Martina Site speaker Prof. Dr. phil., 
Dipl.  Sociologist 

147 

Zimmermann, Marit 
until December 2017 

Scientific assistant 
to the site speaker 

MSc Evidence-based 
Health Care 

244 

Halek, Margareta Senior research 
group leader Care 
Interventions and 
co-speaker 

Dr. rer. medic., MScN 108 

Holle, Bernhard Senior research 
group leader Care 
Structures 

Dr. rer. medic., MScN 241 
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Research Group Care Interventions 

Halek, Margareta Group leader Dr. rer. medic., MScN 108 

Berwig, Martin Scientific staff Dr. Dipl. Psych.  232 

Dichter, Martin N Scientific staff MScN 253 

Dinand, Claudia Scientific staff MScN 225 

Hartwig, Ina Scientific staff MScN 269 

Holle, Daniela Scientific staff Dr. rer. medic., MScN 347 

Kernebeck, Sven 
 

Scientific staff MScPH 242 

Reuther, Sven Scientific staff Dr. rer. medic., MScN 231 

 

 
Research Group Methods in Health Service Research 

 

Roes, Martina Group leader 
 

Prof. Dr. phil.,  
Dipl.  Sociologist 

147 

Albers, Bernd Scientific staff MScN 251 

Bergmann, Johannes 
Michael 
from August 2017 

Scientific staff MScN 258 

Müller-Widmer, René  Data Management Medical documentarian 209 

Panke-Kochinke,  
Birgit 
until August 2017 

Scientific staff, 
Qualitative methods 
 

Venia legendi Sociology, 
Dr. phil., 
Staatexamen Sek.2 

227 

Schwab, Christian G. G. 
until March 2017  

Scientific staff MScN., Dipl.-Kfm. (FH) 258 

Ströbel, Armin  
from December 2017 

Scientific staff Dr. rer. biol. hum. 240 

Teupen, Sonja 
from  November 2017 

Scientific staff MA social science 257 

Trutschel, Diana Scientific staff, 
Quantitative methods 

Dipl.-Bioinformatics 249 
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Research Group Care Structures 

 

Holle, Bernhard Group leader Dr. rer. medic.,  

MScN 

241 

Cavazzini, Christoph 
 

Scientific staff MA Sociology 252 

Heinrich, Steffen Scientific staff MScGPw 262 

Hochgraeber, Iris Scientific staff Dr. rer. medic., MScN 252 

Köhler, Kerstin Scientific staff Dipl. gerontology 223 

Palm, Rebecca Scientific staff Dr. rer. medic., MScN  224 

Pinkert, Christiane Scientific staff Dr. phil., MScN 228 

Völz, Silke 
from September 2017 

Scientific Assistant BSc  245 

von Kutzleben, Milena Scientific staff Ph.D., MScEMPH 264 

 

 

 
Research Group Implementation and Dissemination 

 

Roes, Martina 

 

Group leader Prof. Dr. phil., 

Dipl.  Sociologist 

147 

Dreyer, Jan Scientific staff Dipl. Social science 213 

Heinrich, Steffen Scientific staff MScGPw 262 

Purwins, Daniel Scientific staff MA 268 

Laporte Uribe,  
Franziska  

Scientific staff Ph.D. HlthSc M.A.  
language &  
communication 

226 

Quasdorf, Tina 
until March 2017 

Scientific staff MScN 245 

Serbser, Jonathan Scientific staff Dipl. Sociology 254 

Stacke, Tobias Ingo 
since  August 2017 

Scientific staff MScPH 227 
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Student Assistants 
 

Bleckmann, Anne 
from February 2017 

Student assistant 
 

Nursing Science, Wit-
ten/Herdecke Univer-
sity 

267 

Horstmannshoff, 
Caren 
from October 2017 

Student assistant Evidence-based Health 
Care, Hochschule für 
Gesundheit Bochum 

267 

Jagoda, Franziska 
from February 2017 

Student assistant 
 

Nursing Science, Wit-
ten/Herdecke Univer-
sity 

267 

Kissler, Christian Student assistant 
 

Educational Science,   
Ruhr University of 
Bochum 

267 

Manietta, Christina  
from February 2017 

Student assistant 
 

Nursing Science, Wit-
ten/Herdecke Univer-
sity 

267 

Meyer, Laura  
February until Sep-
tember  2017 

Student assistant 
 

Evidence-based Health 
Care, Hochschule für 
Gesundheit Bochum 

267 

Nebowsky, Anna Student assistant 
 

Kultur und Person,  
Ruhr University of 
Bochum 

267 

Oude Hengel, Luca 
Janina 
from February 2017 

Student assistant 
 

Occupational Therapy, 
Hochschule für Ge-
sundheit Bochum 

267 

Rommerskirch, Mike 
 

Student assistant 
 

Nursing Science, Wit-
ten/Herdecke Univer-
sity 

267 

Völz, Silke  
until August 2017 

Student assistant Ageing Societies, TU 
Dortmund 

267 
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ATTACHMENT: PROJECT LIST 

Acronym Title Page  

Psycho-social interventions for different dementia forms and stages 

AMEO-FTD Application of MarteMeo® counseling to people with behavioral  variant 

frontotemporal dementia and their caregivers – A feasibility study  
14 

FallDem Case conferences for people with dementia living in nursing homes 
17 

INDUCT Interdisciplinary network for dementia using current technology 22 

Best-for-FTD Best-practice-strategies for the care of people with behavioral variant 
Frontotemporal Dementia 24 

Verdi-H; Verdi-KH “Understanding diagnostics” in the care of people with dementia and 

challenging behavior 
27 

Quality of Care 

DemenzMonitor Longitudinal survey of dementia-related institutional and resident char-

acteristics in German nursing homes 
29 

REDEZEIT Telephone based support groups for informal caregivers caring for per-

sons with dementia 
33 

DemKH2 Secondary Analysis DemAKUT & DemKH 36 

Exper-Dem-DNQP Creation of a literature study for the development of the expert standard 

with the topic “Fostering and sustaining relationships in care for people 

with dementia” 

38 

BeStaDem Special Dementia Care in Nursing Homes 42 

Methods and Measurements  

Qol-Dem Measuring the quality of life of people with dementia in nursing homes in 

Germany 
45 

PELI-D Preferences for everyday living inventory of the elderly 48 

CBS-G Translation and linguistic validation of the challenging behavior scale 51 

IdA-E English translation of the innovative dementia orientated assessment 
tool 53 

Potentials in and of Care Arrangements  

Vifa Diversity of care services from one source – A nursing home as the care 
planner, service, provider and gate keeper from elderly and care de-
pendent people living in the community. An evaluation study of an inno-
vative care service model in Germany 

56 

Per-Dem Person-centeredness and concepts of the person in the context of de-
mentia 

60 

Review Social 

Inclusion 

Review of empirical studies on the topic “Social inclusion of people with 
dementia”  64 

StiV-H Stability in home care arrangements for people with dementia 66 

insideDEM  Understanding the behavior of persons with dementia with assistive 
technologies using diagnostic and decision processes 71 

DESKK Development and testing of a dementia specific respite care concept 
74 



  

  

 


