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AAL PROJECT SUCCESS

In the European research project SUCCESS (SUccessful Caregiver Communication and Everyday Sit-
uation Support in dementia care), an innovative mobile training application is being developed. It
aims at supporting caregivers of people with dementia (PwD). The users of the application are in-
troduced to evidence-based communication and intervention strategies by reading articles, engag-
ing in conversations with an avatar, and listening to lectures presented by an avatar. This format of
learning and the multimodal user interface of the app supports different usage situations and con-
texts. All implemented features are believed to increase the quality of communication and interac-
tion of care persons with PwD and minimize burden of care. This is done by fostering a deeper un-
derstanding for PwD (e.g. understanding why PwD can become aggressive) and supporting the care-
giver with useful situation-related suggestions. A remarkable feature of the app is that it is not only
focusing on the relationship between the caregiverand the PwD and the behaviour of the PwD, but
on the caregiver, too. This is done by highlighting the importance of self-care among caregivers and
implementing a meditation and diary feature. SUCCESS supports the PwD to maintain a purposeful
life by suggesting meaningful activities that can be adapted to various stages of dementia. Addition-
ally, the app provides a quick help feature and the possibility to personalize the content by using
tags. Therefore, SUCCESS is an application that caters to every stage of dementia and supports care-
givers in various situations by providing information, a possibility to apply and train the gained
knowledge, and tools for self-care.

The research presented is conducted within the SUCCESS project (AAL-2016-089), partially funded
by the European Active and Assisted Living Programme and the National Funding Agencies from
Austria, Cyprus, Norway and Romania.

EXECUTIVE SUMMARY

This deliverable describes the aim and methodology of both the qualitative and quantitative field
trials. Those studies are done in Austria and Romania, conducted by the partners EUR, AIT and RAS.

The aim of the first field trial is to test the first integrated prototype (in terms of acceptance, relia-
bility and performance). The feedback will be subsequently used as input for the further develop-
ment resulting in the second integrated prototype (during the 2"? integration phase) and finally for
the second field trials. After the 3" integration phase, the final prototype will be developed.

For the qualitative trial altogether 16 carers and 20 Persons with Dementia (PwD) they care for, will
be included in the two trial sites of Austria and Romania. For the second field study, which has a
guantitative focus, in sum 60 carers will be invited to use the system for six months and the out-
comes for 60 PwD they care for will also be monitored.

The results of the qualitative and quantitative trial will be described in D5.2 (Report of the User
Trials and Evaluation).
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1. ABOUT THIS DOCUMENT

1.1 ROLE OF THE DELIVERABLE

This deliverable serves as common document for the methodological conduction and analysis of the
qualitative and quantitative trial which will be carried out in Austria and Romania.

1.2 RELATIONSHIP TO OTHER SUCCESS DELIVERABLES
The deliverable is related to the following SUCCESS deliverables:

DELIVERABLE RELATION

DIt S o6 s U o The data collected automatically by the system and information gathered from the end-us-
bl 2e e ersinsurveys, diaries, inter-views, questionnaires etc.is evaluated and conclusions are
drawn inafinal evaluationreport.

1.3 STRUCTURE OF THIS DOCUMENT

Chapter 2 describes the aim of the qualitative and quantitative trials.
Chapter 3 describes the concept and methodology of the qualitative trial.
Chapter 4 describes the concept and methodology of the quantitative trial.

Appendix A presents the informed consents to be used during the qualitative and quantitative
trial.

Appendix B presents the scales to be used during the first trial.

Appendix C presents the interview guidelines to be used during the first trial.

Appendix D presents the scales to be used during the second trial.

Appendix E presents the interview guidelines to be used during the second trial.
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2. AIM AND STRUCTURE OF THE TRIALS

Based on initial plans, initial user needs assessment (through ethnographic studies) as well as feed-
back provided on a first prototype (in the framework of two previous lab trials) the SUCCESS team
has developed and built up a controlled environment running a special pilot application of the SUC-
CESS application. This includes mechanisms for monitoring the performance and reliability of the
system, deploying updates, and remotely collecting the user feedback.

With the first field trial we aim to evaluate the platform in terms of user experience and its impact
on caregiversatisfactionand burden and quality of life with a qualitative focus. After analysing those
trials and adapting the prototype, a second field trial with 60 caregivers (and 60 PwD) will be con-
ducted focusing again on the evaluation of user experience and its impact on the caregiver satisfac-
tion and burden and quality of life but with a more quantitative focus. The caregivers will be
equipped with the SUCCESS application and will — in addition to a comprehensive evaluation of the
system — provide information on selected indicators such as improved caregiver satisfaction, re-
duced care burden, behavioural problems of the PwD (see section 1.4) in a pre-post design.

Table 1: Overview on study design of the two field trials

Evaluation of user inter- Field-based study (qualita- each 8 (in-)formal carersin Evaluate designs against
faces, services,acceptance, tivefocus). AT and RO / each 10 PwD requirements
user experience, investi- in AT and RO

gate effects on users;im-
prove the system

Evaluation of user inter- Field-based study; pre—post each 30 (in-)formal carers Evaluate designs against
faces,services,acceptance, design(quantitativefocus) inAT and RO /each 30 requirements
user experience, investi- PwD in AT and RO

gate effects on users;im-
prove the system

3. CONCEPT AND METHODOLOGY OF THE QUALITATIVE TRIAL (TRIAL 1)

3.1 THE GENERAL OBJECTIVE OF THE FIRST FIELD TRIAL

The general objective of the firstfield trial is to evaluate the first integrated prototype of the SUC-
CESS app in terms of user experience (acceptance, reliability, performance) and its impact on care-
giver satisfaction and burden and quality of life. As this trial intends to create a use context that is
as realistic as possible, i.e. allow the users an experience grounded in their everyday life, the meth-
odological interventions were intentionally kept ata minimum level.

3.2 SPECIFICOBIJECTIVES

The specific objectives of the qualitative trial are:

a) To understand the user experience, acceptance and satisfaction
b) To obtain feedback on the interaction with the avatar

c) To obtain feedback on the SUCCESS draft business models
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d) To explore changes in care

e) To analyse frequency and patterns of use for the SUCCESS App

f) To test/pilot a set of quantitative instruments which will be used inthe quantitative trial to as-
sess the burden of care and quality of life for caregivers and the stage of disease and the be-
havioural problems of PwD

3.3 STUDYSETUP
3.3.1 DURATION

The qualitative trial is planned to take place between 215t /22" of May and 29t" /30" of June (for a
total of six weeks).

3.3.2 PARTICIPANTS

A total number of 16 caregivers and 20 PwD in two countries (i.e. Romania and Austria) will be
involved in the trial. The caregiver category will include an opportunistically decided mix of formal
and informal caregivers, of all genders and age groups (however, they should be at least 18 years
old).

Involved informal caregivers are family members or relatives, who aid and supervise a person living
with dementia, as for example the spouse, child, daughter-or son-in-law, parent or a friend.

Involved formal caregivers are people, who professionally care for a person living with dementia
(asan occupation). Thus, they have some kind of medical background but are not necessarilytrained
to care for a PwD. Formal caregivers involved in the study may work, for example, in a care home,
a hospital, day care center, or as professional caregiverin a PwD’s home.

3.3.3 DESIGN OF THE TRIAL

The trial will have three different stages, as follows:

e -

Afterlweek: Tele- - On-going feedback through dedicated
phone follow-up socialnetwork channel or diary

- Final interview
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3.3.4 VARIABLES OF INTEREST AND INSTRUMENTS TO BE USED

In this trial, we will collect socio-demographic data both for the caregiver and the person with de-
mentia s/he cares for. In addition, for the carer we will also collect data on the usage of the app,
both from the carers’ perspective through interviews and through the SUCCESS app usage tracking

data.

Furthermore, the qualitative field trial will serve as a test setting to evaluate some quantitative
scales (e.g., Zaritscale, WHOQOL-BREFscale) fortheir usage during the second field trial (see section

4).

In the following, we provide an overview of data that will be collected during the trial:

Data about the carer (formal/informal)

(©]

@)
@)

Socio-demographic data (gender, age, highest completed education, occupation,
family status)
Background and care situation of formal/informal caregiver (e.g., experience in the
field of dementia care)
User experience data
= User acceptance and satisfaction
= User experience: utility, accessibility, ease-of-use and joy-of-use
= Feedback on interaction design
= Feedback on service design
= Feedback on the interaction with the avatar
Feedback on business models
Changes in care (e.g., interms of interaction with the PwD)

System use patterns and frequency automatically collected through the app (usage track-

ing)

O

O

Usage frequency and duration for the general app

Usage frequency and duration of each content type (articles, video, avatar lecture)
Usage frequency of the features (learn and train, emotional support, meaningful
activities)

Time of day for usage of the features

Search history

Number of quick info selected in a situation

Qualitative methods to be used:

Group discussion (kick-off workshop)

Social media feedback channel (throughout the study)

Narrative interviews (telephone call after one week)

Semi-structured interview (individual interviews at the end of the study)

Quantitative instruments to be used
Burden of care: Zarit scale (pre-test only) (see Appendix B)
Quality of life: WHOQOL-BREF scale (pre-test only) (see Appendix B)
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e Behavioural problems in Dementia: Revised Memory and Behaviour Problems Checklist
(pre-test only) (see Appendix B)

e Stage of dementia: Quick Dementia Rating Scale (QDRS) (pre-test only) (see Appendix B)

e BIG Five Inventory (BFI-10) (Romania, Austria) (see Appendix B)

e User experience: Usability Metrix for User Experience (UMUX)(Romania only) (see Appen-
dix B)

3.4 STUDYPROCEDURE

3.4.1 KICK-OFF MEETING

The kick-off meeting will gather all caregiver participants (eight per country) and will last max. 2
hours (see Table 2). The objectives of the meeting are:

e To provide information about the trial methods and options to give feedback (i.e., mes-
sages, photos, videos, speech messages via social networks if participants wish; could be
WhatsApp, Skype, Telegram, Facebook Messenger, etc.),

e To obtain informed consents (see Appendix A),

e To provide information to the caregivers on how to use the app

e To collect socio-demographic data and to fill in the Zaritand WHOQOL-BREF question-
naires (see Appendix B),

e To answer questions of the participants

e To schedule the telephone call after one week with each participant.

Table 2: Agenda Kick-Off Meeting

Agenda Kick-Off Meeting Duration
Reception of participants 10.30-11.00
Welcome; overview of the meeting agenda; introduction of partici- JRReoEKNE
pants

Information about the project, presentation of the scope, goals and 11.15-11.30
methods of 1stfield trial, ethical and data management aspects

(discussion and informed consent)

Installation of the app; guided tour and trial of the features 11.30-12.00
Q&A session;information aboutoption to give us feedback 12.00-12.10
Data collection (socio-demographic data, questionnaires) 12.10-12.25
Giving thanks, reimbursement, farewell 12.25-12.30
TOTAL 2h

3.4.2 TELEPHONE FOLLOW-UP

The objective of the telephone follow-up is to obtain feedback on possible difficulties encountered
while using the app and provide support where needed. Besides the “on the fly” telephone interview,
there is no scheduled interaction with the participants during the field phase.

3.4.3 ON-GOING FEEDBACK

The objective of the ongoing feedback is to record difficulties encountered with using the SUCCESS
app in situ. The participants will be able to use their preferred method (i.e., messages, photos, vid-
eos, speech messages) and social networks of choice (e.g., WhatsApp, Skype, Telegram, Facebook

6
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Messenger, etc.) to get in contact with the SUCCESS research team. Allowing communication via
habitual channels prohibits interference with their everyday life besides the usage of the SUCCESS
app and minimizes methodological bias by distorting and interferences of new technology-sup-
ported communication channels.

3.4.4 FACE TO FACE FOLLOW-UP AFTER 6 WEEKS

At the end of the six-week trial period, one-hour individual interviews are planned with the 16 care-
givers included in the trial. The objective of the semi-structured interviews is to obtain feedback
about the use of the SUCCESS app in terms of user acceptance and satisfaction, user experience,
interface design, service design, interaction with avatar and business models. In order to do so, we
will use the semi-structured interview guide (see Appendix C).

3.4.5 INFORMED CONSENT

Article 17 of the Protocol to the Convention on Human Rights in Biomedicine or Biomedical Research
states: “No research on a person may be carried out without the informed, free, express, specific
and documented consent of the person”.

This places a legal obligation on observers to obtain and record consent from participants or their
guardians on the basis of information that should be given to them before their participation begins.
In the present project, all participants will be fully informed and asked in advance to state that they
are fully aware of the experimental procedure, the potential risks or benefits and that their partici-
pation is completely voluntary by signing aninformed consent form (see Appendix A).

Participants have the right to withdraw their consent at any time without penalty and without
providing reason. Participants can also require that their data is withdrawn from the study and de-
stroyed/deleted. There will be arrangements for safe and straightforward cessation of use by an
individual who initially agreed to participate but later decides to withdraw from the study.

Informed consent forms will include all subsets of the following details:

e that the project involves research,

e overall purpose of the project,

e experimental procedure,

e potential risks and benefits,

e inclusion/exclusion criteria,

e the person to contact for further information regarding the project
e the rights of project subjects,

e whom to contact in the event of project related injury,

e planned usage of the data,

e possible commercial exploitation.
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3.4.6 DATA ANALYSIS

The qualitative data gathered during the interviews will be analysed by means of a thematic analysis
(e.g., using ATLAS.ti) in order to identify main issues and improvement suggestions reported by us-
ers as well as aspects of their general satisfaction when using the SUCCESS app.

Questionnaires will be statistically analysed by using SPSS software. However, the main purpose of
guantitative data collection in the framework of the qualitative trial is the piloting of instruments.

All issues that come up during the study will be collected and documented in the issue tracking
system to inform technical partners and to allow for adapting the prototype for the second field
trial.

3.4.7 DATA MANAGEMENT

According to the EU data protection and privacy regulations, people have the right to protection of
their privacy and personal data. The right to privacy entitles everyone to respect for his or her pri-
vate and family life, home and communications. The right to data protection entitles everyone to
the protection of personal data concerning him or her.

The users’ personal data in SUCCESS is processed fairly for specified purposes and based on the
consent of the person concerned or some other legitimate basis laid down by law. SUCCESS also
guarantees that every participant has the right to access data, which has been collected concerning
him or her, and the right to have it rectified. The right to privacy includes the right to control per-
sonal data. That is, the user must be aware of the data, the time period for which they are stored,
and people who have access to the information. Further, the user has the right to object to the data
processing.

3.4.8 ACCESS TO DATA

Within this study, only employees of the respective organization that conducts the study will have
access to the raw data. These are employees of RAS in Romania and employees of AIT in Austria. It
is stated explicitly that data will be transferred from one partner to another within the consortium
only after it was made pseudonymous. That means AIT (and the rest of the SUCCESS consortium)
will only get access to pseudonymized data from the study conducted in Romania and RAS (and the
rest of the SUCCESS consortium) will only get access to pseudonymized data from the study con-
ducted in Austria.

3.4.9 REIMBURSEMENT

Participants of the study will be given a reimbursement in the amount of 50 Euro in Austria for their
time efforts in participating in the study.

3.4.10 MATERIAL NEEDED
e Agenda
e Signed agreement of the institution (care home, hospital, etc.)
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Informed Consent

SUCCESS App installation file

Interview guide

Questionnaires

Voice recorder (for the interview at the end; Smartphone, etc.)
Reimbursement

Reimbursement form
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4. CONCEPT AND METHODOLOGY OF THE QUANTITATIVE TRIAL (TRIAL 2)

4.1 THE GENERAL OBJECTIVE OF THE SECOND FIELD TRIAL

The general objective of the second field trial is to evaluate the prototype of the SUCCESS app re-
garding its impact on relevant outcome indicators such as caregiver satisfaction, burden of care and
the perceived behaviour of the person with dementia (PwD). Moreover, factors like the system'’s
user experience, the extend of usage, as well as the relationship between the caregiverand the PwD
should be investigated.

4.2 SPECIFICOBIJECTIVES
The specific objectives of the quantitative trial are:
a) Toinvestigate the effects the app has on users (interms of caregiver satisfaction, burden

of care, ...)

b) To evaluate:

a. Userinterfaces
b. Services

c. Acceptance

d. User Experience

c) To derive implications for improving the system and for future research

4.3 RESEARCH QUESTIONS

1.

Does caregiver satisfaction with care activities improve during the period of use of the SUC-
CESS app?

Is the perceived burden of caregivers reduced during the period of use of the SUCCESS app?
Do caregivers’ dementia-related knowledge and self-efficacy increase during the period of
use of the SUCCESS app?

Do caregivers observe a reduction of behavioral problems of the PwD during the period of
use of the SUCCESS app?

Does the relationship between caregiver and the PwD improve during the period of use of
the SUCCESS app?

How do users perceive the app interms of pragmatic and hedonic user experience? To what
extend do users accept the SUCCESS app?

To what extent do socio-economic improvements at the individual level (e.g. gain of time for
daily activities) and societal level (e.g. reduced care leave days within organizations) occur
during the period of use of the SUCCESS app? What percentage of users would continue
using and recommend the solution?

4.4 STUDYSETUP
4.4.1 DURATION

The quantitative trial is planned to take place between Mai and December (for a total of six months).

10
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4.4.2 PARTICIPANTS

The sample consists of 60 caregivers in two countries. 30 participants per country — Romania and
Austria —will take part in the trial.

total

|
countries:
. . n=30
Austria & Romania

4.4.3 DESIGN OF THE TRIAL

The trial will have four different stages, as follows:

After lweek: Tele-
phone follow-up

- Introducionto app
- Online Questionnaire |

- Online Questionnaire Il
- Telephone interview with
focus onTAM and Content

- Online Questionnaire IlI

-Telephone interview with focus
on Avatar

- Online Questionnaire IV
- Final interview

4.4.4 VARIABLES OF INTEREST AND INSTRUMENTS TO BE USED

For this field trial, we will obtain socio-demographic data on both the caregiver and the person with
dementia. Moreover, we will collect data on the extend of usage, the acceptance rate, and the ap-
pearance of the avatar. Data on caregiver satisfaction, the caring relationship, burden of care, time

11
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needed for daily activities, and the behavioural problems of the person with dementia will be sam-
pled, too.

In the following, we provide an overview of data that will be collected during the trial:

e Data about the caregiver
o Socio-demographic data (age, gender, social class, highest completed education,
formal education on the topic of dementia, occupation, general health status)
o Background and care situation of caregiver (e.g., experience in the field of dementia
care)
o User experience data
= User acceptance and satisfaction
= User experience: utility, accessibility, ease-of-use and joy-of-use
= Feedback on interaction design
= Feedback on service design
= Feedback on the interaction with the avatar
o Caregiversatisfaction and relationship
o Burden of care
e System use patterns and frequency automatically collected through the app (usage track-
ing)
o Usage frequency and duration for the general app
o Usage frequency and duration of each content type (articles, video, avatar lecture)
o Usage frequency of the features (learn and train, emotional support, meaningful
activities)
o Time of day for usage of the features
o Search history
o Number of quick info selected in a situation
e Data about the person with dementia
o Socio-demographic data (age, gender, health services used)
o Behavioural problems of PwD

Qualitative methods to be used:
e Semi-structured interviews (telephone call after one week, one month and three months
and at the end of the field trial)
The guidelines for the interviews are included to Appendix E of this document.

Quantitative instruments to be used:

Variables concerning the app:

Variable Operationalization

Extend of usage How often? How long? What
categories? Logfiles

12
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Perception of the SUCCESS
app

Perception of avatar

Acceptance rate

Perceived Impact of the app
on the user’s knowledge

Variables concerning the caregiver/PwD:

Construct

Self-Efficacy

Knowledge

Competence

Caregiver satisfaction & Rela-
tionship

Burden of care

Behavioral problems of PwD

Time needed for daily activi-
ties

Big5; personality

Composition of questionnaires to be used:

Questionnaire

Questionnaire |

User Experience Questionnaire
adapted for SUCCESS (UEQ)

User Experience Questionnaire
adapted foravatar (UEQ)

Technology Acceptance Model
(TAM)

Perceived Knowledge X App

Operationalization

Self-Efficacy
Knowledge Subscale

Global Assessment of Per-
ceived Competence

Caregiver’s Assessment of Sat-
isfaction Index (CASI)

Zarit Burden of Care Scale

NeuropsychiatricInventory
(NPI)

Actual time spend on care ac-

tivities

IPIP (20)

Scales

Socio-demographics, socio-de-
mographics of PwD, care situa-
tion, time forcare, NPI, Zarit,
CASI, Self-Efficacy, knowledge

13
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subscale and global assess-
ment

Questionnaire ll Time for care, TAM, UEQ, Self-
Efficacy, knowledge subscale
and global assessment, IPIP

Questionnaire lll Time for care, Zarit, CASI, Self-
Efficacy, knowledge subscale
and global assessment, UEQ
and preference (avatar)

Questionnaire IV Time for care, TAM, UEQ, NPI,
Zarit, CASI, Self-Efficacy,
knowledge subscale and global
assessment, Perceived
Knowledge X App

All scales applied in the 2nd field trial are included to Appendix D of this document.

4.5 STUDYPROCEDURE

4.5.1 BASELINE (TO)

At 10 participants are invited to kick-off workshops. During these 30- to 90-minute workshops, they
are informed about the trial and the app is installed on their own smartphone or a device provided
for use during the trial. Moreover, the participants sign the informed consent. The link to Question-
naire | (see section 4.4.4), implemented on LimeSurvey, is sent out.

The objectives of the measurements undertaken attO are:

To provide information about the trial methods and options to give feedback (i.e., mes-
sages, photos, videos, speech messages via social networks if participants wish; could be
WhatsApp, Skype, Telegram, Facebook Messenger, etc.)

To obtain informed consents

To provide information to the caregivers in terms of using the app

To collect socio-demographic data

To fill in NPI, Zarit, CASI, Self-Efficacy, knowledge subscale and global assessment question-
naires, and indicate how much time is needed for daily activities

To answer questions of the participants

To schedule the telephone call after one week with each participant

To gaininsightinthe firstimpression of the SUCCESS app from participants
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4.5.2 TELEPHONE FOLLOW-UP

Approximately one week after their respective kick-off workshop, participants are contacted (via
mail or call). The objective of the telephone follow-up is to assure motivation, address possible is-
sues encountered while using the app and provide support where needed and give participants an
explicit opportunity to give feedback.

4.5.3 ON-GOING FEEDBACK

The objective of the ongoing feedback is to record difficulties encountered with using the SUCCESS
app in situ. The participants will be able to use their preferred method (i.e., messages, photos, vid-
eos, speech messages) and social networks of choice (e.g., Whats App, Skype, Telegram, Facebook
Messenger, etc.) to get in contact with the SUCCESS research team. Allowing communication via
habitual channels prohibits interference with their everyday life besides the usage of the SUCCESS
app and minimizes methodological bias by distorting and interferences of new technology-sup-
ported communication channels.

4.5.4 MEASUREMENT POINT T1 (AFTER ONE MONTH)

At this point, all participants are sent a link to Questionnaire Il (see section 4.4.4), implemented on
LimeSurvey. Further, a semi-structured telephone interview with focus on the TAM and the content
of the app, is conducted (see Appendix E).

The objectives of the measurements undertaken attl are:

e TofillinIPIP, TAM, UEQ, Self-Efficacy, knowledge subscale and Global Assessment of Per-
ceived Competence, and indicate how much time is needed for daily activities

e To gaina deeper understanding of and allow participants to elaborate on changes in their
care situation, actual time needed for care activities, Perceived Usefulness and Perceived
Ease of Use of the app and the quality and sufficiency of the content provided in the app

e Collecttopics for the creation of additional content

4.5.5 MEASUREMENT POINT T2 (AFTER 3 MONTHS)

At this point, all participants are sent a link to Questionnaire IV (see section 4.4.4), implemented
on LimeSurvey. Further, a semi-structured telephone interview with focus on the Avatar and the
CASI, is conducted (see Appendix E).

The objectives of the measurements undertaken att2 are:

e Tofillin User Experience Questionnaire (Avatar), Self-Efficacy, Knowledge Subscale, Global
Assessment of Perceived Competence, Caregiver's Assessment of Satisfaction Index, Zarit,
and indicate how much time is needed for daily activities

e To gaina deeper understanding of and allow participants to elaborate on changes in care-
giver satisfaction, relationship with the PwD and perception of the avatars

e Inform participants about content updates and ensure that the latest version of the app is
installed

15



D5.1 Trial training concept

4.5.6 MEASUREMENT POINT T3 (AFTER 6 MONTHS)

At the end of the trial, the participants are asked to fill out Questionnaire IV (see section 4.4.4),
implemented on LimeSurvey. Further, a semi-structured telephone interview with focus on the
overall experience with the SUCCESS app and the socio-economic impact of the intervention, is con-
ducted (see Appendix E).

The objectives of the measurements undertaken att3 are:

e Tofillin TAM, UEQ, Self-Efficacy, knowledge subscale, global assessment of perceived com-
petence, Caregiver's Assessment of Satisfaction Index (CASI), NPI, Zarit, Perceived Impact
of the app on the user’s knowledge and indicate how much time is needed for daily activi-
ties

e To gaina deeper understanding of and allow participants to elaborate on their experience
with the SUCCESS app, its perceived usefulness, changes related to the care routine and
activities as well as on economic aspects

e To debrief the study participants

4.5.7 INFORMED CONSENT

Article 17 of the Protocol to the Convention on Human Rights in Biomedicine or Biomedical Research
states: “No research on a person may be carried out without the informed, free, express, specific
and documented consent of the person”.

This places a legal obligation on observers to obtain and record consent from participants or their
guardians on the basis of information that should be given to them before their participation begins.
In the present project, all participants will be fully informed and asked in advance to state that they
are fully aware of the experimental procedure, the potential risks or benefits and that their partici-
pation is completely voluntary by signing an informed consent form (see Appendix A).

Participants have the right to withdraw their consent at any time without penalty and without
providing reason. Participants can also require that their data is withdrawn from the study and de-
stroyed/deleted. There will be arrangements for safe and straightforward cessation of use by an
individual who initially agreed to participate but later decides to withdraw from the study.

Informed consent forms will include all subsets of the following details:

e that the project involves research,

e overall purpose of the project,

e experimental procedure,

e potential risks and benefits,

e inclusion/exclusion criteria,

e the person to contact for further information regarding the project
e the rights of project subjects,

e whom to contact inthe event of project related injury,

e planned usage of the data,
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e possible commercial exploitation.

4.5.8 DATA ANALYSIS

The quantitative data will be statistically analyzed by using SPSS software. Hereby, it is likely to an-
alyze the data with a mixed ANOVA.

The data collected with the semi-structured interviews will be analyzed by means of a thematic
analysis (e.g. usinig ATLAS.ti). This helps in identifying main issues and suggestions for the improve-
ment of the app. Moreover, it allows to develop an understanding of the general satisfaction of the
users of the SUCCESS app.

Issues regarding the usage of the SUCCESS app during the 2nd field trial will be collected and docu-
mented. This allows further adaption of the prototype.

4.59 DATA MANAGEMENT

According to the EU data protection and privacy regulations, people have the right to protection of
their privacy and personal data. The right to privacy entitles everyone to respect for his or her pri-
vate and family life, home and communications. The right to data protection entitles everyone to
the protection of personal data concerning him or her.

The users’ personal data in SUCCESS is processed fairly for specified purposes and based on the
consent of the person concerned or some other legitimate basis laid down by law. SUCCESS also
guarantees that every participant has the right to access data, which has been collected concerning
him or her, and the right to have it rectified. The right to privacy includes the right to control per-
sonal data. That is, the user must be aware of the data, the time period for which they are stored,
and people who have access to the information. Further, the user has the right to object to the data
processing.

4.5.10 ACCESS TO DATA

Within this study, only employees of the respective organization that conducts the study will have
access to the raw data. These are employees of RAS in Romania and employees of AIT in Austria. It
is stated explicitly that data will be transferred from one partner to another within the consortium
only after it was made pseudonymous. That means AIT (and the rest of the SUCCESS consortium)
will only get access to pseudonymized data from the study conducted in Romania and RAS (and the
rest of the SUCCESS consortium) will only get access to pseudonymized data from the study con-
ducted in Austria.

4.5.11 REIMBURSEMENT

Participants of the study will be given a reimbursement in the amount of 50 Euro in Austria for their
time efforts in participating in the study.
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4.5.12 MATERIAL NEEDED
e Agenda
¢ Informed Consent
e SUCCESS App installation file
e Interview guide
e (Questionnaires
e Voice recorder (for the interviews; Smartphone, etc.)
e Back-up Smartphones

18
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APPENDIX A: INFORMED CONSENT

A.1. INFORMED CONSENT (ENGLISH)

1. INTRODUCTION

The study described below is part of the research project SUccessful Caregiver Communication and
Everyday Situation Support in dementia care (SUCCESS). This project receives funding as part of
the funding programme AAL. You have been invited to participate in this study. Before you agree to
participate in this study, please read all information carefully and do not hesitate to ask if you have
any questions regarding the study or the potential benefits and risks involved.

2. GOAL OF THE RESEARCH PROJECT

The general objective of the study (a qualitative field trial) is to test the first integrated prototype of
the SUCCESS app in terms of user experience (acceptance, reliability, performance) and its impact
on caregiver satisfaction and burden and quality of life.

By participating in this study and providing feedback you actively contribute to improvement of the
SUCCESS app. Your feedback will be used to improve and optimise the features of the SUCCESS

app.

3. CONDITIONS OF PARTICIPATION

Participation in this scientific study is voluntary. You may withdraw or stop your participation at any
time without incurring legal or other consequences. Once you have decided to withdraw from the
study and have notified the study leader of your decision, your data will not be used in any subse-
quent phases of the project. It will not, however, be possible to alter any documents containing your
data which have already been published or project reports prepared for the funding provider.

4. TARGET GROUP

The persons participating in this study are carers of persons with dementia, who have a caring ex-
perience of at least one year and own (and use) an android smart phone that can support the SUC-
CESS app.

5. PROCEDURE

Place: Bucharest and Vienna

Duration of study: 6 weeks (21/22 May — 29/30 June)
Description of study task(s):
The trial will have four different stages, as follows:

1. Kick off meeting

2. Telephone follow-up after 1 week

3. On-going feedback through dedicated social network channel OR diary
4. Face to face follow-up after 6 weeks:
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You will receive [EUR [...] in compensation for participation after signing Annex./1 and following
confirmation by the project manager of the study.] / You will receive no compensation for participa-
tion.

6. POTENTIAL RISKS

You do not incur any risk by participating in this study.

7. CONFIDENTIALITY

All personal details and data will be kept strictly confidential and anonymous. The data collected by
us will not be able to be used to track your identity at a later date. The information gathered as part
of this study will be published in reports on the research project or in scientific papers in the form of
statistical evaluations or scenarios without including any personal details. The SUCCESS team will
pseudonymise/encrypt/anonymise or otherwise secure any type of personal data used for scientific
purposes, as required, so that your name or other personal data cannot be identified by third parties.
The personal data provided by you on a voluntary basis will be stored in such a way that only the
SUCCESSteam has access to them. Personal data will not be disclosed to third parties without your
express consent.

8. CONTACT

If you require further information about your rights as a study participant or the study itself, or if you
have further questions or wish to abort the study, please contact]|...]

9. CONSENT

| have read and understood the Declaration of Consent.

| hereby give AIT permission to use the data (i.e. demographic data, questionnaires and opinions
presented in recorded interviews or otherwise) obtained by means of research activities conducted
in the framework of SUCCESS first field trial. | furthermore agree that these data are processed for
purposes of analysis and used for obtaining results for the SUCCESS study and project.

| will receive [EUR ...]in compensation for participation in the study / | will receive no compensation
for participation in the study.

| hereby declare that | have been fully compensated for my activities and for any rights of use granted
and warrant that | will not make any further claims against AIT, [....] or third parties.

, the undersigned, hereby declare that at the time of signing this Declaration of Consent,
O Iam of full age and legal capacity.
I |am not of full age and/or legal capacity [requires additional signature by legal guardian]

Amendments and modifications to this Declaration of Consent shall be made in writing to be valid.
This shall also apply to any waiver of the written form requirement.
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This agreement is governed by the laws of the ........ to the exclusion of the conflict of laws rules.
The exclusive place of jurisdiction shall be Vienna.

Date / Place

Signature

[FULL NAME IN BLOCK LETTERS]

| hereby agree to the participation and use of data as stated above in my capacity as legal guardian
Date / Place

Signature

[FULL NAME IN BLOCK LETTERS]

A.2. DATAPRIVACY INFORMATION AND DECLARATION OF CONSENT (ENGLISH)

10. Introduction

The study described below is part of a research project “SUCCESS”. This project receives funding
from the Austrian Research Promotion Agency (Osterreichische Forschungsférderungsgesellschaft
FFG) as part of the funding programme AAL Joint Programme. Under the coordination of the AIT
Austrian Institute of Technology, companies from Austria, Cyprus, Romania, Norway and Canada
are working together on this project. You have been invited to participate in this study. Before you
agree to participate in this study, please read all the information provided carefully and do not hesi-
tate to ask if you have any questions regarding the study or the potential benefits and risks in-
volved.

11. Target group and conditions of participation
Test subjects must meet the following criteria to take part in this study:

- Infformal caregivers and relatives of people with dementia
- Formal caregivers of people with dementia
Participation in this scientific study is voluntary.

12. Procedure
Within the project, a prototype was developed, which aims to provide you with basic insights into
the functions and operation of the app. The aim of this study is to evaluate this prototype with you
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and thus gain insights for the further development of the app. The study covers a period of six
months and starts on XX XX, 2019 with a XX Minute kick-off event at XXX. During this meeting you
will receive a brief introduction to the SUCCESS project, the prototype of the app will be installed
on your smartphone (or you will receive a borrowed device) and you will be instructed how to use
the app. In addition, you will be asked a few questions about yourself and your general life situa-
tion, as well as your feelings and experiences as a caregiver. You will have the opportunity to dis-
cuss things that may be unclear to you. Then you can use the app on your smartphone or a bor-
rowed device for six months at any time and as often as you like. We would appreciate it if you
would give us feedback or ask questions throughout the entire period (contact details will be pro-
vided at the kick-off event). One week later you will be called by us to answer open questions. At
one month and 3 months after the kick-off meeting we will call you for a 15-minute phone call, dur-
ing which we ask you to tell us about your personal experience with using the app. For this conver-
sation, stay in a quiet place of your choice where you can make good phone calls. You will also be
send a questionnaire and asked to complete it on your smartphone. You have 3 days to complete
the questionnaire and can decide when you want to complete it. Six months after the kick-off meet-
ing the study ends with a 1-hour final interview at a location agreed with you beforehand, at which
we will ask you about your experiences with the app in order to gain insights for the further devel-
opment of the app.

We would like to point out that you cannot do anything wrong. The point is not to measure your
performance, but to gain an insight into your impressions when using the app. Your opinion is im-
portant to improve future development. Please note that this is a prototype and some issues may
occur.

13.Potential risks

You do not incur any risk by participating in this study. Please note that the SUCCESS app you are
testing is not a market-ready product and that the content offered does not replace professional
advice from care experts or doctors. Therefore, we ask you to reflect on the help and tips offered in
the App and only use them on your own responsibility if they seem appropriate for your current
care situation.

14. Purpose of processing your personal data

The provision of care for people with dementia poses great challenges for caregivers. In many
cases, the changed communication skills and behaviour of the persons affected overwhelm the
caregivers. The consequences are stress, a feeling of helplessness and even burnout.

The solution developed within the SUCCESS project provides formal and informal caregivers of
people with dementia with a simple smartphone app that supports them in coping with these every-
day challenges. By conveying relevant knowledge through training sessions and role plays, care-
givers can consciously explore communication and interaction with people with dementia. SUC-
CESS enables them to react correctly in specific situations and to learn how to deal with their own
feelings. In addition to the training, the app offers immediate help and advice in concrete situations.

By participating in this study and providing feedback, you actively contribute to adapting the
smartphone application specifically to the needs and requirements of caregivers, thus ensuring us-
ability and usefulness.
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The information gathered as part of this study will be published in reports on the research project
or in scientific papers in the form of statistical evaluations or scenarios without including any per-
sonal details. It will not be possible to track your identity from reports or papers at a later date.

Your personal data will only be processed as part of this research project if you give your express
consent.

After completion of the research project your data will be preserved for the purpose of proving
compliance with the guidelines for good scientific practice. AIT may also process your data for
other scientific research purposes relating to SUCCESS if these are not aimed at producing per-
son-related results.

15. Processed data
The following data will be collected:

Demographic data (e.g. name, age, gender)

Contact information (e.g. address, telephone number, email)

Feelings and experiences as a caregiver

Data on App usage

The study will be documented by video recordings and audio recordings for the purpose of analy-
sis. Any video and audio material recorded will be anonymised or deleted at the end of the project.

16. Data storage period

After completion of the research project your personal data will be retained for as long as neces-
sary to provide evidence of compliance with good scientific practice in accordance with the rele-
vant guidelines. Research data must currently' be retained for a period of ten years. If this period
changes in the future your data will be stored for a correspondingly shorter or longer period of time.

17. Recipients of your personal data

Only AIT Austrian Institute of Technology GmbH has access to your personal data. Your data will
not be disclosed or transferred to other recipients without your consent.

18. Your rights and contacts
You are entitled:

— to request information about your processed data;

— to ask for incorrect data to be corrected or deleted or

— to contact the Data Protection Authority in cases of suspected violation of the data protec-
tion provisions.

You are also entitled:

— to withdraw your consent at any time and

— to object to the processing of your data.
You may withdraw you consent at any time (including during the study) without any consequences.
Once you inform us that you withdraw your consent, your data will not be used in the subsequent

1 asof 10/2017.
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phases of the research project. Please note that documents already published documents, project
reports prepared for the funding provider or project results obtained using your data before you
withdrew your consent cannot be altered. Please also note that your data may have to be further
processed to prove compliance with the guidelines of good scientific practice.

If you require further information about your rights as a test subject or the study itself, or if you
have further questions, or wish to exercise your rights or abort the study, please contact

Markus Garschall
+43 50550 4534
markus.garschall@ait.ac.at

The following organisation is responsible for processing:

AIT Austrian Institute of Technology GmbH
Giefinggasse 4
1210 Vienna

office@ait.ac.at
+43 50550-0

The contact details of the Data Protection Officer are:

dpo@ait.ac.at
+43 50550-2003

19. Declaration of Consent according to data protection law
| have read and understood the Declaration of Consent.

By signing this declaration | agree that AIT Austrian Institute of Technology GmbH (hereinafter “AlT”)
may process my personal data of the categories listed in section 6 for the purpose(s) specified in
section 14.

O | hereby agree that AIT may use photos, audio recordings, video material, or parts thereof, for
marketing, advertising and public relations for the research project and may publish these ma-
terials to achieve the above purposes.

O I hereby agree that AIT may include my name, my address, my telephone and fax number,
my email address and my technological interests in a database of test subjects in order to be
able to contact me by post, email or phone to invite me to participate in future scientific stud-
ies.
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, the undersigned, hereby declare that at the time of signing this Declaration of Consent,

O Iam of full age and legal capacity.
O |am not of full age and/or legal capacity. | therefore require the consent of my legal repre-

sentative to be able to participate in the study.
| have received a copy of the Data Privacy Information and Declaration of Consent.

| understand that | may withdraw my consent in whole or in part at any time by giving notice
to the contact address specified in section 9.

FIRST NAME AND LAST NAME IN BLOCK LETTERS

Date, place and signature
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APPENDIX B: SCALES TRIAL 1

A.1. DEMOGRAPHICDATA (ENGLISH)

Please answer the following questions about yourself. Once again, we would like to point out that all
data collected within the scope of these studies are treated anonymously and confidentially.

Age Month of birth / year of birth: /
Gender female O male O no answer O

Highest completed Education

O Elementary school
O Professional School / Apprenticeship
O General qualification for university entrance
O University
O Others:
Family Status (multiple choice)
L] single
L] married
L] living in a partnership
[] widowed
[] divorced
Occupation
O full-time employed
O part-time employed
O on maternity leave / leave of absence
O in-service training
O unemployed (including students, who are not working, people, who are

retired or early retired)
Relationship with

PwD
Main carer of the Yes O No O
PwD
Live in the same Yes O No O
house as the PwD
Age PwD Month of birth / year of birth: /
Gender PwD female O male O no answer O

Year of diagnostic
MMSE score
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A.2. ZARITCAREGIVER BURDEN SCALE (ENGLISH)

The next set of questions asks about how often certain situations arise as a result of any emotional
support or physical assistance that you provide to the person you are caring for.

1. How often doyou feel that [he/she] asks
for more help than [he/she] needs?

2. How often do you feel that because of
the time you spend with [him/her] that you
don’t have enough time foryourself?

3. How often do you feel stressed between
caring for [him/her] and trying to meet
other responsibilities for your family or
work?

4. How often do you feel embarrassedover
[his/her] behavior?

5. How often do you feel angry when you
are around [him/her]?

6. How often doyou feel that [he/she] cur-
rently affects your relationships with other
family members or friends in a negative
way?

7. How often are you afraid of what the fu-
ture holds for [him/ her]?

8. How often do you feel [he/she] is de-
pendentonyou?

9. How often do you feel strainedwhenyou
are around [him/her]?

10. How often do you feel your health has
suffered because of yourinvolvement with
[him/her]?

Never

o[]

o[

o[

o[

o]

o]

o]

o[

o]

o[]

Rarely

1]

1]

1]

1]

1]

1]

1]

1]

1]

1]

Some-
times

2]

2[]

2]

2[]

2]

2]

2]

2[]

2]

2]

Quite Fre-
quently

3]

3]

3]

3]

3]

3[]

3]

3]

3]

3]

Nearly Al-
ways

4[]

4[]

4[]

4[]

4]

4]

4]

4]

4[]

4[]
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11. How often do you feel that you don’t
have as much privacy as you would like be-
cause of [him/her]?

12. How often do you feel that your social
life has suffered because you are caring for
[him/her]?

13. How often do you feel uncomfortable
about having friends over because of
[him/her]?

14. How often do you feel that [he/she]
seems to expect you to take care of
[him/her] as if you were the only one
[he/she] could depend on?

15. How often do you feel that you don’t
have enough money to take care of
[him/her]in addition to the rest of yourex-
penses?

16. How often do you feel that you will be
unable to take care of [him/her] much
longer?

17. How often do you feel you have lost
control of yourlife since [his/her] illness?

18. How often do you wish you could leave
the care of [him/her] to someoneelse?

19. How often do you feel uncertain about
what to do about [him/her]?

20. How often do you feel you should be
doing more for [him/her]?

21. How oftendo you feel you could be do-
inga betterjobincaring for[him/her]?

22. Overall, how often do you feel bur-
denedincaringfor [him/her]?

o]

o]

o]

o[]

o[]

o[

o[]

o]

o[

o[

o[]

o]

1]

1]

1]

1]

1]

1]

1]

1]

1]

1]

1]

1]

2]

2]

2]

2[]

2]

2[]

2]

2]

2[]

2[]

2]

2[]

3[]

3]

3]

3[]

3]

3[]

3]

3[]

3]

3[]

3]

3[]

4[]

4[]

4]

4[]

4]

4]

4]

4]

4[]

4]

4[]

Remark: This scale is included to this document for project documentation purposes. Usage for
other purposesis subject to the terms of the instrument owners.
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A.3.

WHOQOL-BREF (ENGLISH)

Please read each question, assess your feelings, and circle the number on the scale that gives the
best answer for you for each question.

1.

2.

How would you rate your
quality of life?

How satisfied are you with
your health?

(Please circle the number)

Very poor Poor Neither Good | Very Good
poor nor
good
1 2 3 4 5
(Please circle the number)
Very dissa- | Dissatisfied | Neither sa- | Satisfied | Very satis-
tisfied tisfied nor fied
dissatisfied
1 2 3 4 5

The following questions ask about how much you have experienced certain things in the last two
weeks.

To what extent do you feel
that physical pain pre-
vents you from doing what
you need to do?

How much do you need
any medical treatment to
function in your daily life?

How much do you enjoy
life?

To what extent do you feel
your life to be meaningful?

(Please circle the number)
Not at all A little  |A moderate Very much|An extreme
amount amount
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
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How well are you able to
concentrate?

How safe do you feel in
your daily life?

How healthy is your physi-
cal environment?

(Please circle the number)

Not at all Slightly |A Moderate Very much| Extremely
amount
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5

The following questions ask about how completely you experience or were able to do certain things
in the last two weeks.

10.

11.

12.

13.

14.

15.

Do you have enough en-
ergy for everyday life?

Are you able to accept
your bodily appearance?

Have you enough money
to meet your needs?

How available to you is
the information that you
need in your day-to-day
life?

To what extent do you
have the opportunity for
leisure activities?

How well are you able to
get around?

(Please circle the number)

Not at all A little Moderately| Mostly (Completely
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
(Please circle the number)
Very poor Poor Neither Well Very well
poor nor
well
1 2 3 4 5
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The following questions ask you to say how good or satisfied you have felt about various aspects
of your life over the last two weeks.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

The following question refers to how often you have felt or experienced certain things in the last two

How satisfied are you with
your sleep?

How satisfied are you with
your ability to perform
your daily living activities?

How satisfied are you with
your capacity for work?

How satisfied are you with
your abilities?

How satisfied are you with
your personal relation-
ships?

How satisfied are you with
your sex life?

How satisfied are you with
the support you get from
your friends?

How satisfied are you with
the conditions of your liv-
ing place?

How satisfied are you with
your access to health ser-
vices?

How satisfied are you with
your mode of transporta-
tion?

weeks.

(Please circle the number)

Very dissa- | Dissatisfied |Neither sa- | Satisfied Very
tisfied tisfied nor satisfied
dissatisfied
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
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26. How often do you have
negative feelings, such as
blue mood, despair, anxi-
ety, depression?

Did someone help you to fill out this form?

(Please circle Yes or No)

(Please circle the number)

Quite Very
Never Seldom often often Always
1 2 3 4 5
Yes No

Remark: This scale is included to this document for project documentation purposes. Usage for
other purposes is subject to the terms of the instrument owners.
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A4.

REVISED MEMORY AND BEHAVIOUR PROBLEMS CHECKLIST (GERMAN)

durch.

Nachfolgend finden Sie eine Liste mit Verhaltensweisen, die lhre zu pflegende Person zeigen konnte. Bitte geben Sie an, wie
haufig diese Verhaltensweisen in der vergangenen Woche bei lhrer zu pflegenden Person aufgetreten sind. Wenn diese Verhal-
tensweisen aufgetreten sind, wie belastend oder argerlich war das fiir Sie? Verwenden Sie die folgenden Skalen, um die Haufig-
keit der Verhaltensweise und lhre Reaktion darauf einzuschatzen. Bitte lesen Sie die Beschreibung der Bewertungen sorgfaltig

Bitte beantworten Sie alle folgenden Fragen in Bezug auf die Haufigkeit des Verhaltens und Ihre Reaktion.

Verhaltensweise Haufigkeit Einschéatzung lhrer Reaktion
. 3=3-6
0 =nie ! =nichtin 2=.1 ~2 malinder | 4 =tag- 9 =ich 0 =dber- | 1=ein . 3= 4 = &au- 9 =ich
der vergan- malinder . weiB . 2 = mittel-
aufgetre- vergan- lich oder haupt biss- i sehr Berst | weiB nicht
genenWo- | vergange- " nicht/ . maBig
ten genen ofter nicht chen stark stark | / nichtan-
che nen Woche nicht an-
Woche wendbar
wendbar
...stellt immer wieder
: 0O 10 20 30 40 90 0O 10 20 30 | 40 90
dieselbe Frage.
...hat  Schwierigkei-
ten, sich an kirziich | 10 20 30 40 90 00 10 20 | 30| 4O 90
Geschehenes zu erin-
nern (z.B. Beitrage in
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Zeitung und Fernse-
hen).
..hat  Schwierigkei-
ten, sich an wichtige
91 oo 10 20 30 | 40 | 9o | oo | 1o | 20 | 30| 40 | 9o
vergangene Ereig-
nisse zu erinnern.
...verliert oder verlegt
. 9 oo 10 20 30 | 40 | 9o | oo | 1o | 20 | 30| 4o | 9o
Dinge.
...vergisst,  welcher
9Isst, 0o 10 20 30 | 40 | 9o | oo | 1o | 20 | 30| 4o | 9o
Tag heute ist.
Verhaltensweise Haufigkeit Reaktion
i 3=-3-6
O=nie | \=mehtin o 2=1-2 1 inder | 4=tag- | 9=ich | o=aber | 1=ein : = | 4=au 9—ich
der vergan- malinder . weiB . 2 = mittel-
aufgetre- vergan- lich oder haupt biss- i sehr Berst | weiB nicht
genen Wo- vergange- . nicht/ . maBig .
ten genen ofter nicht chen stark stark | / pichtan-
che nen Woche icht an-
Woche nichtan wendbar
wendbar
...beginnt Tatigkeiten,
fUhrt sie aber nicht zu 0O 10 20 30 40 90 0o 10 20 30 40 90O
Ende.
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...hat Schwierigkeiten

sich auf eine Aufgabe 0O 10 20 30 40 90 0O 10 20 30 40 90
zu konzentrieren.
...zerstoért Eigentum. 0O 10 20 30 40 9O (0]m| 10 20 30 40 90O
...tut Dinge, die flr
Sie beschamend 0O 10 20 30 40 9O (0] 10 20 30 40 90O
sind.
...weckt Sie oder an-
dere Familienmitglie- 0o 10 20 30 40 90 0O 10 20 30 40 90
der inder Nacht auf.
--spricht sehrlaut 0] 10 20 30 40 90O 0]m| 10 20 30 40 9O
und schnell.
...erscheint angstlich

0O 10 20 30 40 9O oo 10 20 30 40 9O
oder besorgt.
...verfolgt Aktivitaten,
die fir die Person

0] m| 10 20 30 40 9O (0]m| 10 20 30 40 9O
selbst und andere ge-
fahrlich sind.
...droh i ich

droht damit sich| ) _ 10 20 30 | 40 | 9o o0 | 10| 20 |30 40 | 9o

selbst zu verletzen.
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...droht damit andere
0O 10 20 30 40 90 0O 10 20 30 40 90
zu verletzen.
Verhaltensweise Haufigkeit Reaktion
i 3-3-6
O=nie | \=mehtin o 2=1-2 1 inder | 4=tag- | 9=ich | o=uber | 1=ein : = | 4=8u- | g_ich
dervergan- | malinder . iR . 2 = mittel- =
aufgetre- vergan- lich oder wel haupt biss- u sehr Berst | weiB nicht
genen Wo- vergange- . nicht/ . maBig
ten genen ofter nicht chen stark stark | / pichtan-
che nen Woche nicht an-
Woche wendbar
wendbar
...ist anderen gegen-
) gegemr | oo 10 20 30 | 40 | 9o | oo | 1o | 20 | 30| 4o | 9o
uber verbal aggressiv
...erscheint traurig o-
[raung 0o 10 20 30 | 40 | 9o | oo | 1o | 20 | 30| 40 | 9o
der depressiv.
...aulert Geflihle der
Hoffnungslosigkeit
und Trauer in Bezug
auf die Zukunft (z.B. 00 10 20 30 40 90 0O 10 20 30 | 40 90
,ES passiert nie etwas
Gutes.”, ,lch mache
nie etwas richtig.)
...weint oder ist den
. 0O 10 20 30 40 90 0O 10 20 30 40 90
Tréanen nah.
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...auBert sich Cber
den eigenen Tod oder
den anderer (z.B.
,pDas Leben ist nicht 0o 10 20 30 40 90 0O 10 20 30 40 90
lebenswert., ,Wenn
ich tot ware, wére ich
besser dran.)
...spricht dardber,
dass sie / er sich ein- 00 10 20 30 40 90 0o 10 20 30 40 90O
sam fuhlt.
...spricht daruber,
dass sie / er sich wert-
. 0O 10 20 30 40 90 0O 10 20 30 40 90
los oder als eine Last
fr andere fhlt.
Verhaltensweise Haufigkeit Reaktion
— 3-3-6
O=nie | (oMehtinf2=1=2 | o iider | 4-tag- | 9=ich | o-uber | 1=ein . = | 4=4au 9—ich
der vergan- malinder : weiB . 2 = mittel-
aufgetre- vergan- lich oder haupt biss- I sehr Berst | \weiB nicht
genen Wo- vergange- . nicht/ : maBig
ten genen ofter \ nicht chen stark stark | / nichtan-
che nen Woche nicht an-
Woche wendbar
wendbar
..spricht  dardber, | 10 20 30 40 90 00 10 20 | 30| 40O 90
dass sie / er sich als
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Versagerin / Versager
flhlt oder dass sie / er
nichts Erstrebenswer-
tes in ihrem / seinem
Leben erreicht hat.

...diskutiert, ist reiz-
bar, beschwert sich.

0O

10

20

30

40

90

0o

10

20

30

407

90

Remark: Thisscale isincluded to thisdocument for project documentation purposes. Usage for other purposesis subject to the terms ofthe instrument

owners.
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A.5. QUICKDEMENTIARATING SCALE (QDRS) (GERMAN)

Die folgenden Beschreibungen charakterisieren Veranderungen der kognitiven und
funktionellen Fahigkeiten der Person mit Demenz. Sie werden nun gebeten, die Per-
son wie sie jetzt ist mit dem zu vergleichen, wie Die Person friher war - das Haupt-
merkmal ist die Veranderung. Wahlen Sie eine Antwort fir jede Kategorie, die am
besten zur Person mit Demenz passt

— HINWEIS, nicht alle Beschreibungen missen vorhanden sein, um eine Antwort
auszuwahlen.

1. GEDACHTNIS UND ERINNERUNG

Kein offensichtlicher Gedéachtnisverlust oder schwankende Vergesslichkeit, die
| das Ausiben alltaglicher Aktivitaten nicht beeintrachtigt

Bestandige leichte Vergesslichkeit oder nur teilweise Erinnerung an Ereignisse,
| die die Alltagsaktivitaten storen kénnen; wiederholt Fragen/Aussagen, verlegt
Gegenstande, vergisst Termine

Milder bis maBiger Gedachtnisverlust; auffalliger bei kirzlich stattgefundenen Er-
- | eignissen; beeintrachtigt die Alltagsaktivitaten

MaBiger bis schwerer Gedachtnisverlust; nur sehr gut erlernte Informationen ge-
- | speichert; neue Informationen schnell vergessen

Schwerer Gedéachtnisverlust, fast unmdglich, neue Informationen zu behalten;
o | Langzeitgedachtnis kann beeintrachtigt sein.

2. ORIENTIERUNG
0| Vollstandig orientiert hinsichtlich Person, Ort und Zeit, fast jederzeit.

Leichte Schwierigkeiten bei der Zeiterfassung; vergisst den Tag oder das Datum
o | moglicherweise haufiger als in der Vergangenheit.

Leichte bis maBige Schwierigkeiten, die Zeit und Abfolge von Ereignissen zu ver-
- | folgen; vergisst Monat oder Jahr; orientiert sich an vertrauten Orten, wird aber
auBerhalb vertrauter Gebiete verwirrt; geht verloren oder wandert umher

Mittlere bis starke Schwierigkeiten, meist desorientiert bezlglich Zeit und Ort
o | (vertraute und unbekannte); Verweilt haufig in der Vergangenheit

01 Nur an ihrem Namen orientiert, kann moéglicherweise jedoch Familienmitglieder
erkennen.

3. ENTSCHEIDUNGS- UND PROBLEMLOSUNGSFAHIGKEITEN
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(3}

Lést Alltagsprobleme ohne Schwierigkeiten; regelt persénliche geschaftliche und
finanzielle Angelegenheiten gut; Entscheidungsfahigkeit gleich mitder bisherigen
Leistung

Leichte Beeintrachtigung oder langere Zeit zur Problemlésung bendtigt; Prob-
leme mit abstrakten Konzepten; Entscheidungen noch fundiert

MaBige Schwierigkeiten beim Umgang mit Problemen und beim Treffen von Ent-
scheidungen; verschiebt viele Entscheidungen auf andere; soziales Urteilsver-
mdgen und Verhalten kdnnen leicht beeintrachtigt sein; Verlust der Einsichtigkeit

Schwer beeintrachtigt im Umgang mit Problemen, trifft nur einfache persdnliche
Entscheidungen; soziales Urteilsvermdgen und Verhalten oft beeintrachtigt; Feh-
lende Einsichtigkeit

Unféhig, Entscheidungen zu treffen oder Probleme zu I6sen; andere treffen fast
alle Entscheidungen fir den Patienten.

. AKTIVITATEN AUSERHALB DES HAUSES

Unabhéngig inihrer Tatigkeit auf dem Ublichen Leistungsniveau in Beruf, Einkau-
fen, Gemeinde- und religidsen Aktivitaten, Freiwilligenarbeit oder sozialen Grup-
pen

Leichte Beeintrachtigung dieser Tatigkeiten im Vergleich zu friheren Leistungen;
leichte Veranderung der Fahrfahigkeiten; noch in der Lage, Notfallsituationen zu
bewaltigen

Unféhig, selbstédndig zu arbeiten, aber dennoch anwesend und engagiert; er-
scheint anderen als "normal"; bemerkbare Veranderungen der Fahrfahigkeiten;
Sorge um die Fahigkeit, Notfallsituationen zu bewaltigen

Kein Anschein eines unabhangigen Handelns auBerhalb des Hauses; scheint fit
genug zu sein, um zu Aktivitaten auBerhalb des Hauses genommen zu werden,
muss aber im Allgemeinen begleitet werden

Keine unabhangige Tatigkeiten oder Aktivitaten; erscheint zu krank, um zu Akti-
vitaten auBerhalb des Hauses genommen zu werden.

. FUNKTION ZU HAUSE UND HOBBY- AKTIVITATEN

Aufgaben zu Hause, Hobbys und persénliche Interessen werden im Vergleich
zur bisherigen Leistung gut gepflegt.

Geringflgige Beeintrachtigung oder geringeres Interesse an diesen Aktivitaten;
Schwierigkeiten beim Bedienen von Geraten (insbesondere Neuanschaffungen)
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Leichte, aber definitive Beeintrachtigung der Heim- und Hobbytatigkeit; schwieri-
gere Tatigkeiten oder Aufgaben vernachlassigt; kompliziertere Hobbys und Inte-
ressen aufgegeben

Nur einfache Tatigkeiten erhalten, sehr eingeschrénktes Interesse an Hobbys,
die auch nur schlecht gepflegt werden.

Keine bedeutungsvolle Betatigung im Haushalt oder bei friheren Hobbys

. TOILETTENGANG UND PERSONLICHE HYGEINE

Volle Selbstpflegeféhigkeit (" Ankleiden, Frisieren, Waschen, Baden, Toiletten-
gang)

Leichte Veranderungen in den Fahigkeiten und der Aufmerksamkeit fir diese Ak-
tivitaten

Bendtigt die Aufforderung, diese Aktivitaten zu erledigen, kann sie aber dennoch
selbstandig durchflhren

Benotigt Hilfe beim Anziehen, bei der Hygiene, bei der Aufbewahrung von per-
sOnlichen Gegenstanden; gelegentlich inkontinent

Bendtigt erhebliche Hilfe bei der Kérperpflege und Hygiene; hdufige Inkontinenz

7. VERHALTENS- UND PERSONLICHKEITSANDERUNGEN

(o0}

Sozial angemessenes Verhalten im 6ffentlichen und privaten Bereich; keine Per-
sonlichkeitsanderungen

Fragwirdige oder sehr milde Veranderungen im Verhalten, der Persénlichkeit,
der emotionalen Kontrolle, der Angemessenheit von Entscheidungen

Leichte Veranderungen im Verhalten oder der Persénlichkeit

MaBige Verhaltens- oder Persdnlichkeitsanderungen, beeinflusst Interaktionen
mit anderen; kann von Freunden, Nachbarn oder entfernten Verwandten vermie-
den werden

Schwere Verhaltens- oder Personlichkeitsanderungen; macht Interaktionen mit
anderen oft unangenehm oder vermeidenswert.

. SPRACH- UND KOMMUNIKATIONSFAHIGKEITEN

Keine Sprachschwierigkeiten oder gelegentliche Wortsuche; liest und schreibt
genauso gut wie in der Vergangenheit.
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[{]

10.

Bestandige leichte Wortfindungsschwierigkeiten, verwendet beschreibende Be-
griffe oder braucht langere Zeit, um einen Punkt zu vermitteln, leichte Verstandi-
gungsprobleme, weniger Gesprache; kann das Lesen und Schreiben beeintrach-
tigen

MaBige Wortfindungsschwierigkeiten in der Sprache, kann keine Objekte benen-
nen, deutliche Reduzierung der Wortproduktion; reduziertes Verstandnis, Unter-
halten, Schreiben und/oder Lesen

MaRBige bis schwere Beeintrachtigungen in der Sprachproduktion oder im Verste-
hen; hat Schwierigkeiten, Gedanken an andere zu kommunizieren; begrenzte
Fahigkeit zum Lesen oder Schreiben

schwere Defizite in Sprache und Kommunikation; wenig bis keine verstandliche
Sprache wird produziert.

. STIMMUNG

Keine Veranderung der Stimmung, des Interesses oder der Motivation

Gelegentliche Traurigkeit, Depression, Angst, Nervositat oder Verlust von Inte-
resse/Motivation

Taglich leichte Probleme mit Traurigkeit, Depression, Angst, Nervositat oder Ver-
lust von Interesse/Motivation

MaBige Probleme mit Traurigkeit, Depression, Angst, Nervositat oder Verlust von
Interesse/Motivation

Schwere Probleme mit Traurigkeit, Depression, Angst, Nervositat oder Verlust
von Interesse/Motivation

AUFMERKSAMKEIT UND KONZENTRATION

Normale Aufmerksamkeit, Konzentration und Interaktion mit der Umwelt und Um-
gebung

Leichte Probleme mit Aufmerksamkeit, Konzentration und Interaktion mit Umwelt
und Umgebung, kann tagstber schlafrig erscheinen

MaBige Probleme mit Aufmerksamkeit und Konzentration, kann Blickstarre ha-
ben oder Zeit mit geschlossenen Augen verbringen, erhdhte Schiafrigkeit am
Tag.

Ein erheblicher Teil des Tages wird mit Schlafen verbracht, ohne auf die Umwelt
zu achten, kann im Gesprach Dinge sagen, die unlogisch sind oder nicht mit dem
Thema Ubereinstimmen
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0| Eingeschrankt bis keine Fahigkeit, auf duBere Umgebung oder Umgebung zu

achten.

Remark: This scale is included to this document for project documentation purposes. Usage for
other purposesis subject to the terms of the instrument owners.

A.6.

1) He/she is reserved.

2) He/she is generally trusting.
3) He/she tends to be lazy.

4) He/she is relaxed, handles
stress well.

(5) He/she has few artistic inter-
ests.

(6) He/she is outgoing, sociable.
(7) He/she tends to find fault with
others.

(8) He/she does a thorough job.
(9) He/she gets nervous easily.

(10) He/she has an active imagi-
nation.

Py Py Py ey

1 = ,Dis-
agree
strongly*

oo o|g

,Disa-

a little”

O|o|o o

BIG 5 INVENTORY (BFI 10) (ENGLISH)

2:

gree

3= 4= 5= 6=
,INei- LAgree LAgree L cant
ther  alittle” strongly make
agree an
nor asses-
disa- ment*
gree”
O O O O
| O | O
| O | O
| O | O
O O O O
O | O
O O O
O | O
O O O
O | O

Remark: This scale is included to this document for project documentation purposes. Usage for
other purposes is subject to the terms of the instrument owners.

A.7.

USABILITY METRIX FOR USER EXPERIENCE (ENGLISH)

Instruction: “How strongly do you agree with the following statements about SUCCESS? Please rate
each statement on the scale from 1="Strongly Disagree" to 7="Strongly Agree".”

1

(Strongly

Disag-

ree)

2

3

4 5 6

7

(Strongly

Agree)
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1) The capabilities of SUC- ] O O O
CESS meet my requirements.

2) Using SUCCESS is a frus- O O O O
trating experience.

3) SUCCESS is easy to use. O O O O
4) | have to spend too much O O O O
time correcting things with

SUCCESS.

(We will discuss the ratings after wards with the participants. E.g. “You rated the first question with

a x. Could you please describe why?”)

Remark: This scale is included to this document for project documentation purposes. Usage for

other purposes is subject to the terms of the instrument owners.
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APPENDIX C: INTERVIEW GUIDELINES TRIAL 1

A.1. INTERVIEW GUIDELINE INFORMAL CAREGIVER 6 WEEK FOLLOW-UP (ENG-

1.

As you know, the SUCCESS application is not yet a fully finished and perfectly working technology.
Therefore, we would be very interested in hearing things that did not work or did not work properly.

LISH)

May the conversation be recorded? Yes / No

Apart from the SUCCESS app, have you ever downloaded an app to your SmartPhone that
could support you in everyday caregiver activities? (e.g. an advisory) Yes / No

If so, did you pay for it? Yes/ No

If so, how much? €

Can you imagine paying for an app that supports you in your daily care routine? Yes / No
If so, what would such an app have to offer?

How much would you be willing to pay? €

General issues

Can you tell us about anything that happened over the weeks?

2.
Please think about the last weeks using the SUCCESS application: Did you experience any changes

Changes in care

in your daily care routines or activities? Which ones?

TQe 0 T W

General experiences with SUCCESS
Please tell me about your most positive experiences with SUCCESS
Please tell me about your most negative experiences with SUCCESS.

What are your most favourite features of SUCCESS? Why?
Can you tell us whether the SUCCESS App had any impact on aspects on your life?

If not mentioned by the participants, please ask for the following aspects:

(Care) relationship between carer and PwD
Potential of retaining care activities for longer time
Satisfaction with care activities

Self-confidence in care activities

Compliance of PwD in care

Caregiver burden

Taking more care for oneself
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Use of Features
Did you use the Learn & Train feature?  Yes / No

If yes: What was your impression?
If yes: How useful was this feature to you? Could you please describe a typical situation
when you used it?

If yes: What did you think about the presented information?
If yes: What could be done to improve the Learn & Train feature?
Iif no: why?

If no: What could be done to improve the Learn & Train feature?

Did you do role plays with the avatar? Yes/No
If yes: What was your impression?
If yes: What did you think about the presented information?

If yes: How useful was this feature to you? Could you please describe a typical situation
when you used it?

If yes: To what extent do you consider the avatar to be "suitable" for the interaction in role
play?

- How was the comprehensibility
- How was the naturalness (facial expressions, gestures, movement, charisma)?
- What was the appearance like?

- How did you feel about the emotions shown by the avatar?
If yes: What could be done to improve the role plays with the avatar?
Iif no: why?

If no: What could be done to improve the avatar role plays?

Did you use the Quick info feature to get fast support in special situations? Yes / No
If yes: What was your impression?

If yes: What did you think about the presented information?

If yes: When did you use the Quick info feature?

If yes: How useful was this feature to you? Could you please describe a typical situation
when you used it?

If yes: What could be done to improve the Quick info feature?

If no: why?

If no: What could be done to improve the Quick Info feature?

Did you use the Meaningful activities feature? Yes / No
If yes: What was your impression?

If yes: What did you think about the presented information?
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e If yes: How useful was this feature to you? Could you please describe a typical situation
when you used it?

e [f yes: What could be done to improve the Meaningful activities feature?
e [ no: why?

¢ If no: What could be done to improve the Meaningful activities feature?

e. Did you use the Emotional support feature? Yes / No
o [f yes: What was your impression?
o If yes: What did you think about the presented information?

o If yes: How useful was this feature to you? Could you please describe a typical situation
when you used it?

e [If yes: Did you experience any changes of your emotional state during the last weeks?
e [f yes: What could be done to improve the Emotional support feature?
e [|f no: why?

¢ If no: What could be done to improve the Emotional support feature?

5. Avatar in Roleplay (the order of block 6 and 7 is interchanged amongst participants)

a. Which avatar did you use in the roleplay? F/ M
If you haven't tried the role play, which of the two avatars would you rather use?

b. I would like to ask you to look at this avatar and imagine the life of this person. Please tell me how
you think this personis like, what their life looks like, what they like to do in their free time and so on.
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How well do the following statements describe the personality of the avatar?

1) He/she is reserved.

2) He/she is generally trusting.
3) He/she tends to be lazy.

4) He/she is relaxed, handles
stress well.

(5) He/she has few artistic inter-
ests.

(6) He/she is outgoing, sociable.
(7) He/she tends to find fault with
others.

(8) He/she does a thorough job.
(9) He/she gets nervous easily.
(10) He/she has an active imagi-
nation.

— o~~~

The following descriptions characterize changes in the cognitive and functional abilities of
the person with dementia. You will now be asked to compare the person as he or she is now
with what the person was like before - the main feature is the change. Choose one answer

1= ,Dis-
agree
strongly*

O ojo|o

2=
,Disa-

3= 4= 5= 6=
Nei-  ,Agree  ,Agree | cant
ther  alittle® strongly make
agree an
nor asses-
disa- ment”
gree”
| O | O
O O O O
| O | O
| O O O
| O | O
O O O O
| O | O
O O O
O | O
O O O

for each category that fits best to the person with dementia

- NOTE, not all descriptions must be available to select an answer.

1. MEMORY AND REMEMBRANCE

No obvious memory loss or fluctuating forgetfulness that does not interfere with daily

activities.

Constant slight forgetfulness or only partial remembrance of events that can disrupt eve-
ryday activities; repeated questions/statements, misplaced objects, forgets appoint-

ments.

Mild to moderate memory loss; more noticeable in recent events; impairs everyday ac-

tivities.

Moderate to severe memory loss; only very well learned information is stored; new infor-

mation quickly forgotten.
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N

O

=Y

Severe memory loss, almost impossible to retain new information; long-term memory
may be impaired.

. Orientation

Completely oriented in terms of person, place and time, almost at any time.

Slight difficulties with time recording; forgets the day or date more often than in the past.

Slight to moderate difficulties in tracking the time and sequence of events; forgets month
or year; orients to familiar places but gets confused outside familiar areas; gets lost or
wanders around.

Medium to severe difficulties, mostly disorientated in terms of time and place (familiar
and unknown); often dwells in the past

Only orientated towards the own name, however, can possibly recognize family mem-
bers.

. DECISION-MAKING AND PROBLEM-SOLVING SKILLS

Solves everyday problems without difficulty; manages personal business and financial
matters well; decision-making ability equal to previous performance.

Slight impairment or longer time needed to solve problem; problems with abstract con-
cepts; decisions still well-founded.

Moderate difficulty in dealing with problems and making decisions; postpones many de-
cisions to others; social judgment and behavior can be easily impaired; loss of insight

Seriously impaired in dealing with problems, only makes simple personal decisions; so-
cial judgment and behaviour often impaired; lack of insight.

Unable to make decisions or solve problems; others make almost all decisions for the
patient.

. ACTIVITIES OUTSIDE THE HOUSE

Independently in their activity at the usual level of performance in work, shopping, com-
munity and religious activities, voluntary work or social groups

Slight impairment of these activities compared to previous performances; slight change
in driving ability; still able to cope with emergency situations.

Unable to work independently, but still present and engaged; appears to others as "nor-
mal"; noticeable changes in driving skills; concerned about ability to cope with emer-
gency situations
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o

O

No appearance of independent action outside the home; seems fit enough to be taken
to activities outside the home, but generally needs to be accompanied

No independent activities; appears too sick to be taken to outside activities.
FUNCTION AT HOME AND HOBBY-ACTIVITIES

Tasks at home, hobbies and personal interests are well cared for in comparison to the
previous performance.

Minor impairment of or interest in these activities; difficulties in operating equipment (in
particular new purchases).

Slight but definite impairment of the home and hobby activity; more difficult activities or
tasks neglected; more complicated hobbies and interests abandoned.

Only simple activities remain, very limited interest in hobbies that are poorly maintained.

No meaningful activity in the household or previous hobbies.

. GOING TO THE TOILET AND PERSONAL HYGEINE

Full self-care ability (dressing, hairdressing, washing, bathing, going to the toilet).
Slight changes in skills and attention to these activities.

Requires the request to perform these activities, but can still perform them inde-
pendently.

Requires help with dressing, hygiene, storage of personal belongings; occasionally in-
continent.

Requires considerable help with body care and hygiene; frequent incontinence.

. BEHAVIOURAL AND PERSONALITY CHANGES

Socially appropriate behaviour in the public and private spheres;no personality changes.

Questionable or very mild changes in behaviour, personality, emotional control, ade-
quacy of decisions.

Slight changes in behavior or personality.

Moderate behavioural or personality changes, affects interactions with others; can be
avoided by friends, neighbours or distant relatives.

Severe behavioural or personality changes; often makes interactions with others un-
pleasant or avoidable.

LANGUAGE AND COMMUNICATION SKILLS
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©

10.

No language difficulties or occasional word searching; reads and writes as well as in the
past.
Persistent minor difficulty in finding words, uses descriptive terms or takes longer to com-
municate a topic, minor communication problems, fewer conversations; may interfere
with reading and writing.
Moderate difficulties in finding words in the language, cannot name objects, significant
reduction in word production; reduced understanding, conversation, writing and/or read-
ing.
Moderate to severe impairments in speech production or comprehension; has difficulty
communicating thoughts to others; limited ability to read or write.
Severe deficits in language and communication; little or no understandable language is
produced.

.MOOD
No change in mood, interest or motivation.
Occasional sadness, depression, anxiety, nervousness, or loss of interest / motivation.
Daily slight problems with sadness, depression, anxiety, nervousness or loss of interest
/ motivation.
Moderate problems with sadness, depression, anxiety, nervousness, or loss of interest /
motivation.
Severe problems with sadness, depression, anxiety, nervousness, or loss of interest /
motivation.
ATTENTION AND CONCENTRATION
Normal attention, concentration and interaction with the environment and surroundings.
Slight problems with attention, concentration and interaction with the environment and
surroundings, may appear sleepy during the day.
Moderate problems with attention and concentration, may have gaze rigidity or spend
time with closed eyes, increased drowsiness during the day.
A considerable part of the day is spent sleeping, without paying attention to the environ-
ment, can say things in conversation that are illogical or do not agree with the subject.
Limited to no ability to pay attention to external environment or surroundings.
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How well do the following statements describe the personality of the PwD?

1) He/she is reserved.

(1)

(2) He/she is generally trusting.
(8) He/she tends to be lazy.

(4) He/she is relaxed, handles
stress well.

(5) He/she has few artistic inter-
ests.

(6) He/she is outgoing, sociable.
(7) He/she tends to find fault with
others.

(8) He/she does a thorough job.

(9) He/she gets nervous easily.

(10) He/she has an active imagi-
nation.

Would you like to add anything else?

1 = ,Dis-
agree
strongly”

O o|go|o

2=
,Disa-

gree
a little”

Oolojo|o

,Nei-  ,Agree  ,Agree

ther  alittle®  strongly”

agree
nor
disa-
gree”
| O |
O O O
| O |
| O |
| O |
O
O
O
O
O

Have you used your own mobile phone or an AIT mobile phone?

- If own mobile phone: Send tracking

- If AIT mobile phone: return

May we contact you again in the future for follow-up studies etc.? Yes /No

6=
. cant
make

an
asses-
ment*

Oolojo|o
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A.2. INTERVIEW GUIDELINE FORMAL CAREGIVER 6 WEEK FOLLOW-UP (ENGLISH)

e May the conversation be recorded? Yes /No

e Apart from the SUCCESS app, have you ever downloaded an app to your SmartPhone that
could support you in everyday caregiver activities? (e.g. an advisory) Yes / No

If so, did you pay forit? Yes/ No
If so, how much? €

e Canyou imagine paying for an app that supports you in your daily care routine? Yes /No
If so, what would such an app have to offer?

e How much would you be willing to pay? €

1. General issues

As you know, the SUCCESS application is not yet a fully finished and perfectly working technology.
Therefore, we would be very interested in hearing things that did not work or did not work properly.
Canyou tell us about anything that happened over the weeks?

2. Changesin care

Please think about the last weeks using the SUCCESS application: Did you experience any changes
in your daily care routines or activities? Which ones?

3. General experiences with SUCCESS

b. Please tell me about your most positive experiences with SUCCESS

C. Please tell me about your most negative experiences with SUCCESS.

d. What are your most favourite features of SUCCESS? Why?

e. Canyou tell us whether the SUCCESS App had any impact on aspects on your life?

If not mentioned by the participants, please ask for the following aspects :
e (Care) relationship between carer and PwD

e Potential of retaining care activities for longer time

e Satisfaction with care activities

e Self-confidence in care activities

e Compliance of PwD in care

e Caregiver burden

e Taking more care for oneself
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Use of Features
Did you use the Learn & Train feature?  Yes /No
If yes: What was your impression?

If yes: How useful was this feature to you? Could you please describe a typical situation when
you used it?

If yes: What did you think about the presented information?
If yes: What could be done to improve the Learn & Train feature?
If no: why?

If no: What could be done to improve the Learn & Train feature?

Did you do role plays with the avatar? Yes/No
If yes: What was your impression?
If yes: What did you think about the presented information?

If yes: How useful was this feature to you? Could you please describe a typical situation when
you used it?

If yes: To what extent do you consider the avatarto be "suitable" for the interaction in role
play?
- How was the comprehensibility
- How was the naturalness (facial expressions, gestures, movement, charisma)?
- What was the appearance like?
- How did you feel about the emotions shown by the avatar?
If yes: What could be done to improve the role plays with the avatar?
If no: why?

If no: What could be done to improve the avatar role plays?

Did you use the Quick info feature to get fast support in special situations? Yes / No
If yes: What was your impression?
If yes: What did you think about the presented information?
If yes: When did you use the Quick info feature?

If yes: How useful was this feature to you? Could you please describe a typical situation when
you used it?

If yes: What could be done to improve the Quick info feature?
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e If no: why?

e |f no: What could be done to improve the Quick Info feature?

d. Did you use the Meaningful activities feature? Yes /No
e |If yes: What was your impression?
e [f yes: What did you think about the presented information?

e |f yes: How useful was this feature to you? Could you please describe a typical situation when
you used it?

e |f yes: What could be done to improve the Meaningful activities feature?
e If no: why?

e If no: What could be done to improve the Meaningful activities feature?

e. Did you use the Emotional support feature? Yes / No
e |f yes: What was your impression?
e If yes: What did you think about the presented information?

e |f yes: How useful was this feature to you? Could you please describe a typical situation when
you used it?

e |f yes: Did you experience any changes of your emotional state during the last weeks?
e If yes: What could be done to improve the Emotional support feature?
e If no: why?

e |f no: What could be done to improve the Emotional support feature?
5. Avatarin Roleplay (theorder of block6 and 7 is interchanged amongst participants)

a. Which avatar did you use in the roleplay? F /M

If you haven't tried the role play, which of the two avatars would you rather use?
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| would like to ask you to look at this avatar and imagine the life of this person. Please tell me how
you think this person is like, what their life looks like, what they like to do in their free time and so

on.

b. How well do the following statements describe the personality of the avatar?

1) He/she is reserved.

2) He/she is generally trusting.
3) He/she tends to be lazy.

4) He/she is relaxed, handles
stress well.

(5) He/she has few artistic inter-
ests.

(6) He/she is outgoing, sociable.
(7) He/she tends to find fault with
others.

(8) He/she does a thorough job.
(9) He/she gets nervous easily.

(10) He/she has an active imagi-
nation.

(
(
(
(

1 = ,Dis-
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oo olo
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a little*
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How well do the following statements describe the personality of the PwD?

(1) He/she is reserved.

(2) He/she is generally trusting.
(3) He/she tends to be lazy.

(4) He/she is relaxed, handles
stress well.

(5) He/she has few artistic inter-
ests.

(6) He/she is outgoing, sociable.
(7) He/she tends to find fault with
others.

(8) He/she does a thorough job.
(9) He/she gets nervous easily.
(10) He/she has an active imagi-
nation.

Would you like to add anything else?

1= ,Dis-
agree
strongly*

oo oo
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Oo|jo|lo| o
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O | O

Have you used your own mobile phone or an AIT mobile phone?

- If own mobile phone: Send tracking

- If AIT mobile phone: return

May we contact you again in the future for follow-up studies etc.? Yes /No
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APPENDIX D: SCALES TRIAL 2

A.1. SOCIO-DEMOGRAPHICS (ENGLISH)
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Lducstion
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CARE SITUATION / TIME FOR CARE (ENGLISH)
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A.3. SOCIO-DEMOGRAPHICS OF PWD (ENGLISH)
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A.4.
PU1

PU2

PU3

PU4

PEOU1

PEOU2

PEOU3

PEOU4

CSE1

CSE2

CSE3

CSE4

PEC1

PEC2

TAM (GERMAN/ENGLISH)

Das Benutzen von SUCCESS verbessert
meine Leistungin meiner Pflegtatigkeit.

Das Benutzen von SUCCESS erhdht meine
Produktivitatin meiner Pflegtatigkeit.

Das Benutzen von SUCCESS steigert meine
Effektivitatin meiner Pflegetatigkeit.

Ich empfinde SUCCESS als niitzlich in mei-
ner Pflegetatigkeit.

Die Handhabung von SUCCESS ist klar und
verstandlich.

Die Nutzung von SUCCESS ist geistig nicht
sehranstrengend.

Ich finde SUCCESS ist einfach zu benutzen.

Ich fand es einfach die App dazu zu bringen
das zu tun, was ich wollte.

Ich kdnnte neue Technologien nutzen um
Aufgaben in der Pflege zu bewaltigen,
wenn niemand dabei wéare, um mir zu sa-
gen, wasich tun sollte.

Ich kdnnte neue Technologien nutzen um
Aufgaben in der Pflege zu bewaltigen,
wenn ich ausschliel3lich die integrierte Hil-
fefunktion zur Verfliigung hatte.

Ich kdnnte neue Technologien nutzen um
Aufgaben in der Pflege zu bewaltigen,
wenn mir vorab jemand gezeigt hatte, wie
esgeht.

Ich kdnnte neue Technologien nutzen um
Aufgaben in der Pflege zu bewaltigen,
wenn ich vorab bereits dhnliche Systeme
fur dieselben Aufgaben genutzt hatte.

Ich habe die Kontrolle tiber die Nutzung der
App.

Ich habe die benétigten Ressourcen, um
SUCCESS zu benutzen.

Using SUCCESS improves my performance in
my caring activity.

Using SUCCESS in my caring activity increases
my productivity.

Using SUCCESS enhances my effectiveness in
my caring activity.

| find SUCCESS to be usefulin my job.

My interaction with SUCCESSis clear and un-
derstandable.

Interacting with SUCCESS does not require a
lot of my mental effort.

| find SUCCESS to be easyto use.

| findit easyto getthe app to do what | want
it to do.

| could use new technologies to complete car-
ingactivitiesif there was noonearound to tell
me what to do as | go.

| could use new technologies to complete car-
ing activities if | had just the built-in help fa-
cility forassistance.

| could use new technologies to complete car-
ing activities if someone showed me how to
doitfirst.

| could use new technologies to complete car-
ing activitiesifl had used similar packages be-
fore thisone to do the same job.

| have control over using SUCCESS.

| have the resources necessary to use SUC-

CESS.
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PEC3

PEC4

CPLAY1

CPLAY2

CPLAY3

CPLAY4

CANX1

CANX2

CANX3

CANX4

ENJ1

ENJ2

ENJ3

SN1

SN2

SN3

Sofern die Ressourcen, Gelegenheiten und
Kenntnisse, die firdie Nutzungder App er-
forderlich sindgegeben waren, ware es ein-
fach firmich, die App zu benutzen.

Die Appist nicht mitanderen Systemen,die
ich benutze, vereinbar.

Bei der Nutzung von neuen Technologien
wiirde ich mich als spontan bezeichnen.

Bei der Nutzung von neuen Technologien
wirde ich mich als kreativ bezeichnen.

Bei der Nutzung von neuen Technologien
wiirde ich mich alsverspielt bezeichnen.

Bei der Nutzung von neuen Technologien
wiirde ich mich alswenigoriginell bezeich-
nen.

Ich habe keine Berlihrungsangste mit
neuen Technologien.

Das Arbeiten mit neuen Technologien
macht mich nervos.

Neue Technologien I6sen Unbehagen in mir
aus.

Neue Technologien |6sen bei mir ein Gefiihl
derUnruhe aus.

Ichfinde das Benutzenvon SUCCESS ist ver-
gnuglich.

Das Benutzenvon SUCCESSistangenehm.

Ich habe Spald dabei, SUCCESS zu benutzen.

Menschen die mein Verhalten beeinflussen
denken, dass ich SUCCESS nutzen sollte.

Menschen die mir wichtig sind denken,
dass ich SUCCESS nutzen sollte.

Die Betriebsleitung unserer Organisation,
war hilfreich hinsichtlich der Nutzung der

App.

Given the resources, opportunities and
knowledgeittakesto usethe app, it would be
easy for me to use the app.

The app is not compatible with other systems
| use.

When using new technologies, | would char-
acterize myself as spontaneous.

When using new technologies, | would char-
acterize myself as creative.

When using new technologies, | would char-
acterize myself as playful.

When using new technologies, | would char-
acterize myselfas unoriginal.

New technologies do not scare me at all.
Working with new technologies makes me
nervous.

New technologies make me feel uncomforta-
ble.

New technologies make me feel uneasy.

| find using SUCCESS to be enjoyable.

The actual process of using SUCCESS is pleas-
ant.

| have fun using SUCCESS.

People whoinfluence my behaviorthink that
| should use the system.

People who are important to me think that |
should use the system.

The senior management of this business has
been helpfulinthe use of the system.
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SN4

VOL1

voL2

VvVoL3

IMG1

IMG2

IMG3

REL1

REL2

REL3

ouT1

ouT2

ouT3

RES1

RES2

RES3

Im Allgemeinen unterstiitzt meine Organi-
sationdie NutzungderApp.

Ich Nutze die App freiwillig.

Esverlangt niemand der mir etwas zu sagen
hat von mir dassich die App verwende.

Auch wenn es vielleicht hilfreich sein mag,
ist es bestimmt nicht verpflichtend in mei-
ner Pflegesituation die App zu verwenden.

Pflegepersonen, welche die App verwen-
den, sind prestigetrachtigerals jene, die es
nichttun.

Pflegepersonenwelchedie Appverwenden
haben ein hohes Ansehen.

Die App zu haben ist ein Statussymbol fiir
Pflegepersonen.

In meiner Pflegetatigkeit ist die Nutzung
der App wichtig.

In meiner Pflegetatigkeit ist die Nutzung
derApp relevant.

Das Benutzen der App ist flir meine ver-
schiedenen Aufgaben in der Pflege rele-
vant.

Die Qualitat der App-Inhalte, die ich durch
SUCCESS bekomme, ist hoch.

Ich habe kein Problem mit der Qualitat der
App-Inhalte.

Ichbewerte die Ergebnisse von SUCCESS als
exzellent.

Ich habe keine Schwierigkeiten, anderen
von den Ergebnissen der Nutzung der App
zu erzahlen.

Ich glaube, ich kdnnte anderen die Folgen
derNutzungderApp erklaren.

Die Ergebnisse der Nutzung der App sind
flr mich deutlich ersichtlich.

In general, the organization has supported
the use of the system.

My use of the systemisvoluntary.

My supervisordoes not require meto use the
system.

Although it might be helpful, using the system
is certainly not compulsoryin my job.

Caregivers who use the system have more
prestige thanthose who do not.

Caregivers who use the system have a high
profile.

Havingthe systemis a status symbol for care-
givers.

In my care activities, usage of the app is im-
portant.

In my care activities, usage of the appis rele-
vant.

The use of the app is pertinentto my various
job-related tasks.

The quality of the content| get from the app
ishigh.

I have no problem withthe quality of the apps
content.

| rate the results from SUCCESS to be excel-
lent.

I have no difficultytelling others about the re-
sults of using the app.
| believe | could communicate to others the

consequences of usingthe app.

The results of using the app are apparent to
me.
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RES4

Bi1

BI2

BI3

Ich hatte Schwierigkeiten zu erklaren wes-
halb die App zu verwenden Sinnvoll wére o-
dernicht.

Angenommen ich hatte weiterhin Zugang
zu SUCCESS, wiirde ich beabsichtigen es zu
benutzen.

Wenn ich weiterhin Zugang zu SUCCESS
hatte, wirde ichannehmen, dassich es be-
nutzenwirde.

Ich habe vor, SUCCESS zu nutzen, wenn es
erhaltlichist.

| would have difficulty explaining why using
the app may or may not be beneficial.

Assuming| would continue to have access to
SUCCESS, | intend to use it.

Given that | had access to SUCCESS, | predict
that | would use it.

| planto use SUCCESS in the next months.

Remark: This scale is included to this document for project documentation purposes. Usage for
other purposes is subject to the terms of the instrument owners.
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A.5. UEQ (ENGLISH)

Please assess the product now by ticking one circle per line.

annoying

not understandable
creafive

eazy to learn
valuable
boring

not interesting
unpredictable
fast

inveniive
obstructive
good
complicated
unlikable
u=ual
unpleasant
sacure
maotivating
meets expectations
insfficient
clear
Impractical
organized
attractive
friendly
conservative

Remark: This scale is included to this document for project documentation purposes. Usage for
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enjoyable
understandable
dull

difficult to leam
infarior
excifing
interesting
predictable
slow
conventional
supportive

bad

aazy

pleasing
leading edge
pleasant

not securs
demativating
tdoes not meet expectations
efficlent
confusing
practical
clutterad
unattractive
unfrizndly
innovative

other purposes is subject to the terms of the instrument owners.
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D5.1 Trial training concept

A.6. NPl (ENGLISH)

Feasaarswerthe followirpguaestions basaden changesthat Fave oocurredsirce the petent
firsthogan to puperizace memory prablers,

Corele Yes'onlyif e symptorris)has been presentin the lasteamth, Ctheny <z, nrde "Na',
Farearhizem maried "Yes'-

ayRawe the SEVERITY of the syrrptomihaw its Ferte 7as panaent):
L =1d (neticesble, bulnota significant changed
2 =Maderzta [sanificert, hot nova dramatic charpe)
3 =Severe (uery rmarked orgrom nent, oz smalizchanga)

by Rate the GISTRESS wou pxpesence due to tho tsympton [how taffects you):
J-Notdistrassnpatall
L = Minimal Elightly disties<ie g, not a problem to ca pe with]
2 =Mild (notvery cistrasaing, genarally easy to copa with)
3 = ademte (Fairly distressing, nat alwaym pasy ta copz with)
1 -3Severe (very distrezsing, difficult to cose with)
% = Samme orVary Soverre Joxtrems by distrass ng, unahle to snps with )

P pase arsarraach quastion carefu'ly. A<k farassistance iFynn hawe sny Questinnes.,
Julasony | Do e p;;U el e flse lrm.‘rix:lsr, such s ll.irnlills_ that |

athars #ra stealing “am kircher ar plannirg to ham
| i oo weryd

Z ves SEVERITY: L 2 3 |DISTRES: € 1 2 3 ¢ 5|
| — MNu |
| Hal ucinazons | Depsthe p:mnmh awe hal udnsticnssuch asfalwe visinas ar |

vo cas? Doesha orsheseemtoearorseeth gsthatars
nat oreEsensy

— Yes SEVERITY: 2 2 3 IDISTRESS:: ¢ 1 2 31 & 5

— HNu
‘ igimu:nn.".&egrr.'.r.im Tl p:tirrg'rr.it:'..i:ﬁ'.x! tohep frrm others as s mes, orhad |
; ) | tohardia? i S ]
Yos SEVERITY: 1 2 3 DISTRESS: o 1 2 3 & 5]

| b
| Jeprassion/Cvsshorz | Deesthe patientsee sadorsay thathe /she iz depressad? |
‘ — ves SEVERITY: L 2 2 DISTRES: € 1 2 3 ¢ §|

— Nao
Anxiedy | Dees the patlent becoMme Jpaetwaenseperztedemyeu? |
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Deoeshefshe have anyomersigns o nanvousresz suchas

shartnessofbraath, siahirg belaguaable wrelas, or feel ng
exo snively Lenser

O ves SEVERITY: 1 2 3 |DISRESS: D 1 2 3 1 5
O XNu
FlatiangFizhoriz Deaesthe patient appesrinfeelton gaod ar acsexreasively
hapsay?
O ves SEYERITY: 2 2 '3 /DISTRESS: DO 1 23 4 35
[l Xn
Azathy!irdiTarence | Does the patient seam less irsarestad in histhar usug!
activitles orintheagtvides and plans of ethers?
O Yes SEVERITY; "1 2 35 |DISTRESS: D1 2 3 1 35
Il Nn

—DHI‘I e bitian

O ves
O xo

L <Ing to strangers a5 ir nedshe knowstham, o saying
thiagsthatmay burt peozia’s foolings?
SEVERITY: 1 2 3 [DISTRESS: D 1 2 -3 4

(&l

irnitab ity Labiliy

Is the z37ent impatient and crenky? Joss hadshe Fawe
di aulty razirg witk zelaw ar waiting for nlannad
activites?

Nighs ma Renaviars

1 ves SEVERITY: 1 2 3 DISTRESS: o 1 2 3 4 5
O xo
Mator Cisuarbeance Dees the padent enaage 10 regadtve acuvitles such 28
paciraareundthe nouse, vandl ngbuttons, wre spirg sting,
ordelngotherthings repestedly
O ves SEVERITY: 1 2 SIDISTREYS: DI 2 3 4 35
O Nu

Doesthe pac entawaked you dirirg v nighe, rsp tea andy
111 H8 MSTRINE. OF L5 (& 8XCESSVE N3DE LU rEthe ceyr

Ll Yes SEVERITY: 1 2 5 DISTRESS: 01 2 3 4 5
O xu
Sapet efCating I'as e padent letor gzinedweighy orhad a change ir e |
tpe of food nefshe | kes?
L] Yes SEVERITY: 1 2 5 DISTRESS: © 1 2 3 1 5
O Xo

Remark: This scale is included to this document for project documentation purposes. Usage for
other purposes is subject to the terms of the instrument owners.

A.7.  ZARIT (ENGLISH)

(see section A.2)
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D5.1 Trial training concept

A.
Ca

8.  CASI (ENGLISH)

rer’s Assessment Of Satisfactions Index (CASI)

Caring is often a difficult and stressful task but for many carers there are also moments of personal
satisfaction.

On the following pages are some statements which carers have made about those aspects of caring
that they find satisfying. Please read each statement and then indicate how it applies to you.

Ra

tings:

X This doesn’t tend to apply in my situation.

Th

is applies to me. | find it provides:

0 No real satisfaction;

1 quite a lot of satisfaction;

2 a great deal of satisfaction.

O 00 N O U B W N B

R R R R R R R R R R
O 00 N O Ul B W N +—» O

. Caring has allowed me to develop new skills and abilities.

. The person | care for is appreciative of what | do.

. Caring has brought me closer to the person | care for.

. It’s good to use small improvements in the person | care for.

. lam able to help the person | care for reach their full potential.

. lam able to repay the kindness of the person | care for.

. Caring provides a challenging and stimulating job.

. Despite all the problems, the person | care for doesn’t grumble or moan.

. It's nice to see the person | care for clean, comfortable and well turned out.

. Caring has enabled me to fulfil my sense of duty.

. I’'m the sort of person who enjoys helping people.

. | get pleasure from seeing the person | care for happy.

. Knowing the person | care for the way | do means | can give better care than anyone else.
. It helps to stop me from feeling guilty.

. Caring has made me a better, less selfish person.

. It’s nice to feel appreciated by those family and friends | value.

. Caring has strengthened close family ties and relationships.

. It’s good to help the person | care for overcome difficulties and problems.

. It's nice when something | do gives the person | care for pleasure.
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20. | am able to keep the person | care for out of an institution.

21. | feel that if the situation were reversed the person | care for would do the same for me.
22. 1 am able to ensure the person I care for is well fed and their needs tended to.

23. Caring has given me the chance to widen my interest and contacts.

24. Maintaining the dignity of the person | care for is important to me.

25. | am able to test myself out and overcome difficulties.

26. Caring is one way of showing my faith.

27. Caring has provided a purpose in life that | didn’t have before.

28. At the end of the day | know I’ll have done the best | could.

29. Caring is one way of expressing my love for the person | care for.

30. Caring makes me feel needed and wanted.

Remark: This scale is included to this document for project documentation purposes. Usage for
other purposes is subject to the terms of the instrument owners.

A.9. SELF-EFFICACY (ENGLISH/GERMAN)
Scale based on:

Merrilees, J. J., Bernstein, A., Dulaney, S., Heunis, J., Walker, R., Rah, E., ... & Feuer, J.(2018). The
Care Ecosystem: promoting self-efficacy among dementia family caregivers. Dementia,
1471301218814121.

Fortinsky, R. H., Kercher, K., & Burant, C.J. (2002). Measurement and correlates of family caregiver
self-efficacy for managing dementia. Aging & mental health, 6(2), 153-160.

Self-efficacy for symptom management

1. | feel confident in my ability to manage problems the PwD has, like memory loss, wandering, or
behavior problems.

2. | feel confident that | can manage future caregiving challenges.

3. | feel confident to manage my own emotions (e.g. frustration, guilt, anger) related to caring for
for the PwD.

4. | feel confident to get resources that | need related to caring for the PwD

5. I feel confident in my abilities to engage the PwD in meaningful and purposeful activities

German:
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D5.1 Trial training concept

1. Ich bin zuversichtlich, dassichin der Lage bin, mit Problemen, wie Gedachtnisverlust, Herumirren,
oder Verhaltensproblemen der Person mit Demenz umzugehen.

2. Ich bin zuversichtlich, dass ich zukiinftige Herausforderungen in der Pflege bewaltigen kann.

3. Ich bin zuversichtlich, dass ich meine eigenen Emotionen bezogen auf die Pflege von der Person
mit Demenz (z.B. Frustration, Schuldgefiihle, Wut) kontrollieren kann.

4. Ich bin zuversichtlich, dass ich Ressourcen die ich fiir die Pflege der Person mit Demenz brauche
bekomme.

5. Ich bin von meiner Fahigkeit Gberzeugt, die Person mit Demenz in bedeutsame und sinnvolle
Aktivitaten einzubinden.

Remark: This scale is included to this document for project documentation purposes. Usage for
other purposes is subject to the terms of the instrument owners.

A.10. KNOWLEDGE SUBSCALE (ENGLISH/GERMAN)

Source:

Karlin, B. E., Young, D., & Dash, K. (2017). Empowering the dementia care workforce to manage
behavioral symptoms of dementia: Development and training outcomes from the VOICE dementia
care program. Gerontology & geriatrics education, 38(4), 375-391.

Likert scales for each item ranged from 1 to 7, with 1 = not at all knowledgeable, important, effec-
tive, useful, or confident and 7 = extremely knowledgeable, important, effective, useful, or confi-
dent. Higher scores on the scales reflect increased knowledge

Knowledge subscale (Dementia Information, Self-Care, and Communication Scale)
1. How knowledgeable are you about the signs, symptoms and causes of dementia?
2. How knowledgeable are you about the course and progression of dementia?

3. How knowledgeable are you about the impact of dementia and about maintaining realistic ex-
pectations?

4. How knowledgeable are you about effective verbal communication strategies with individuals
with dementia?

5. How knowledgeable are you about effective non-verbal communication strategies with individu-
als with dementia?

6. How knowledgeable are you about self-care strategies and coping skills (e.g., relaxation training
healthy caregiver thoughts) for reducing stress and improving caregiver well-being?

7. How knowledgeable are you about specific community resources for caregivers (e.g., specific in-
formation, referral and social support resources)?
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D5.1 Trial training concept

8. How knowledgeable are you about behavioral (non-medication) approaches to managing chal-
lenging behaviors associated with dementia (e.g., agitation, vocalization, care refusal)?

German:
1. Wie viel Wissen haben Sie lber die Anzeichen, Symptome und Ursachen von Demenz?
2. Wie viel Wissen haben Sie lGber den Verlauf und die Entwicklung von Demenz?

3. Wie sachkundig sind Sie hinsichtlich der Auswirkungen von und realistischen Erwartungen gegen-
Uber Demenz?

4. Wie viel Wissen haben Sie Gber wirksame verbale Kommunikationsstratgien (z.B. Gesprachsstra-
tegien) mit Menschen mit Demenz.

5. Wie viel Wissen haben Sie Uber effektive non-verbale Kommunikationsstratgien (z.B. Berihrung,
Korperhaltung) mit Menschen mit Demenz.

6. Wie viel Wissen haben Sie iber Selbstpflege-Strategien und Bewaltigungskompetenzen um Stress
zu reduzieren und das Wohlbefinden von Pflegepersonen zu erhéhen (z.B. Entspannungstraining,
konstruktive Gedanken bezliglich der Pflege).

7. Wie viel Wissen haben Sie (iber die spezifischen Angebote fir Pflegepersonen in Ihrer Gemeinde
(z.B. bestimmte Ressourcen fiir Informationen, Uberweisungen und soziale Unterstiitzung)?

8. Wie viel Wissen haben Sie Uber verhaltensorientierte (nicht-medikamentdse) Ansatze zur Bewal-
tigung von herausfordernden Verhalten im Zusammenhang mit Demenz (z.B. korperliche und ver-
bale Aufregung, Pflegeverweigerung)?

Remark: This scale is included to this document for project documentation purposes. Usage for
other purposes is subject to the terms of the instrument owners.

A.11. GLOBALASSESSMENT (ENGLISH/GERMAN)

Global Assessment of Perceived Competence

(4-point scale: very much, somewhat, justa little, and not atall.)

How much do you:
(1) believe that you know about how to deal with a very difficult situation;

(2) feel that all in all, you're a good caregiver'.

German:
Sehr — etwas — nur ein bisschen —gar nicht
Wie sehr glauben Sie, dass Sie wissen, wie man mit einer sehr schwierigen Situation umgeht?
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Wie sehr haben Sie das Gefiihl, dass Sie im GroRen und Ganzen eine gute Pflegeperson sind?

Remark: This scale is included to this document for project documentation purposes. Usage for
other purposes is subject to the terms of the instrument owners.
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A.12.

IPIP (ENGLISH/GERMAN)

Describe yourselfas you generally are now, notas you wish to be in the future. Describe yourself as you
honestly see yourself, inrelation to other people you know of the same sex asyou are, and roughly your
same age. So that you can describe yourselfinan honest manner, yourresponses will be keptin absolute
confidence. Indicate foreach statement whetheritis 1. Very Inaccurate, 2. Moderately Inaccurate, 3. Nei-
ther Accurate NorlInaccurate, 4. Moderately Accurate, or5. Very Accurate as a description of you.

Item English
Am the life of the party.

Sympathize with others’ feelings.
Get choresdone rightaway.

Have frequent mood swings.

Have a vivid imagination.

Don’ttalk a lot.

Am notinterestedin otherpeople’s
problems.

Oftenforgetto put things backin their
proper place.

Am relaxed most of the time.

Am notinterestedinabstractideas.
Talk to a lot of different people at par-
ties.

Feel others’ emotions.
Like order.

Get upseteasily.
Have difficulty understanding abstract
ideas.

Keepinthe background.

Am notreallyinterestedin others.
Make a mess of things.
Seldomfeel blue.

Do not have a good imagination.

Item German

Ich bringe Lebenineine Party.

Ich kann die Geflihle anderer nachemp-
finden.

Ich erledige Hausarbeit sofort.

Ich habe haufige Stimmungsschwankun-
gen.

Ich habe eine lebhafte Vorstellungskraft.

Ich rede nichtviel.

Ich interessiere mich nicht furdie Prob-
leme anderer Leute.

Ich vergesse oft, Dinge wiederanden
richtigen Platz zurlick zu bringen.

Ich bin die meiste Zeit entspannt.

Ich interessiere mich nicht fiir abstrakte
Ideen.

Auf Parties unterhalte ich mich mitvie-
lenverschiedenen Leuten.

Ich kann die Geflihle anderer nachfiih-
len.

Ich mag Ordnung.

Ich gerate leicht aus der Fassung.

Ich habe Schwierigkeiten abstrakte Ideen

zu verstehen.

Ich halte michim Hintergrund.
Ich interessiere mich nicht wirklich fir
andere.

Ich verpfusche die Dinge.
Ich fihle mich seltentraurig.
Ich habe keine gute Vorstellungskraft.

Loading
E

A

E= Extraversion, A=Agreeableness, C=Conscientiousness, N=Neuroticism, I=Openness, - =re-
verse scored item
Original items: https://www.researchgate.net/publication/7014171 The Mini-IPIP_Scales Tiny-yet-Effec-

tive Measures of the Big Five Factors of Personality

German translation: https://ipip.ori.org/German100-ItemBig-FiveFactorMarkers.htm

Remark: This scale is included to this document for project documentation purposes. Usage for
other purposes is subject to the IPR of the instrument owners.
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A.13. PERCEIVED KNOWLEDGE X APP (GERMAN/ROMANIAN)

1 DE: Es ist wahrscheinlich, dass die Applikation SUCCESS zu einem besseren Verstandnis des Um-
gangs mit Schwierigkeiten im Zusammenhang mit Aktivitaten des alltaglichenLebens von Menschen
mit Demenz fihrt.

1 RO: Aceasta aplicatie poate creste cunostintele /intelegerea cu privire la gestionarea dificultatilor
legate de activitatile de zi cu zi ale persoanelor cu dementa.

2 DE: Es ist wahrscheinlich, dass die Applikation SUCCESS zu einer Anderung der Einstellungen (iber
den Umgang mit Schwierigkeiten im Zusammenhang mit Aktivitaten des alltaglichen Lebens von
Menschen mit Demenz fihrt.

3 RO: Aceasta aplicatie poate schimba atitudinea fata de gestionarea dificultatilor legate de activi-
tatile de zi cu zi ale persoanelor cu dementa.
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APPENDIX E: INTERVIEW GUIDELINES TRIAL 2

A.1.
LISH)

Variable
Care situation

Actual time
needed for care
activities

TAM: Perceived
Usefulness

Questions
In wie fern gab es seit Studienbe-
ginn eine Anderung in lhrer Pfle-
gesituation die nicht mit SUCCESS
zusammenhadngt, z.B. zusatzliche
Pflegekraft, Reduzierung der
Stunden, Anderung im Schwere-
grad der Demenz?
Wenn Sie an konkrete Aktivitaten
des taglichen Lebens denken bei
denen Sie die Person, die Sie pfle-
gen, unterstiitzen, z.B. die mor-
gendliche Badezimmerroutine o-
der das Mittagessen, kénnen Sie
eine Anderung feststellen in den
letzten 4 Wochen?
Was hat sich hier konkret
gedndert?
Haben Sie zu diesem
Thema die SUCCESS App
genutzt?
Wenn Sie nun an die App
SUCCESS denken, was mo-
gen Sie am meisten an der
App?
Was moégen Sie am wenigsten an
der App?
Als Sie die App zum ersten Mal
gesehen haben, was war lhre
Meinung liber die Fahigkeit der
App SUCCESS, lhnen in einer be-
stimmten Situation zu helfen?

Wie sieht es jetzt aus?

Konnen Sie mir von einer Situa-
tion erzahlen, in der lhnen SUC-
CESS geholfen hat?
Was war die Situation, die
Sie erlebt haben (z.B.
Nachtwandern)?

INTERVIEW GUIDELINE SEMI-STRUCTURED INTERVIEW T1 (GERMAN/ENG-

In how far has there been a
change in your care situation
since the start of the study that is
not related to SUCCESS, e.g. addi-
tional caregiver, reduction of
hours, change in the severity of
dementia?

If you think of specific activities in
daily life where you support the
person you care for, such as the
morning bathroom routine or
lunch, do you notice a change in
the last 4 weeks, e.g. in the
amount of time it takes?

What exactly changed?
Did you use the SUCCESS
App inregard to this topic?

Now, when you think
about the app SUCCESS,
what do you like best
about the app?
What do you like least about the
app?
When you saw the app for the
first time, what was your opinion
regarding the ability of the app
SUCCESS to help you in a certain
situation?

What about now?

Please tell me about a situation
in which SUCCESS helped you.

What was the situation
you experienced (e.g.
night-time wandering)?
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TAM: PEOU

Tam: OUT/ Con-
tent

Welche Funktionen, Ele-
mente und Lernmodi ha-
ben lhnen geholfen?

Wie hat sich die Verbesse-
rung gezeigt?

Wann ist lhnen in den Sinn ge-
kommen, die SUCCESS App fiir
[die zuvor genannte Situation] zu
nutzen?
(von Interesse: kam die
Idee sofort, spater wahrge-
nommene Nitzlichkeit o-
der wahrgenommene
Nitzlichkeit bei Auftreten
eines Problems)

Welche anderen Aspekte der App
sind nitzlich?

Welche Aspekte sind nicht sinn-
voll?
Unterm Strich, haben Sie
SUCCESS fiir Sie als Person
als niitzlich empfunden?
Wie finden Sie sich in der App zu-
recht?
Welche Schwierigkeiten
hatten/haben Sie?

In wie fern hat sich das geandert?
Um welche Themen sollten die
Inhalte der App erweitert wer-
den? (=neue Themen)
Fehlt Ihnen zu einem be-
stimmten Thema Informa-
tion in der App?
Haben Sie schon einmal
nach einem Thema in der
App gesucht aber nichts
dazu gefunden?
Zu welchen Themen, die schon
vorhanden sind, sollten wir noch
mehr Informationen bereitstel-
len?

Which function, elements
and learning modes helped
you?

What was the quality of
improvement)?

When did it occur to you that you
could use SUCCESS to solve [the
prior stated situation]?

(of interest: later per-
ceived usefulness or per-
ceived usefulness when
problem occurred)

What other aspects are useful?

What aspects are not useful?

Bottom line, did you experience
SUCCESS as useful for you specifi-
cally?
How do you find your way
around in the app?
What difficulties did/do
you have?

In how far did that change?
Which topics should be added to
the contents of the app (=new
topics)?
Are you missing infor-
mation on a certain topic
in the app?
Did you look for a topic in
the app and didn’t find any
information?

On which topics that already ex-
ist should we provide more infor-
mation?
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A.2.
LISH)

Variable
Care situation

Avatar Roleplay

Bitte senden Sie mir aus der App
das Nutzungsprotokoll zu (wenn
notig, anleiten wie).

Um Gmail-Adressen mit denen
Nutzerlnnen in der App angemel-
det zu sammeln.

Haben Sie den zweiten Fragebo-

gen bereits ausgefiillt?
Teilnehmerln sollte den
Fragebogen bereits ausge-
fullt haben, falls nicht um

baldige Bearbeitung bitten.

Questions

In wie fern gab es seit dem letz-
ten Interview eine Anderung in
lhrer Pflegesituation die nicht
mit SUCCESS zusammenhangt,
z.B. Anderung im AusmaR der
Pflege, Anderung im Schweregrad
der Demenz?

Haben Sie bereits ein Avatar Rol-
lenspiel gemacht?

Wenn ja, welche Avatare haben

Sie verwendet und weshalb?
Weiblich oder Mannlich o-
der beide, wussten Sie
dass Sie diese dndern kon-
nen?)

Wenn Sie mit dem Avatar Situa-
tionen in Rollenspielen durch-
spielen, denken Sie dann an die
Person, die Sie pflegen? Ahneln
sich die beiden?
(Nachfragen welche As-
pekte: Verhalten, Ausse-
hen)

Please send the logfile via the
App (if necessary instruct how
to).

To collect Gmail adresses with
which users are logged into the
app.
Did you already complete the
second survey?
The participant should al-
ready have filled in the
guestionnaire, otherwise
ask for the questionnaire
to be completed asap.

INTERVIEW GUIDELINE SEMI-STRUCTURED INTERVIEW T2 (GERMAN/ENG-

In how far has there been a
change in your care situation since
thelast interview, that is not re-
lated to SUCCESS, e.g. change in
extend of care, change inthe se-
verity of dementia?

Have you already played through
an Avatar role-play?

If yes, wich Avatars did you use
and why did you choose these?

When you play through a situa-
tion in the avatar-based roleplays,
do you think of the person you
care for? Do they resemble each
other? (Ask about the similaras-
pects: behavior, looks)
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Avatar Lecture

CASI:

Denken Sie, dass die Avatare Kli-

schees liber Menschen mit De-

menz verstarken kénnten?
Kénnen Sie das genauer
erklaren?

Wenn nein, wiissten Sie wo sie

die Rollenspiele finden? Weshalb

haben Sie noch keines gemacht?
Welche Aspekte ,,waren
nichts fir sie”, (Ziel ist
herauszufinden was das
Hindernis ist das Rollen-
spiel durchzufiihren.)?

Haben Sie bereits einen Avatar
Vortrag gehort?
Wenn nein, wiissten Sie
wo sie die Vortrage fin-
den? Weshalb noch nicht
gemacht?

Wenn ja, welche Avatare
haben Sie verwendet und
weshalb?

Stellen Sie sich vor sie miissten
jemandem den Unterschied zwi-
schen einem Avatar Vortrag und
einem Video mit einem aufge-
zeichneten Vortrag erklaren.
Was wiirden Sie sagen?

Welche Eigenschaften wiirden
sie dem Avatar aus den Vortra-
gen zuschreiben?

z.B. kompetent, belehrend,
freundlich?

Wie kdnnen wir die Avatare ver-

bessern?

Viele Menschen sagen, dass je-
manden zu pflegen auch schdne

Do you think avatars might rein-
force an inaccurate picture of peo-
ple with dementia?
Canyou explainthat in
more detail?

If no, would you know where to

find the role-plays?

Why haven't you done it yet?
Which Aspects are “not for
you”? (Aim is to try and find
out what hinders users to
do the roleplays, e.g. expec-
tations)

Have you already listened to an
Avatar lecture?
If not, do you know where
to find the lectures? Why
not yet done?

If so, which avatars did you use
and why?

Imagine you would have to ex-
plain to someone the difference
between an avatar lectureand a
video with a recorded lecture.
What would you say?

With which attributes would you
describe the lecture Avatar?

e.g. competent, instructive, kind

How can we improve the avatars?
Many people say that caring for
someone can also have bright
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Feststellen ob
Anderung inder
Zufriedenheit
auf SUCCESS zu-
rickzufiihren
ist.

CASI: Purpose

CASI: Pleasure
Feststellen ob
Anderung inder
Beziehung zw
PwD und CoPwD
auf SUCCESS zu-
rickzufiihren

ist.

CASI: Apprecia-
tion

Updates

Seiten haben kann. In wie weit
konnte SUCCESS lhnen bei die-
sen schonen Seiten helfen?

Wie war die Situation vor-
her und wie hat SUCCESS
Sie unterstilitzen konnen.

Oder Warum nicht?

Eine dieser Seiten ist dass Men-
schen darin einen Sinn im eige-
nen Leben aber auch dem der
Person mit Demenz finden koén-
nen.
In wie weit konnte SUCCESS
lhnen bei diesem positiven As-
pekt helfen?
Wie war die Situation vor-
her und wie hat SUCCESS
Sie unterstiitzen konnen.
Oder Warum nicht?

In wie weit konnte SUCCESS
lhnen dabei helfen die
Pflegesituation so zu gestalten
dass sie mit der PwD freudige
Momente erleben konnten?
Z.B. kleine Aktivitaten.
Gibt es Aspekte der App
die direkt dazu beigetra-
gen haben dass die PwD
mit ihrer Unterstiitzung
Freude empfindet?

Inwiefern fiihlen Sie sich wertge-
schatzt in dem was Sie fiir die
Person mit Demenztun?
Wie zeigt sich diese Wert-
schatzung?
Konnte SUCCESS lhnen dabei
helfen Momente zu schaffen in
denen sie sich wertgeschatzt
fuhlen?
Es wird Updates geben. ->App im
app-store updaten

sides. To what extent could SUC-
CESS help you with these positive
aspects?

How was the situation be-
fore and how did SUCCESS
support you?
Or why not?

One of these sides is that people
can find a purpose in their own
life but also that of the person
with dementia.

To what extent could SUCCESS
help you with this positive aspect?

How was the situation be-
fore and how did SUCCESS
support you?
Or Why not?

To what extent has SUCCESS been
able to help you to shape the care
situation in such a way that you
yourself could experience pleas-
ant moments with PwD?
For example, small activi-
ties.
Are there any aspects of the
app that have directly con-
tributed to PwD's enjoy-
ment?

Regarding the things youdo for
the person with dementia, to
what extent do you feel appreci-
ated?
How does this appreciation
manifest itself?
Could SUCCESS help you create
moments where you feel appreci-
ated?
There will be updates -> update
App in PlayStore
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Haben Sie noch etwas hinzuzufii-
gen?

Bitte senden Sie mir aus der App

das Nutzungsprotokoll zu (wenn

notig, anleiten wie).

Haben Sie den dritten Fragebo-
gen bereits ausgefillt?
Teilnehmerln sollte den Fragebo-
gen bereits ausgefiillt haben,
falls nicht um baldige Bearbei-
tung bitten.

Do you have anything to add?

Please send the logfile via the App
(if necessary, instruct how to).

Did you already complete the
third survey?

The participant should already
have filled in the questionnaire,
otherwise ask for the question-
naire to be completed asap.

A.3.  INTERVIEW GUIDELINE SEMI-STRUCTURED INTERVIEW T3 (GERMAN/ENG-

LISH)

Variable

Questions

Denken Sie an die letzten sechs
Monate in denen Sie an dieser
Studie teilgenommen haben:
Was war lhr generelle Erfahrung
im Zusammenhang mit der Ap-
plikation SUCCESS?

e Welche Geflihle hat die
App bei lhnen ausgelost?

Bitte beschreiben Sie Ilhr Nut-
zungsverhalten der App liber die
letzten sechs Monate verdandert?

e Z.B.am Anfang motiviert
diese auszuprobieren und
dann nicht mehr daran in-
teressiert.

e In welchen Situationen
haben Sie die App ge-
nutzt/an das Nutzen der
App gedacht?

e Wielange und wie oft ha-
ben Sie die App genutzt?
(z.B. taglich/wochentlich)

e Welche Erwartungen hat-
ten Sie? (vor der Nutzung)

e Falls aufgehort zu benut-
zen: Warum? Griinde?

Please think back to the last six
months (in which you’ve partici-
pated in the survey): what was
your overall experience with the
SUCCESS app?

e How did the app make you
feel?
How did your use of the app
change over the last six months?

e E.g. firstmotivated to try it
and then not interesting an-
ymore.

e In what situations did you
use/think of using the app?

e Length and frequency of
use?

e Expectations?

e If stopped using the app:
Why did you stop using the

app/ reasons for that?
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Was war der erinnerungswiir-
digste Moment den Sie bei der
Nutzung von der App hatten?

Wie hat sich die Pflegesituation
Uber die letzten sechs Monate
gedndert?
e Pflegekontext?
e Die Person um die Sie sich
kiimmern
e Einfluss von SUCCESS auf
den Pflegekontext?
e Einfluss von SUCCESS auf
die Person?
Inwiefern war die App niitzlich
fiir Sie?
e Welche Aspekte der App
haben lhnen geholfen?
e Welche nicht?

e Haben Sie Dinge gelernt?
Was? (z.B. mehr Selbstbe-
wusstsein, Selbstwirksam-
keit?)

e Gesundheit = krankheits-
bedingter Ausfall?

Stellen Sie sich vor Sie hitten
eine*n Freund*in, welcher vor
kurzer Zeit auch begonnen hat
sich um eine Person mit Demenz
zu kiimmern und diese*r fragt
Sie nach SUCCESS, was wiirden
Sie ihm*ihr sagen?

e Wie wiirden Sie SUCCESS
erklaren?

Fiir wen, denken Sie, ist SUCCESS
am besten geeignet?

e Denken Sie, Sie sind Teil
dieser Gruppe?

e Fiir wen, denken Sie, ist
SUCCESS nicht geeignet?

What was the most memorable
experience you had using SUC-
CESS?

How has the care situation

changed over the past six months?

e The care context?
e The person you are caring

for?

e Impact of SUCCESS on con-
text?

e Impact of SUCCESS on per-
son?

How was the app useful to you?

e What aspects of the app
helped you?

e What aspects did not help
you?

e Was there some knowledge
gain? What did you learn?
(e.g. more confidence, self-
efficacy)

e Health = sickleave?

Imagine you had a friend that re-
cently started to care for a person
with dementia and he/she asks
you about SUCCESS, what would
you tell him/her?

e How would you explain
SUCCESS?
Who do you think SUCCESS is
most suitable for?
e Would you think you are
part of that group?
e For whom would it not be
suitable?
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Wiirden Sie SUCCESS anderen
Menschen empfehlen, wenn
diese dafiir zahlen miissten?

e Wenn ja:

o Warum?

o Einmalige Zahlung
oder jedes Monat

o Wieviel?

e Wenn nicht: Was musste
gemacht werden, dass
eine Bezahlung gerecht-
fertigt ist?

Was denken Sie tiber lhre Teil-
nahme an der Studie?

e Was denken Sie darliber,
dass die Studie jetzt en-
det?

Haben Sie noch etwas hinzuzufii-
gen?

Bitte senden Sie mir aus der App
das Nutzungsprotokoll zu (wenn
notig, anleiten wie).

Haben Sie den letzten Fragebo-
gen bereits ausgefillt?
Teilnehmerln sollte den Fragebo-
gen bereits ausgefllt haben, falls
nicht um baldige Bearbeitung bit-
ten.

(De-Briefing)

Would you recommend other peo-
ple to use the app, even if they
had to pay forit?

e [f okay
o Why?
o Oncevs. every
month?

o How much?
e |If not: what has to be done
in order to justify payment?

How do you feel about having
taken partin the trial?
e And how do you feel about
the study ending?

Do you want to add something?

Please send the logfile via the App
(if necessary, instruct how to).

Did you already complete the last
survey?

The participant should already
have filled in the questionnaire,
otherwise ask for the question-
naire to be completed asap.
(De-briefing)
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