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Fields of Potential — How might we...?




kacts

« Who are family caregivers?

« Who do they care for?

- Dementia

« At home care for the elderly

« Scope of care

« Main reasons to seek support
 Self-management
 Relationship patterns



Disclaimer

general dementia

Facts about caring relatives for different Facts about relatives caring for people with
people (general). dementia and dementia patients receiving care.



general

Who are family caregivers?

Family caregivers are: 61% receive from at least 1 other person assistance
children, teenagers, adults & retired individuals with care and nursing

49’000 caregivers <16 years old 2/3 employed

543’000 caregivers > 16 years old Part-time, those who care with high intensity
Majority: 54 - 64 years old Health: tends to be slightly worse than average

@ middle age: 54 years population

83% swisS



general

Who do they care for?

Adults: Dementia patients:
« mostly parents & parents in law e require long-term care situation
e 24/7 monitoring when advanced stage
e dementia diagnosis takes a long time
Elderly: . . .
o financially challenging
 partners
<16 Jahre: The dying:
» 40% grandparent o significant phase of life for relatives
» 32% parent e requires energy and triggers fears

» 14% sibling

 requires professional support (information about the
« 14% outside family

process, space to say goodbye, administrative, etc.)



dementia

Dementia

approx. 146'500 people with dementia (CH, 2021) 50% receive no diagnosis
30'400 people becomeiill every year 25% receive specific medication

2/3 APE residents are affected by dementia
60% live at home

73% women

. .
6% develop disease before the age of 65 1-3 relatives are affected per patient

» 5% <65 yearsolc Relatives and close associates provide 47% of care and

» 9% > 65 years olc support services
e 40% > 90 years old

@ Life span: 8 - 10 years

Progression of disease can currently not be stopped /
disease can not be cured,

Slowing down of the course possible.



Dementia

Progression of dementia in 3 stages: Dementia stage has influence on:
« mild - threatened self e caregiving tasks
« medium - confused self e caregiving scope

¢ Severe - sunken self

The impact on the caregiving phase shows what the central
activity and challenge of family caregivers is:

« 1st phase: arrive - enable
« 2nd phase: caregiving — apply
« 3rd phase: hand over - decide




Dementia

1st phase 2nd phase 3rd phase

arrive — enable caregiving — apply hand over — decide




Dementia

1st phase 2nd phase 3rd phase
arrive — enable caregiving — apply hand over — decide
—— -

The caregiving process is not linear!



dementia

At home care for the elderly

50-52% > 65 year olds are cared for at home (CH) Mostly: caregiving task unplanned and takes longer
than expected

@ age of person in need of care: 83 years Stress levels increase continuously as the disease
progresses

50% are in strong need of care
50% of care is provided by partners

Care from women: @ 11.4 hours
Care from men: @ 4.5 hours



Scope of care

Tasks: Scope:

« 38% financial & administrative e 63% < 10h per week
» 23% coordinating & planing 19% 10-20h per week
« 23% everyday life & household 6% 21-30h per week
« 21% emotional & social 4% 31-40h per week
8% around the clock

< 16 years: mostly takes over emotional
and social care

general




general

Main reasons (o
seek support

These 5 main concerns show that access to

5 main concerns for support:
professionals & information is difficult.

« Emergency assistance
Conversations with health professionals

Transportation services for assisted person
Advice on financial & insurance matters
Help to recover themselves




Self-management

«Self-management involves what family caregivers do to
manage the changes and challenges in their lives that
come with their involvement as a family caregiver and to
actively find solutions.»

3 building blocks of self-management:

« Knowledge about one's own situation forms the
basis for dealing with the situation

» Active confrontation with one's motivation as a
driving force of care

« Competences to be able to manage everyday life



Relationship patterns

4 types of quality of relationship in caregiving Quality of relationship has influence on:

o appreciative relationship « Motive to care
«| received a lot, now | would like to give something  Perception of stress
back»  Risks
dutiful relationship
«Helping her is something I've always done. So what
choice do | have now?»
detached relationship
«I've hardly gotten any recognition. Why should |
sacrifice myself?»
mutually needy relationship
«| help you and | need your help.»




Insights

 Perception of stress
o Individual care
e Support services

_

,‘4‘" JJ‘lrﬁ;O "_‘- JU
:&J\“.',ﬂ" Bl e



Perception of stress

Entry into care: Subjectively very different and

slowly or suddenly depends on personal perception

Care & nursing takes time and energy Care also brings positive experiences

> Relatives are pushed to their limits including skills / competence training, etc.

Organization of everyday life is a great burden



Perception of stress

<Art der Demenz ) <f|nanC|al resources

Extent of social support
Extent of BPSD* \ /.\

individual perception of stress

I

\\ Age & health of caregivers

Individual personality !

Quality of the previous relationship

*Behavioral and Psychological Symptoms of Dementia / Behavioral Disorders / Challenging Behavior.



Perception of stress

«The stress is individual. And so is the relief!»

- Bettina Ugolini,
Head of the Counseling Center Leben im
Alter (LiA) at the University of Zurich.



Individual care

Relationship between resources and burdens is Focus on own resources
influential for the perception of stress Touchpoints must be individually adapted

Perception of stress depends on life situation:

» Scope of care (duration & intensity)
» situation of relatives (health, job, financial etc.)
 social status




Support services

Services to relieve the burden are already available in Refer to many existing things and bring structure
numerous formats:

. Offers, support, knowledge about dealing with Addressing individual needs

dementia...etc.

Biggest problem:

> Offers and demand do not match!




Needs

Needs distributed over phases of the care process
arrive - enable

caregiving - apply

®e e o
= 5

hand over — decide




1. arrive — enable

> Find right service

> Receive correct diagnosis

> Accepting the role of the caregiver
> Clarification & patient progressions
> Good planning

> What next...?



2. caregiving — apply

> Find right service
-> Spend more time with cared-for person
> Recognition, appreciation and gratitude

> What next...?



3. hand over — decide

> Find right service

> Certainty in decision-making

> Consolation



Interviews

e Overview

» Things that stood out

« From experience, it has been advised...
« My individual care in one word



Overview

Interview with 4 family caregivers of people

with dementia

The interview was guided by the following topics:

o Entry into caregiving
Getting the Diagnosis
Environment and support during diagnosis
o Perception of care
Type of relationship with family caregiver and its changes
Identification with role of caregiver
« Daily life
Education & Offers
Caregiving tasks
Support during caregiving
« Stress management
Stressful moments
Self-care and time-out
Handover to the nursing home
» Looking back and wishes




Things that stood out

Care of two persons at the same time Different approach to dementia and care

> Care ran differently because relationship to > Conflicts with other caregivers
both persons different

Behavioral changes of the person with dementia Not identifying with the role of a "caregiver"
lead to conflicts (in private and at work - bullying)

& symptoms get misjudged
-> Wrong diagnosis “depression”



Things that stood out

appreciative relationships optimize own care system
-> have more time for emotional care, which is > recognize patterns in behavior and thus save money
highly valued > respond to individual need

> generally more patient and sensitive
treatment of the person being cared for.

early acceptance of dementia

> understanding way of dealing with
problematic behavior in everyday life



From experience, it has been advised...

«Network immediately! [...] You don't have to be
strong, you can say now I can't take it any longer!»

«l don't have to think I'm weak when | see he has to
go to the institution.... | can already have a look at
what it out there.»

«Finding your own solutions that fit and not just
accepting everything without questioning what you
are advised to do. Being courageous so that you
don't just have the option of home or not - this
decision is more complex...»

«Distance. Always keep distancing, distancing,
distancing. Keep setting boundaries and reflecting.
...] Because it's absorbing and incisive.»

«"By all means, don't make a taboo out of it!"»

«Drawing attention to the topic.»

«Being able to stay together as long as possible and
accepting additional help from outside.»



My individual care in one word

«educational» «Empathy»
«lehrreich» «Einfuhlsamkeit»
«Obligation» «Unpredictability»

«Pflicht» «Unberechenbarkeit»



Touchpoints

 Stakeholder
» Support system



informal sector Il
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Support system

Care must not only be understood as a service
provided by one person (family caregiver)

> but as a system!



Fields of potential

o digital platforms (CH, AT, DE)
« AOK in detail



digital platforms (CH)

o alzheimer.ch
Educational videos, reportages, case studies, tipps,
blogs and interviews
& active exchange between affected persons, relatives
and professionals on social media

« demenzwiki.ch
online dictionary to quickly and easily find information N
on the most important keywords in the field of dementia s il sl o

E wie Einsamkeit 4


https://alzheimer.ch/
https://www.demenzwiki.ch/

digital platforms (CH)

e memo-info.ch Machen e jtztdenTest
Raise public awareness of dementia and motivate
individuals to get diagnosed early
Online test to identify possible dementia

Information on prevention and help

Wie ist Ihre Testsituation ?

Home  Medien  Agenda  Kontakt EFROIT Q

L) [ )
 alzheimer-schweiz.ch A siznoine: =
[ ] Iber Demen: Angebote Helfen Sie Publikationen & Produkte Uber uns

=TS Memory Clinics in Ihrer Néhe

°
B l O O S ts a d V I C e re fe r ra l S O S u O r rO u a d il sl el e Sl il e ]
l l ; l l vorliegen. Obenweist dieser oder diese die Person fir eine vertiefte Abklarung an eine Memory Clinic
, , ader eine ahnliche Einrichtung, Tn der Memory Clinic di die ver ialistinnenung  Publikationen & Produkte

wie G und ihre und Vergesslich? Eine Abklarung hilft weiter
kommen in 2u elner viel Diagnose. & PDF Download Bestellen

Das Alzheimer-Telefon 058 056 80 00 oder dis Beratungsstelle Threr Sektion gibt thren gerne weitere Abklarung und Diagnosestellung einer

[ ] [ ] [
Auskunft (ber das Vorgehen bei einer Abklarung,
A PDF Download Bestellon
, , [ ] Die Memory Clinic st eine i b de zur Abkl von Demenz - Dlagnose, Behandlung und
Gedach Srungen und anderen de: L NG Finden Sie die Memaory ki

Various offers on the website, such as the Alzheimer's - -~
telephone for information, advice and help. —

& Entry for various target groups

Fiir Menschen mit Demenz | Fiir Familie & soziales Umfeld Fiir Fachleute Gesundheitswesen Fiir Interessierte


https://memo-info.ch/de/
https://www.alzheimer-schweiz.ch/de/startseite

digital platforms (CH)

« demenzkompass.ch
Link to services

Map to find helpful services (counseling, nursing homes,

day care, etc.

Listing of services, however, very incomplete

« SRK - Kurse fur Angehorige von Menschen mit Demenz

Courses and easy appointment booking
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https://www.demenzkompass.ch/?c=46.970134611510694,7.913601999999971&z=9
https://www.redcross-edu.ch/de/demenz-und-psychische-erkrankungen

digital platforms (CH)

e info-workcare.ch
A platform that provides information on how to balance
work and care

« bsv.admin.ch
Supporting information from the federal government, but not

an app or program
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http://www.info-workcare.ch/de
https://www.bsv.admin.ch/bsv/de/home/informationen-fuer/versicherte/faq-betreuende-angeheorige.html

digital platforms (AT, DE)

Nicht nur Beratungstipps unterstlitzen dich bei
sonder

» LICA - Digitale Unterstltzung im Pflege- und
Betreuungsalltag SR
Web app, which provides planning options/support,
documentation of vital sign measurements, assistance
with special events, tips regarding care and support

* MYO
myo - Die Koommunikationsapp

far Einrichtungen & ambulante

An app for professional caregivers that aims to simplify Cleriatedn dae Pisgs
contact with relatives -
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https://www.lica.at/
https://www.lica.at/
https://myo.de/

digital platforms (D)

. pflege.aok.de - AOK Familiencoach fiir Pflege &
Based on a survey on the health status of caregivers. The
program is available online, free of charge and
anonymous. The website displays appropriate tips (via
qguestionnaire), interactive exercises, videos and audios
according to needs

 nui - Die PflegeleichtAPP s
Digital companion L -
Nui helps organize appointments and has an answer to SR g
almost every question, knows which care services you e ==
are entitled to, has sample applications and checklists at e ° M

.....

the ready, and much more v 2


https://pflege.aok.de/
https://nui.care/diepflegeleichtapp

AOK in detail

A questionnaire is used to display topics tailored to
personal situations and needs.

Die Pflege eines Angehorigen ist oft mit viel organisatorischem Aufwand verbunden.
Es missen viele Absprachen und Entscheidungen getroffen werden. Was interessiert
Sie? (mehrere Antworten méglich)

Ich wusste gerne ...

Questions address:

. & ) 3 ‘ -- i : :'A)‘; " wie ich mich aus der Ferne um meinen pflegebedirftigen Angehtrigen
1. emotions and bad sleep A W SR oo
j S :‘ el | - . :

- (. -ﬂ D wie man bei der Intimpflege Grenzen wahren kann.

2. relationship with the patient Y . 5 YDA .
3. self-care % e = ISR < e it o phgmaierstiosen o
4. behavioral changes of the patient 2/ 1 00T LT (E—

5. knowledge about dementia disease & an-B il
6. specific organizational difficulties




AOK in detail

é W e
Familiencoach Pflege Sy
Seelische Gesundhert der Angeharigen starken
Ubersicht Dokumente Mediathek
Das Online-Programm T F-F {
Das Online-Programm Alle Inhalte zeigen

An overview of the individually relevant content

Pflegebedurftigkeit & Depression Schone Aktivitdten Belastende Gefuhle & Gedanken

Alltag mit Demenz Angste, Sorgen, Hilflosigkeit . A
O O W S Schwieriges Verhalten bel Demenz El n |€ItU ng
£ 13 4

Beziehungen starken Psychische Belastung

Standiges Wiederholen

There is a topic overview per topic

Sich selbst nicht vergessen Zusatzwissen
Wosshe Beraung & 5chuing Sachen verlegen, sammeln &
Wichtige Lebensbereiche Unterstitzung zu Hause
Was macht mir Freude? Unterstotzung auber Haus Wegwe rfe n
Beruf & Pflege

Vollmachten

Guided Reading: Depending on the topic, there are
interactive exercises (with data input), self- -
evaluation, case studies, videos, etc.

Anklammern & Angstlichkeit

Umbherlaufen & Ruhelosigkeit

Einfahrungsfilm Uber die Inhalte AOK-Pflegeberatung
Haufig gestelite Fragen Quelien . .
Hilfe im Notfall Wer mehr lesen miichte Fl I m . Wegla Ufen
Experten
Online-Coach Rechtliches lhre AOK .
, Langsamkeit
Kontak! Imp AOK Baden-Worttemberg AOK Niedersachsen AOK Rheinland-Pfalz/Saariand
Datenschutzrechte AOK Bayern AOK Nordost AOK Rheinland/Hamburg
Datenschutzerklarung  ADK Bremen/Bremerhaven AOK NORDWEST AOK Sachsen-Anhalt
Nutzungsbedingungen  AOK Hessen ACK PLUS
Barrierefreiheit . . .
e aries Teilnahmslosigkeit
Bildnachweise

Vertuschen & Notltgen

Film: Wahnvorstellungen &
Misstrauen



AOK in detail

Approach the user in a simple way Facts through active clicking and selection

> Easily customized response with right "tone". > Learning effect possibly greater?

Schwieriges Verhalten bei Demenz

Kennen Sie solche Situationen auch? Standiges Wiederholen

Menschen mit Demenz kénnen sich meist nicht an kirzlich Vergangenes erinnern und
stellen deshalb immer die gleichen Fragen (z. B. Wann gibt es Essen?, Wann kommt
Ola Peter?) oder fuhren immer wieder die gleichen Handlungen durch (z. B. standig im
® Nein Keller nach der Wasche sehen). Vor allem die sténdigen Fragen kénnen fur pflegende
Angehdérige sehr anstrengend sein.

Vermitteln Sie Sicherheit durch vertraute Themen

v v
Falls sich Ihr Angehdriger mit seinen Fragen versichern mochte, dass Sie fur ihn
da sind, sprechen Sie Uber etwas, das ihn beruhigt — zum Beispiel etwas, das
ihm leichtfallt: ein noch funktionierendes Hobby, Essen vorbereiten oder die
abendliche Serie. Damit kann sich |hr Angehdériger wieder sicher fiihlen und sich
als kompetent erleben. Und |hr Gesprach bestatigt ihm, sich in einer sicheren

Beziehung mit Ihnen zu befinden.

Was kdnnen Sie in solchen Momenten tun?
Sie kennen solche Momente nicht. Falls es im Laufe der Erkrankung doch dazu kommt, as konnen Sie in soiche OmERten.

sind Sie damit nicht allein. Denn solche und @hnliche Situationen kennen viele Klicken Sie einfach auf die griinen Felder.
Angehorige von Menschen mit Demenz. Menschen mit Demenz brauchen oft viel

Fuhlen Sie sich in den Pflegebedirftigen ein

Vermitteln Sie Sicherheit durch vertraute Themen

Geben Sie Ihrem Angehérigen eine Beschaftigung

Reagieren und loben Sie — auch zum zehnten Mal

Lassen Sie lhren Angehérigen Tatigkeiten mehrmals machen

Monika Uber ihre Mutter Elke v



o o
A()I( ln detall Hermann will Maria von ihrer Idee abbringen — aber so

recht will das nicht klappen:

Un 8

s

S

Difficult situations and how to react to them in an
improved way are demonstrated with staged
videos.

Individual key moments of the video are analyzed
and interpreted.

_ ;\
<

Hermann geht nicht auf Marias Wahrnehmung ein, sondern versucht ihr klarzumachen,
1 1 dass sie bereits zuhause ist — was sie aufgrund der Demenz nicht verstehen kann.
> Storytelling important Srefls suliase L= asss auigm _ , _
Deshalb lasst sein Versuch, sie wieder ins Bett zu schicken, Maria noch unsicherer
zurick.




AOK in detail

"Practical exercise"

> How can family caregivers change their perspective?

Beschreiben Sie Ihre Gedanken und Gefuhle: Schreiben Sie auf, was Sie tun: Welcher Gedanke kénnte lhnen helfen? Was koénnten Sie beim nachsten Mal anders machen?
Situation: Was denken und fuhlen Sie in Situation: Was machen Sie — und wie Situation: Was wire ein hilfreicher Situation: Was ware ein Wie kénnten Sie
5o einem Moment? reagiert Ihr pflegebedurftiger Gedanke? hilfreicher sich verhalten?
Angehorige? Gedanke?
Hier e?”[rageﬂ Hier elf]trdgen Hier ew\tragen Hier ew]tragen
Hier eintragen Hier eintragen Hier eintragen Hier eintragen Hier eintragen
1 1
1 1
Hier eintragen Hier eintragen . : Hier eintragen Hier eintragen . :
9 Hier eintragen Hier eintragen 9 9 Hier eintragen Hier eintragen Hier eintragen
2 2
2 2
Hier eintragen Hier eintragen Hier eintragen Hier eintragen Hier eintragen Hier eintragen Hier eintragen Hier eintragen Hier eintragen
3 3 3 3

1. DESCRIBE 2. OBSERVE 3. REFRAME 4. CHANGE
Express feelings Reflect behavior and Viewing the patient's Change handling of
influence on patient behavior differently situation (behavior)



How might we...?

For the next phase, the team formulated four how-might-we-questions
as problem hypotheses that help us take action and think about
solutions.

The questions are divided into the topics of motivation, knowledge,
competence and support - which at the same time reflect the 3 building
blocks of self-management for successful and sustainable care and

nursing of relatives.



Motivation

How can we design a digital coach for family caregivers
that is trustworthy and motivates them to use it?



Knowledge

How can we gain insight into the current/individual care
to give caregivers needed information at the right time to
help them shape their care process in a sustainable way?



Competence

How can we provide practice-oriented information that
supports or relieves the caregivers in their situation?



Support

How can we increase awareness among caregivers so that
they accept help early enough?



How might we...?

Motivation
How can we design a digital coach for family caregivers
that is trustworthy and motivates them to use it?

Competence
How can we provide practice-oriented information that
supports or relieves the caregivers in their situation?

Knowledge

How can we gain insight into the current/individual care
to give caregivers needed information at the right time to
help them shape their care process in a sustainable way?

Support
How can we increase awareness among caregivers so that
they accept help early enough?



Thank you!
Questions?




