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Dementia Innovation Readiness in Cities
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Cities should prioritize developing and co-ordinating post-diagnostic support programs as a
way to tailor care services to the unique needs of people living with dementia. Experts
identified post-diagnostic support as one of the areas in which cities should most urgently
be funded, incentivized, and empowered to provide locally tailored care services.

Post-diagnostic support services can be especially useful in helping people with dementia
and their families navigate complex funding and care systems to access benefits and reduce
out-of-pocket costs. However, experts report that post-diagnostic support is not consistently
available or prioritized as an area of need.

(1) Equip people newly diagnosed with dementia with knowledge and skills on healthy ageing in
the hope to delay further deterioration; Advanced Care Planning is one of the key elements.

(2) Promote the concepts of early diagnosis and empowerment to the person with MCIl/dementia
and caregivers in a family approach to local GPs and social welfare sector; and

(3) Establish a family-approach intervention model targeting people newly diagnosed with
dementia who are not currently targeted by public healthcare services;

(4) Strengthen self-efficacy and resilience of family caregivers for further dementia care tasks;

(5) Raise public awareness in dementia and the importance of early interventions.
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The Intelligence
Economist Unit

The 2015 Quality of Death Index
Ranking palliative care across the world

A report by The Economist Intelligence Unit
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Asia-Pacific
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weighting) = 28™ in rank

Human resources category (20%
weighting) = 20™ in rank
Affordability of care category (20%
weighting) = 18™ in rank

Quality of care category (30%
weighting) = 20™ in rank
Community engagement (10%
weighting) = 38™ in rank

77
res Case study
73.7
[
[TH
of Taiwan
Rank/80 Score/100
Quality of Death overall score (supply) 6 83.1
Palliative and healthcare environment 5 79.6
Human resources 9 72.2
Affordability of care =6 87.5
Quality of care =8 90.0
Community engagement =5 82.5
w— Taiwan
— Average
TS ghest Palliative and
healthcare environment
100
Community _«* . Human
engagement |, .| resources
Quality of care teeececeeen- ‘fAffordability of care

£ & 4 )
Jockey Club Centre for Positive Ageing %%



Palliative care demand vs supply
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Make Health Last. What will your last 10 years look like?

https://www.youtube.com/watch?v=Qo6QNU8kHXxI . )
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https://www.youtube.com/watch?v=Qo6QNU8kHxI

The Leaf Model

Community
Care

Residential
Care

e ——dA

Emergency (Acute Hospital)

Why the red line happen?

£ & % @
@ Jockg CluT)J Cenﬁ'e f(ﬁ- Positive Ageing E;g%—; (DSDC, 2017)



1€1

ders  Examples of services

Care needs

. .

ajor service provi

M.

Information and
support for the person

This is when care is

Co-ordination & care

Care Is needed

with dementia and their  Assessing (and regularly ~ needed at increasingly continuously,
P:;ﬂ:;w;;e;::spg;ge family caregivers to reassessing) the needs short intervals, U;\‘Dll' ed:ctlable a This is the special form
and w;\ere to go for enable them to come to of persons with behavioural and psyc I;Jegg cal symgtoms  of continuing care when
help if someone is Making the diagnosis terms with the disease, ~ dementia and arranging  psychological symptoms ' (:me_ ;:?r A a person with dementia
worried that they may plan for the future and care in conjunction with  become more prevalent emanding; this gtage is close to the end of his
have dementia make the best use of them and their and the person with should also incjude or her life
their current caregivers dementia is less able to when persons pvith
circumstances; care for themselves; dementia reglire
continuing to do what care may be provided in hospital careffor
they can still do and not the patient’s own home whatever regson
concentrating on or community facilities
declining abilities
( D || (& s 8 2N | | (€ | | ~
Primary care (e.g. Primary Care (e.g. Specialisl Care
management of stable management of
Public Education & patients) Stable patients) Outreach services | Acute and sub-§cute
Prevention Primary Care medical servifes Palliative care
Specialist Care (e.g. Spectaliss Care Specialist Care Gty Siasprt
Primary Care (e.g. SOP service Community Support (e.g. cognitive Community Sup Acute and sub-acute
detection of provided by HA) (e.g. cognitive training, Community Support training, carer (e.g. cognitive tr@ning, medical services
suspected cases) carer support services) (e.g. cognitive support services) carer support serfices) |
training, carer
Promotion {e.g. where support services) Carer Tralning |
to get services) J
\ \ o N \ <IN S
HA, SWi
NGOS, carers 1o e et
private doctors doctors

http://www.hpdo.gov.hk/doc/c_mhr_full_report.pdf

x 5 & %
@ Jockey Club Centre for Po

&

sitive Ageing i %

(Food and Health Bureau, 2017)




Remember — definition of ACP

* ACP enables individuals to reflect upon the
meanings & consequences of serious 1llness
scenarios, to define goals and preferences for
future medical treatment & care, to discuss
these goals & preferences with family &
healthcare providers, & to record and review
these preferences 1f appropriate.

(Lancet Oncology, 2017)

X & & & & ©
@ Jockey Club Centre for Positive Ageing QQ%



Palliative Care
AND DEMENTIA

; to express their
1 personal care
vicate their
impleting an

hre directive
-maker (SDM).

es about health
itten. It may be
flect the person's
ince care

i depending on
bither by

must be signed
an describe
stitute decision

b someone that is
ecisions on

O capacity is
ecision maker

ill be a variation
uardian or

ed in discussions

possible after
entia. =
| farmily members

Dementia Australia
Paper Number 43

Advance care planning

People with dementia may reguire care in different

settings. It is important that a person’s ACP is fransferred

to all relevant settings. A range of strategies can assist

with this including:

* Encouraging the family of the person with dementia to
keep multiple copies of the most recent plan

= Transferring care providers ensuring that copies are
given to new providers

* Discharge summaries from any service noting any ACP
discussions

* Health and aged care providers having policies and
procedures to ensure that a person's ACP and SDM
are recorded

* Ambulance services having procedures to identify and
follow a person's wishes

* Health care organisations developing systems for
storing, updating and retrieving ACPs.**

Practice points

* Pegpile living with dementia can be involved in
ACP discussions and decision making.

* People living with dementia where possible
should be consulted about what family if any
should be included in ACP discussions.

» Health professionals should raise the issue of
ACP and not wait for the person living with
dementia or their family to ask.

» Strategies for inclusion in ACP and decision-
making include:
— Providing clear explanations
- Avoiding medical jargon
— Minimising noise and distractions during
discussions

— Narmwmg ﬂiﬂns to avoid confusion.




Listen to me — Step 1

Relationship building and not task-oriented

Support me to initiate the topic and at the right time in my
schedule (Start as soon as possible)

Understand my emotional status and my readiness of my
family members (empathy to my context)

[ am ready to have a family meeting
I want to have a professional consultation

Make me into ethical considerations and get my consent
with mutual agreement

Stop going on while I am not 1n good condition

; ' 4o . .
@ Jocke{? Clu% Ceﬁ;‘e ﬁﬁ- Pos'i]tive ﬁgeing QQQ (Bram et al., 2018; Chui, 2018; Piers et al., 2018)



Listen to me - Step 2

With my suitable levels of information and rhythm as
well as relevant materials to facilitate our discussion

Enough time for me to discuss and think over
I preferred to make it at home/ familiar places

Please trust my mental capacity in a changing mode
rather than a static mode (repeated the questions)

Let me participate more with some friendly options, such
as MC questions or yes/no questions or pictures

Involve my family but not only ask my family
I love talking ACP with a relax atmosphere

; ' 4o . .
@ Jocke{? Clu% Ceﬁ;‘e f(ﬁ- Pos'i]tive ﬁgeing g&, (Bram et al., 2018; Chui, 2018; Piers et al., 2018)



Listen to me - Step 3

Help me documented and ask me back later on whenever i1s
necessary. Show me the materials. ..

Structured implementation and follow my decision

Clarification with me about my awareness of understanding
my progress of dementia

My perception of ACP should be paid attention (Impact)
Ongoing detect me any fears or concerns in ACP
Make wishes list and end-of-life decisions (AD)

Consider my personality and my background again, like
getting through my life story (This 1s ME~~)

; ' 4o . .
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Listen to them (family members)

What 1s ACP and how can I access this application
Mentioned about ACP at the intake stage but not now to do...
Provide me the “selected” information rather than bulky one
Please facilitate me to discuss with the person with dementia

Start the conversation in-between and go through all at the
discharge plan of post-diagnostic support (within a year)

Be flexibility and it will be good to have a family meeting
including all of the stakeholders

Understanding the family genogram and analyze their
dynamics before the discussion

X & & & & ©
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Genolgram and

familx functioning with dznamics
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Warm reminders for

three collaborated parties

In traditional Chinese culture, family factors and views of family members are
important considerations.

Depending on circumstances, family members may assume the following roles:

Understand the wish of the patient, who is mentally competent and take up
the expected role in the future care plan;

If the patient is mentally incompetent, give input on the patient’s prior wish
or preference to the medical team, who would work out a care plan with the
family by consensus building based on the best interests of the patient; and

Parents of a minor can communicate with the medical team and arrive at a
consensus, taking into consideration all the aspects stated above.

Family support is important to the patient. We understand that the family may
be under stress. Should they need assistance, healthcare workers are ready

to help.

© it Ay a @
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L
Clinicians *  In the communication process, clinicians often assume a facilitating and guiding
role, and:

» Provide information on disease prognosis, treatment options available,
benefits and risks, as well as related medical evidence, including end-of-
life scenarios;

» Facilitate the patient to express his/her values and preferences for
treatment with good communication skills using a patient-centered
approach and empower patient autonomy:

» Encourage the family to listen to the patient’s concerns and elicit views
from family members; and

» Resolve disagreement and deal with emotional responses as necessary and
work towards a consensus for an agreed care plan.

Patient
= The patient takes a central role in the discussion. He/she can express his/her

views, values and needs to the medical team and the family. Healthcare workers
will assist if difficulties arise.

= Scope of views expressed can include expectation for medical and personal care,
expected roles of healthcare workers and the family. The patient can also refuse
specified LST in the end stage, including cardiopulmonary resuscitation.

=  As for paediatric patients, they are encouraged to participate in the discussion.
However, the extent of participation depends on their mental capacity. There is
currently no international standard on the age requirement, but a minor cannot
sign an AD.




Barriers to promote ACP

Tilburgs, B., Vernooij-Dassen, M., Koopmans, R., van Gennip, H., Engels, Y., & Perry, M. (2018). Barriers and
facilitators for GPs in dementia advance care planning: a systematic integrative review. PLoS One, 13(6), €0198535.

Lack of knowledge over the ACP and legal status

Unable to deal with the persons with dementia - l ‘
Persons with dementia do not want to upset others
Religions’ consideration and its conviction Z\ _ ..
Family rejected to think over and avoid the topic e
Variation of information from different professionals
Changes of health condition during the caring time
Limited accessibility and programme to conduct ACP

Afraid to diminish hope and Traditional Chinese culture

Brooke, J., & Kirk, M. (2014). Advance care planning for people living with dementia. British journal of community nursing, 19(10), 490-495.
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[ ] Document No

CEC-GE-9

Patient Safety & Risk Management Department /
Quality & Safety Division

%

Advance Care Planning (ACP)? Advance Directives (AD)?
7 Do-Not-Attempt Cardiopulmonary Resuscitation (DNACPR)?

LR ]

Review Date

Patients and families should know more!

HOSPITAL Anproved By
AUTHORITY Approved By

HA Guidelines on Advance Care Planning

HA Guidelines on

Advance Care Planning

Version Effective Date
1 10 June 2019

Foreword

As medical technology advances, many diseases become curable or
can be controlled. However, there is an end to everyone’s life.
Some diseases will progress to a point when all treatments become
futile. Yet, with modern medical technology, life-sustaining
treatment (LST) (e.g. artificial ventilation, cardiopulmonary
resuscitation, etc.) can still be applied to a dying patient with end
stage disease. As the disease is irreversible, such treatment can
only prolong the dying process which may be of little meaning to
the patient, or even aggravate his/her suffering. In such a case, the
patient, family and healthcare workers can discuss whether futile
LST should be provided or not, so that the patient can secure a
peaceful death.

The Hospital Authority agrees that it is acceptable to withhold or withdraw
LST when:

= A mentally competent and properly informed patient refuses the LST; and

= The treatment is futile.

If the patient is unconscious, a decision on futility of treatment is made by
discussion between clinicians and the family according to the best interests of the
patient. If the patient has not previously expressed his/her values and treatment
preferences, which are important in the consideration of his/her best interests, then
the medical team may have difficulty reaching a consensus with the family.
Therefore, it is useful if the patient has expressed prior wishes on the preferred
care, or even signed an AD when he/she is mentally competent.

Indeed, it is not easy for healthcare workers to discuss death with the patient

Document Number CEC-GE-9 and family. When the timing is appropriate, healthcare workers can discuss
- — - with the patient and family via an ACP process, to enable them to
Author Working Grou;? on ACP Guidelines with o understand the issues and options, before a decision is made. The
Standardised ACP Template aim of this website is to provide relevant information for
Custodian Patient Safety & Risk Management Department better understanding of the subject by the patient, family and the public.
Approved By HA Clinical Ethics Committee BB P
Approval Date 16 January 2019 :\ 1 UoT SH POI RT Ab HA Clinical Ethics Committee 2019




Rehearsal on the ACP forms (User)

@ Advance Care Plﬂlllli]lg ( AC P) Please affix gum label with address

For Name: Sex/Age:

oAy Mentally Competent Adult ID No.: Ward/Bed:

(Original copy to be kept by the patient) | .. Dept

Poinis to note:

1. This document is a record of my wishes and preferences. It helps the health care team understand what
matter most to me and guide the future medical care and treatment. It is not a record of my advance
decisions and is not legally binding.

2. If I wish to document my advance decision for refusal of any specific treatment, I have fo sign an Advance
Directive (HA-short AD form or HA-full AD form), which will be a legally binding document,

3. The health care team is not obliged to provide medically futile or inappropriate treatment irrespective of
my preferences.

4. I'may choose NOT to complete any particular items within sections 5 fo §.

3. If I change my preferences, I should discuss with my health care team and my family, and fill in a new ACP
form.

X & & & & ©
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Rehearsal on the ACP forms (Family)

P

BB WA N

HOSPITAL
AUTHORITY

Advance Care Planning (ACP)
For
Mentally Incompetent Adult
(Qriginal copy to be kept by the family)

Please affix gum label with address

Name: Sex/Age:
ID No.: Ward/Bed:
HN: Dept:

Points fo note:

1. This document helps to increase understanding of the patient and guide the healthcare team in providing

care and treatment for the patient. It is not legally binding.

2. The final decision of providing or withholding medical treatment will be based on the best interests of the

patient with reference to the information in this document.

3. Medically futile or inappropriate treatment will not be administered even if it is believed ro be the patient’s
preference.

4. I'we may choose NOT to complete any particular items within sections 5 fo 7.

3. If I'we change my/our views, I'we should discuss with the healthcare team, and fill in a new ACP form.

X & & & & ©
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Rehearsal on the AD forms

IRIASBEBBER ¢ o.oiiiiiianiseineaiisiniaasenissirissnsnnnsnsas

R - B L

tHEHR - A
(=PI 0= VR C: )

a5 LAERE SR ERE Lm Rk

(ji) ABE AP NRE ¢ s

SILES e B HELZ(BEST) S oo 255 SO
. ?ﬁnﬁ"@"%ﬂl’lﬂ?ﬁ )
e E{reBesE ... MER ¢ L. L2 S
ROTHORITY STES:  GHR . R RRER . .
S 1Y HESEREEREHEEEHE NS
AT D e i s o A B K (%LKE*EE%)

!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!

X & & & & ©
@ Jockey Club Centre for Positive Ageing E&



TESTIMONIALS

“I find the ACP session very beneficial as the
explanations helps us to understand our father’s
wishes better.” — Caregiver 1

“ACP is good as it allows the patient and family
to be aware of possible future scenarios a
dementia patient may face Knowing the patient's
choices helps to relieve the carer’s stress.”
— Caregiver 2

“l am glad | did ACP as it allows me to
document down my preferences and this
helps lessen the stress on my children to make
decisions for me, in the event | am not able to

decide for myself. * — Patient

WHO WE ARE

We are a team of healthcare professionals
who are passionate in empowering patients
to have a say about their current and future
care plans.

Centre for Geriatric Medicine

A Partner of The Institute of Geriatrics & Active Ageing

Tan Tock Seng Hospital, Annex 2, Level B1
7 Jalan Tan Tock Seng, Singapore 308440

CONTACT:
appointment line: Tel: 6359 6100
Fax: 6359 6101

o
o= TanTock Seng
s HOSPITAL

P, Hunincare Brewp

© Tan Tock Seng Hospital, Singapore 2018. All rights reserved. All
rect as of April 2018, No part of this decument may
, copied, reverse compiled, adapted, distributed,
commercially exploited, displayed or stored in a database, retrieval

informatio

system o« transmitted in any form without prior permission of Tan Tock
Seng Hospital. All information and material found in this document are
for purposes of information only and sre not meant to substitute any
advice provided by your own physician or other medical professionals

PECC-GRM-ED-2018-441-v1
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The registered medical practitioner or the solicitor witnessing the EPA
cannot be:

x the attorney(s);

X the spouses of the attorney(s);

X any person related by blood or marriage to the donor; or
X any person related by blood or marriage to the attorney(s).

**|f the donor is physically incapable of signing, he/she may instruct other
person to sign the EPA on his/her behalf. That person must sign the EPA
under the direction and in the presence of the donor, 3lso in the presence
of a registered medical practitioner and a solicitor.

The person signing on the donor’s behalf cannot be:
X the attorney(s);
X the spouses of the attorney(s);

X the registered medical practitioner or the solicitor witnessing
the EPA; or

X the spouse of the registered medical practitioner or the solicitor.

If you want to obtain more information, or understand the
law in relation to an Enduring Power of Attorney, please

visit the Bilingual Laws Information System of the Department
of Justice at www.legislation.gov.hk/eng/index.htm,

or the Community Legal Information Centre (CLIC) of

The University of Hong Kong website at www.clicorg.hk/en,
which contains materials on EPA prepared by CLIC under

the sponsorship of the Department of Justice.

Note: Please consult 3 practising solicitor prior to executing
an EPA.

Dam g by B Inkemalon Sencm Degannent

Enduring Powers
of Attorney
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What is our experience in JCCPA?




Discuss In Post-diagnostic Package

Understanding
~ the illness and
~ managing
- symptoms

~ Peer support

Copyright © Alzheimer Scotland 2015
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FIVE Pillars Model in Scotland

Supporting Community Connections - Support to maintain and develop
social networks.

Peer Support - From other people with dementia, their families and carers
to help come to terms with 11l and maintain wellbeing and resilience.

Planning for Future Care - Support, when they are ready, to plan the shape
of their future care from their own perspective together with those around
them, developing a personal plan with their choices, hopes and aspirations
which can guide professionals.

Understanding the Illness and Managing the Symptoms - Support to come
to terms with dementia and learn about self-management of the condition.

Planning for Future Decision Making - Support to set up powers of
attorney and other legal issues.

’ J ,;&, 5 {
@ Jockg? CluT;J Ceﬁ;e f(ﬁ- Positive ﬁgeing E& (Alzheimer's Scotland, 2015)
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MODELS OF
DEMENTIA CARE:
PERSON-CENTRED,
PALLIATIVE AND
SUPPORTIVE

A DISCUSSION PAPER FOR ALZHEIMER’S AUSTRALIA
ON DEATH AND DEMENTIA
PAPER 35 JUNE, 2013

BY PROFESSOR JULIAN HUGHES

List of components of supportive care for the person with dementia

Spiritual

Three-dimensional discussion among
“Person with dementia, Family members & Professionals”

Biological

Treatrment based
on genetic understanding
of disaass

Reduction of
biological

risk factors

[e.g. cardiovascular)

treatment of particular
sub-type of dementia,
e.g. with cholinesterase
inhibitors or memantine
or newwer compounds

Psychological

Genetic
counselling

Emotional support 1o

parson with dementia
and carars, espacially
post-diagnosis

Support in maintenance
of cognitive skills

and memaory
remediation;

cognitive

stimulation

Social

Rewview of
lifestyle factors

Emvironmental risk
factors, including risks
associated with
behaviours such as
‘wandering

Commmunity
support

{i.e. person-centred
home cara,

day cara,

respite carg)

Spiritual

Acknowledging and
supporting spirtuality

Help with maintenance
of specific religious
practices

Ethical issuas
Regard to

ovarall quality
of lifa

Ethical and legal

Focus on
personhood and
person-centred care

ground giving
the diagnosis

Early and appropriate

Medical

decision-making

in accordance with
ethical principles
[beneficencsa,
non-maleficancea, justice),
e.g. tregtment decisions
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e ‘ ' ‘ Someone who has dementia, delirium or other communication
difficulties, can find changes, such as moving to an unfamiliar
Alzt place or meeting new people who contribute to their care, unsettling
p or distressing. This is me provides information about the person
Royal College —— at the time the document is completed. It can help health and
of Nursing k P social care professionals to build a better understanding of who
the person really is.

This is me should be completed by the individual(s) who know
l ‘ the person best and, wherever possible, with the person involved.
It should be updated as necessary. It is not a medical document.

Refer to the notes on the back page to help fill in the categories below.

My full name

Name | like to be called

Where | live (list your area, not your full address)

Carer/the person who knows me best

| would like you to know

My background, family and friends (home, pets and any treasured possessions)

This is me

Current and past interests, jobs and places | have lived and visited

This leaflet will help

you Support me |n B Please place a photograph of

sie yourself in the space provided.
an unfamiliar place.

B Turn to the back page of this

form for guidance notes to R ¢ ;
help you complete This is me, The following routines are important to me

including examples of the kind

of information to include.
My full name is

B Keep the completed formina

suitable place so that all care staff
can see it and refer to it easily. Th"]gs that may worry or upset me
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Psychosoci(al model to ACP

Chan, H. Y., & Pang, S. M. (2010). Let me talk—an advance care planning programme for frail
nursing home residents. Journal of Clinical Nursing, 19(21-22), 3073-3084.

Understanding ---------- - - Consensus

Sharing Reflection
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TABLE 1 Marwit-Meuser Caregiver Grief Inventory—Short Form (MM-CGI-SF)

MM Caregiver Grief Inventory — Short Form

Samuel J. Marwit, Ph.D., University of Missoun-5t. Louis
Thomas M. Mayser, Pn.D., Washinglon Univarsity, St. Louis

Instructions: This inventory is designed to measure the grief experience of current family caregivers of persons living
with progressive dementia (e.g., Alzheimer's disease). Read each statement carefully, then decide how much you agree
or disagree with what is said. Circle a number 1-5 to the right using the answer key below (For example 5 = Strongly
Agree]. It is important that you respond to all items so that the scores are accurate. Scoring rules are listed below.

Self-Scoring Procedure: Add the numbers you circled
to denve the following sub-scale and total grief scores.
Use the letters to the right of each score to guide you.

Personal Sacrifice Burden (A ltems) =
(& ltomme, M =202 S0 =53, Alpha = 83. n = 292)

Heartfelt Sadness & Longing (B ltems) =

(G ltarmes, M = 20.2, S0 = 5.0, Alpha = .Bd, n = 282)

Worry & Felt Isolation (C lterns)
(6 Iterms, M = 16 6, S0 = 5.2, Alpha = 80_n = 292)

Total Grief Level (Sum A + B + C) =
(1B lems, M= 57, S0 = 124, Alpha = 80, n = 252}

Plot your scores using the gnd to the right. Make an “X"
nearest to your numenc score for each sub-scale
heading. Connect the X's. This is your gref profile.
Discuss this with your support group leader or counselor.

Author Note: This scale may be copied and freely used for clinical or
suppodtive purposes, Those wishing to use the scale for research are
asked lo e-mail for permission: meusert@abraxas wust edu,

MM-CGI-SF Personal Grief Profile

3 High
2 - - - —_—
2 Average
L
1
Low

Persanal Sacrfice  Hearlel Sadness
Burden & Langing

Woary &
Falt lsolation

What do these scores mean?

Scores in the lop area are one slandard dewation (S0} higher than
average based on responses of other family caregivars (n = 282). High
scores may indicale a need flor formal intervention or suppont
assislance to enhance coping. Low scores (one S0 below the mean)
may indicate denial or a downplaying of distress. Low scoras may also
indicate posibve adaptabon if the individual 15 nol showng other signs of
suppressad gr’tal" or psychological dislurbanca. Average scores in the
cenler indicate common reactions. These are general guides for
discussion and support only— more ressarch is needed on specific
intarpratation issues.




ANSWER KEY

1 = Strongly Disagree // 2 = Disagree // 3 = Somewhat Agree /7 4 = Agree // 5 = Strongly Agree

1 I've had to give up a great deal to be a caregiver. Bk k- - A
2 | feel | am losing my freedom. , [iiSie iSimi B jSiSiE- A
3 | have nobody to communicate with. LB SR B R C
4 | have this empty, sick feeling knowing that my loved one is “gone”. 1 2 3 & 5 B
5 | spend a lot of time worrying about the bad things to come. | Shma i B BIaE - C
8 Dementia is like a double loss.. I've lost the closeness with my loved one and 1 2 3 4 8§ c
connectedness with my family.
7 My friends simply don't understand what I'm going through. {234 8 C
8 | long for what was, what we had and shared in the past. 1 2 3 4 b B
9 | could deal with other serious disabilities better than with this. Bl -ididic: B Higiii B
10 | will be tied up with this for who knows how long. g SUSHE-EHELS Bus BIRE A
11 It hurts to put her/him to bed at night and realize that shefhe is "gone” LT - P ST B
12 | feel very sad about what this disease has done. | iR BB BB B
12 | lay awake most nights worrying about what's happening and how I'll manage eI T .
tomorrow.
14 The people closest to me do not understand what 'm going through. | R 5= EE FE1- C
15 I've lost other people close to me, but the losses |'m experiencing now are BB B BB B
much more troubling.
16 ::::tDEMEnCE 5 what 've lost.__| don't have the freadom 19 g0 and do what | . 2 : Wi, 1NN A
17 I wish | had an hour or two to myself each day lo pursue personal interests. R . I e A
18 I'm stuck in this careqgiving world and there's nothing | can do about it 1 2 3 4 5 A

£ & & & & @&
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Chinese Version of the Marwit—Meuser Caregiver Grief Inventory



https://academic.oup.com/hsw/article-abstract/42/3/151/3859289
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O) Depression: Cornell Scale for Depression in Dementia

Resident: Room #: Date:

Scoring system: a = unable to evaluate 0 =absent 1= mild or intermittent 2 = severe

Mood-related Signs

Anxiety: anxious expression, ruminations, worrying

s
9
.
¢
©

D

The Cornell Scale for I

ADMINISTRATION & §

George S. Ale>
Cornell Institute of
Weill Medical College
21 Bloomin

White Plain:

Sadness: sad expression, sad voice, tearfulness

Lack of reactivity to pleasant events

Irritability: easily annoyed, short-tempered

Behavioral Disturbance

e O 000

Agitation: restlessness, hand wringing, hair pulling

Retardation: slow movement, slow speech or slow reactions

Multiple physical complaints (Score 0 if Gl symptoms only.)

O000GEO 000K
O 0000000k
O000EEO O O0E

Ooa|no

Loss of interest: [ess involved in usual activities (Score only if change occurred acutely, eg.,
in less than one month.)

Physical Signs

Appetite loss: eating less than usual

Weight loss (Score 2 if greater than 5 Ibs. in one month.)

000K
000K
000K
OO0

Lack of energy: fatigues easily, unable to sustain activities (Score only if change occurred
acutely, e.g., in less than one month.)

»
O000GHEDO O 00K
O00 00 000K
O000EO 000

O|a(a|ao

Cyclic Functions

Diurnal variation of mood: symptoms worse in the morning

Difficulty falling asleep: later than usual for this individual

Multiple awakenings during sleep

Oao|o

Early morning awakening: earlier than usual for this individual

Ideational Disturbance

Suicide: feels life is not worth living, has suicidal wishes, makes suicide attempt

Poor self-esteem: self-blame, self-depreciation, feelings of failure

Pessimism: anticipation of the worst

Mood-congruent delusions: delusions of poverty, illness or loss




Advance care planning in psychosocial perspectives
Understanding the needs of different stakeholders

» Release the burden of
decision making

* Build-up closer
relationship

» Expectation management /4

* QGrief, loss and .
bereavement ) Family

Members

Understand further his/her\
own condition

* Minimize uncertainty
B+ Make one’s own choice
A Being listened (Empower)
Person \ Rights and dignity

with
Dementia

)

« Public education (norms / Person-centred care
« Open-minded (Taboo) __
» Transparency of "« Sufficient Time (Facilitate)
information (culture) - « Vital interactions (Enable)
N Integrate with policy =  Co-ordinate stakeholders y
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Figure 4.16 Typical Service Components for Persons with Dementia

Health maintenance and : Spllst treatment for BPSD Specialist treatment

Medical pssessment | _ _ ﬂﬂEEﬂ'IEl'lt

Palliative care
Sector

Medlca legal issues management
Carer training

Public education and awareness
IF _— —_— _— T N T N T T N N N N N N T N N T
N _Psychosocial care personnel training _ -
Centre hasel:l senrioes fur Dementia- friendl-,r residential care services for i mdivldual
socialisation programs (e.g. holistic care

exercise classes, games)

Social Cognitive Iﬂi programs
Service Sector (evidence-based programs)

Lnng—term care assessment & service refenal
Day care & home care training & Dementia-friendly day care
support for individual, holistic facilities for BPSD
care management

F____

- T W W W Carer training & support

ounselling
Housing Service Dementia friendly housing & local community
Home modification

Police Missing persons support services

Guardianship Board Telephone advisory service Guardianship order
Education School curriculum and training programs for care professionals
Research Institutions | Prevalence and research statistics

£ 5 & & b (Food and Health Bureau, 2017)
Jockey Club Centre for Positive Ageing %%




Conclusion

DemenTitude - The proper caring attitude to people with dementia

* Persons with dementia could not do?
* Persons with dementia could not say?
* Persons with dementia could not express?
Or actually...
* Persons with dementia were not being trusted;

* Persons with dementia were not being respected;
* Persons with dementia were not being listened to;

So...
It is a matter of meaningful engagement but not being engaged only.

It 1s a matter of living but not a matter of lives only;

* It 1s a matter of caring but not a matter of care only!
Truly listen to their voice and synchronize with their perception of world~~~

Chui, K. C. M., & Lam, C. M. (2019). " DEMENTITUDE" from the Voice of Dementia: Promoting Proper
« Caring Attitude to the Person with Dementia in Chinese Society, Alzheimer's and Dementia, 15(7), P1562-P1563.
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ThanRs for
your attention
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This tramning material is protected by copyright law and may contain
materials contributed by third parties. It may be used by the
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be reproduced, adapted or distributed in any form or by any means or
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of Administration Department of Jockey Club Centre for Positive
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