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Appendix A: Performance Scale
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Dementia Innovation Readiness in Cities

Overall Scores
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Hong Kong is ranked at the
22nd of 30 global cities

Singapore Singapore 6.8 [
Geneva Switzerland 6.8 1
Auckland NewZealand 6.7 1
Buenos Aires Argentina 6.4 [
Berlin Bermany 6.2 L.
Beijing China 6.2 I ———
Hong Kong  Hongkeng 5.6 ———
Jakarta Indonesia 5.4 ——
Bangalore India 5.2 1

Doha Qatar 5.2 e

Rome Italy 5.2 I
Bangkok Thailand 5.2 ——
Mexico City Mexico 4.9 I

Cape Town South Africa 48

Sao Paulo Brazil 45 I
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HK is ranked at the 25th
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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

2015 Quality of Death Index—Overall scores
Rank Country
1 e 939
2 Awrstra iz I T
3 New Zea Lz rcl 1 ¥ 271
a Ireland
5 e 84.5]
| & e 8i.1]
T =eeey.___________________________________________________ H2.0]
8 Metherlands
9 - _________________________________________________§0.§]
10 France
11 C 77.8
Lz Singﬁ 77.6
13 N
14 Japan
witzZerlan
16 Sweden
17 Austria
15 outh Karea
4 Uenmar
20 Finland
2l liz
22 Hong Kon [
23 e ___________________G63.d]
24 Portugal
25 ey 50.8]
26 Poland I 2
27 Chri L |1 ¥
28 Maongolia
29 Costa Rica I+ 7 1
30 Lithuania I~ ¥
31 Panama I - ¥
32 Argentina I X
33 Czech Republic - 1
34 South Africa I T ¥
35 Uganda
36 Cuba 5.
37 Jordan
38 Malaysia
39 Uruguay
40 Ecuador

Commissioned by

e Hong Kong is ranked at
oundation - 22th among 80 countries/cities




Asia-Pacific

~ Australia T
New Zealand

Taiwan I F XN

Singapore
Japan

e

South Korea

Hong Kong
Mongolia
Malaysia I [ ]

Thailand I T %]
Indonesia I T Y1
Vietnam I
Sri Lanka I X N
India
China I %1
Myanmar [ 174
Phih[:rapines ______15.3
Bangladesh NEEEETXN

@ Palliative and healthcare
environment category (20%
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
()

of Talwan

Case study

e

Quality of Death overall score (supply) 6
Palliative and healthcare environment 5
Human resources 9
Affordability of care =6
Quality of care =8
Community engagement =5

w— Taiwan
—— Average
» = = = Highest

Palliative and
healthcare environment
100
Community = . . Human
engagement’ .| resources
Quality of care [ > ~~LAffordability of care

(3]
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Figure 4.16 Typical Service Components for Persons with Dementia

Medical
Sector

Public education and awareness
Health maintenance and Specialist consultation Specialist treatment for BPSD Specialist treatment
assessment management

Palliative care
Medical-legal issues management
Carer training

Social
Service Sector

r- _— _— _— _— L ] L | L | L | L

Public education and awareness
Psychosocial care personnel training
Centre-based services for Dementia-friendly residential care services for individual,
socialisation programs (e.g. holistic care
exercise classes, games)

Cognitive training programs Opportunistic screening of functional impairment, training & non-
(evidence-based programs) pharmacological interventions
Long-term care assessment & service referral

Day care & home care training & Dementia-friendly day care
support for individual, holistic facilities for BPSD
care management

Carer training & support
ounselling

Housing Service

Dementia friendly housing & local community

Home maodification

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

¥ @ b (Food and Health Bureau, 2017)
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Palliative Care
AND DEMENTIA
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Dementia Australia
Paper Number 43

Advance care planning

People with dementia may require 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

* People 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 Eﬂbﬂs to avoid conmfusion.




Listen to me...

(1) Good and trustful relationship between stakeholders
v" | am doing something related to "Relationship building and not task-oriented ”

v’ I am ready to have a family meeting when you are here...

v" Please trust my mental capacity in a changing mode rather than a static mode, |
am not always in confusion and chaos...

v" \oice out my wishes list and insisted in my end-of-life decisions (AD)

(2) Clear and easy-to-understand information with professional advice

v' I'want to have a professional consultation in this part...

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

v' Involve my family but not only ask my family.. I am just in front of you...

v' Clarify with me about my awareness of understanding my progress of dementia

and my choices...
Y ¥ m

@ 1ok ol o i poe g B (Brametal., 2018; Chui, 2018; Piers et al., 2018)



Listen to me...

(3) Special communication skills and preparation of
visual materials;

v’ Stop going on while I am not in a good condition...

v" It will be good if you can provide me with suitable levels of
Information and rhythm as well as relevant materials to facilitate our
discussion...

v' Please kindly give me enough time to discuss and think over that...

v" Structured implementation of discussed parts and clarify with my
preference/decision whenever is possible...

v Ongoing detect me any fears or concerns in Advanced Care Planning..

v" I am happy if you can walk around with me so that I can remember
what I should tell you...

¥ @&

@ 1ok ol o i poe g B (Brametal., 2018; Chui, 2018; Piers et al., 2018)



Listen to me...

(4) Systematic records and ongoing documentation

v

v

v

Support me to initiate the topic and talk to me at the right time in my journey
living with dementia...Start as soon as possible when I am OK ...

Get my consent with mutual agreement as we should consider with ethical
considerations, right?... at least my professional reminded me...

Help me documented and ask me back later on whenever is necessary. Show me
the records when time goes by ...

(5) Relaxed places and dementia friendly environment

v

A NEANERN

Understand my emotional status and my readiness of me as well as my family
members...show empathy to what I am experiencing (context)...

[ preferred to make it at home or familiar places, don t you...

[ love talking ACP with a relax atmosphere...

Consider my personality and my background again, like getting through my life
story and please look at this (This is ME)...

¥ ®

@ Jockg; Clﬁ% Ceﬁ;e f(ﬁ- Positive Ageing EQ% (Bram et al., 2018; Chui, 2018; Piers et al., 2018)
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Listen to them (family members)

What 1s ACP and how can I access this application...

Mention 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 our dynamics
before the discussion...

@ Jock’gj R . B A B ing % (Brametal. 2018; Chui, 2018; Piers etal., 2018)



Example: enogram and
family functioning with dynamics

o 12
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HOSPITAL
AUTHORITY

Document No

CEC-GE-9

Patient Safety & Risk Management Department /
Quality & Safety Division

Issue Date

Bl

Review Date 10 June 202

HA Guidelines on Advance Care Planning Approved By | HA CEC

Page Page | of

HA Guidelines on
Advance Care Planning

Advance Care Planning (ACP)? Advance Directives (AD)?
"' Do-Not-Attempt Cardiopulmonary Resuscitation (DNACPR)?
Patients and families should know more!

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.

Version Effective Date The Hospital Authority agrees that it is acceptable to withhold or withdraw
1 10 June 2019 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 Group 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 52 p R
HOSPITAL HA Clinical Ethics Committee 2019
Approval Date 16 January 2019 A R




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.

. ' A
@ Jockg Clu% Cenﬁ'e f(ﬁ- Positive fgeing ﬁ% (HA, 2020)




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.

£ &5 & %
@ Jockey Club Centre for Po

(3]
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Rehearsal on the AD forms
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td= Tan Tock Seng

, HOSPITAL

https://www.ttsh.com.sg/Patients-and-Visitors/Medical-
Services/advance-care-planning/Pages/default.aspx

CENTRE FOR
GERIATRIC MEDICINE

Centre for Geriatric Medicine
A Part f The Institute of Geriatrics & Active Agei
Tar Totk Seng Hospital Anne 2, avel B ADVANCE CARE
TESTIMONIALS 7 Jalan Tan Tock Seng, Smgapore 308440 PLANN'NG IN DEM ENT'A

“I find the ACP session very beneficial as the CONTACT:
explanations helps us to understand our father’s appointment line: Tel: 6359 6100
wishes better.” — Caregiver 1 Fax: 6359 6101

“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 ..S Tan Tock Seng
decide for myself. “ — Patient oy

© Tan Tock Seng Hospital, Singapore 2018. All rights reserved. All
WHO WE ARE information correct as of April 2018. No part of this document may
be reproduced, copied, reverse compiled, adapted, distributed,
commercially exploited, displayed or stored in a database, retrieval
system o« transmitted in any form without prior permission of Tan Tock

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

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

ik £ 5 £ @&
Jocké; Club Ceﬁl:e f(ﬁ Positive Ageing @ (Tan Tock Seng, 2020)



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, also 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.

(Department of Justice, 2020)

Dam g by B Inkemalon Sancm Degannent

Enduring Powers
of Attorney
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Discuss In Post-diagnostic Package

Understanding
the illness and
managing
- symptoms

,  Peer support
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Discuss In Post-diagnostic Package

r/

~ Peer support

Understanding
the illness and
managing
symptoms
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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

Ethical and legal

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



Three-dimensional discussion
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In partnership with / ' ‘ Someone who has dementia, delirium or other communication
difficulties, can find changes, such as moving to an unfamiliar

Alzh place or meeting new people who contribute to their care, unsettling
Royal College ~oC or distressing. This is me provides information about the person
of Nursing 2 photo at the time the document is completed. It can help health and
k— 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

s ‘ the person best and, wherever possible, with the person involved.
[t 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

ThIS Ieaﬂet Wl“ help Current and past interests, jobs and places | have lived and visited

you support me in

Please place a photograph of

yourself in the space provided.

an unfamiliar place.

B Turn to the back page of this

form for guidance notes to

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. Things that may worry or upset me
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Our case manager can make the interactive advice and comments
to empower the caregivers through the online platform

SSummarz ReEort and Care Planningz

BREBE
@A fREVEERRE HIZE ¢ ica eegegRIBHIAES : 90 eegegfiTARR :
@ g “ emppgE(bE 97 mmnE

HHEFMESEENRE2REEE RAEF{T) MRCEXEAIZRERZER * fREFTART U THETRT !

1 TRAAZE) BREREINES

2.2 FHER{CEATMNBREENE
2.3 EEEEER{ETE

24 RyBBHRREINESE
3.2 TAREXRE

41 BERRE?

5.1 BEEMNEE

8.2 MEREEAEREE R



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), e0198535.

Lack of knowledge over the ACP and legal status
Unable to deal with the persons with dementia -

Persons with dementia do not want to upset others
Religions’ consideration and its conviction ‘ Z\ _ :
Family rejected to think over and avoid the topic B
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 impact of 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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Conclusion of ACP in Dementia Care

Advance care planning is a 'process' rather than a 'result' in the
experience of people with dementia and their family members

Apply person-centred care model in whatever means and build up a
proper care attitude (DemenTitude® ) in dementia care

The case management model facilitates the discussion of the expectation
of care and supports mood variation during the journey of dementia.

Cultural difference and consideration should be addressed. Advanced

care planning could be step-by-step and divided into the social parts as
well as the medical parts

Hence, there is an urge to highlight advance care planning as one of the

critical elements in designing the post-diagnostic support dementia care
services in Hong Kong.

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



Thanks for

your attention




References

Brooker, D.J. & Woolley, R.J.(2007). Enriching opportunities for people living
with dementia: The development of a blueprint for a sustainable
activity-based model. Aging & Mental Health, 11, 371-383.

Farinamd, E., Mantovani, F., Fioravanti, R., Pignatti, R., Chiavari,

L.,Imbornone, E., Olvivotto, F., Alberoni, M., Mariani, C. & Nemni, R.
(2006). Evaluating two group programmes of cognitive training in mild-
to-moderate AD: is there any difference between a ‘global’ stimulation
and a ‘cognitive-specific’ one? Aging & Mental Health, 10(3), 211-218.

Gupta, Mohak. (Apr, 2016). Artist with Alzheimer's made self-portraits until he could not
remember his face. Retrieved from http://www.boredpanda.com/alzheimers-disease-
self-portrait-paintings-william-utermohlen/

Klammer, S. (2010). Creativity and Dementia. Retrieved from http://www.creativity-
portal.com/howto/a/shelley-klammer/creativity-dementia.html

Marshall, M.J. & Hutchinson, S.A.(2001). A critique of research on the use of
activities with persons with Alzheimer’s disease: a systematic literature
review. Journal of Advanced Nursing, 35(4),488-496.

£ & & & & @&
@ Jockey Club Centre for Pos?tive Ageing E&



http://www.boredpanda.com/alzheimers-disease-

10.

11.

12,

References

Phinney, A., Chaudury, H. & O’Connor D.L.(2007). Doing as much as I can Do: The meaning
of activity for people with Dementia. Ageing & Mental Health, 11(4), 384-393.

Piers, R., Albers, G., Gilissen, J., De Lepeleire, J., Steyaert, J., Van Mechelen, W.,, ... & Van den Block,
L. (2018). Advance care planning in dementia: recommendations for healthcare professionals.
BMC Palliative Care, 17(1), 88.

Rimmer, L. (1992). Reality orientation: principles and practice. Winslow
Press, Bicester, UK.

Schmid, J. (Aug, 2008). Alzheimer s Disease — A Brief History & Description. Retrieved from
http://www.best-alzheimers-products.com/alzheimers-disease.htmi

Stehman, J.M., Strachan, G.I., Glenner, J.A., Glenner, G.G., Neubauer, J.K. (1996). Training

manual and video for dementia care specialists. The Johns Hopkins Uni. Press, London, UK,

Stein, J., Luppa, M., Maier, W., Wagner, M., Wolfsgruber, S., Scherer, M., ... &

Bickel, H. (2012). Assessing cognitive changes in the elderly: Reliable change
indices for the Mini-Mental State Examination. Acta Psychiatrica
Scandinavica, 126(3), 208-218.

Woods, B., Spector, A. Jones, C. & Davies, S.(2008). Reminiscence therapy for
dementia (Review). Cochrane database of systematic reviews, 2.

® £
Jockey Club Centre for Positive Ageing




U T S—a e | [

fiHE Copyright

e

AT R LR EE R EF G I
» RFA S R TR M‘”?”pﬁcﬁp FiER A3
SETHREFATLFRAL G AE AT L E RN ST
Wt o g AR YIPART R TR Y i o

This training material is protected by copyright law and may contain
materials contributed by third parties. It may be used by the
participants of the training for their personal reference but it shall not
be reproduced, adapted or distributed in any form or by any means or
for any purposes except where the prior written consent from the Head
of Administration Department of Jockey Club Centre for Positive
Ageing (JCCPA) is contained.
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