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Living well with kidney disease

RIBENER EREBAL

Hong Kong Kidney Foundation Hong Kong Society of Nephrology Hong Kong Association of Renal Nurses

Partner: Alliance of Renal Patient Self-help Association “
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Events:

World Kidney Day @ Hong Kong Webinar — 7 March 2021
Newspaper full page special article on 4 newspapers — 11 March 2021
World Kidney Day ISN & IFKF-WKA Webinar x2 — 11 March 2021

Mass Transit Railway (MTR)
346 Community poster (small) — 7 to 13 March 2021

30 seconds video clip — March 29 2021 for 5 days (TBC)

95 plays per day, spot telecast in any 107 units of 103" Digital Motion in 27 key stations and any 33
units of concourse.

300 large trackside advertising lightbox panel (5 April 2021 TBC)

Radio programs
Metro 8 March 2021 (Dr. SF Lui)
RTHK 12 March 2021 (Dr. Cheng Yuk Lung), 19 March 2021 (Dr. SF Lui).
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Zoom & Facebook Live
Sunday 7 March 2021
World Kidney Day @ Hong Kong Webinar

Face the kidney disease positively.
Enrich life with full rehabilitation
Active participation

Hand in hand together
Self motivate and be strong

Webinar on the patient questionnaire

Sharing by patients






Living well with
+ Kidney Disease

Webinar 7 March 2021




World Kidney Day
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Department of Health

Address by Dr. Constance Chan, JP
Director, Department of Health
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Address by Prof Sophia Chan, JP
Secretary, Food and Health Bureau
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Kidney disease -> a burden, a challenge

Troublesome symptoms,
Affecting all parts and function of the body
mobility, daily live activities,
work and way of life
Also affecting family members and friends.

| weEHSE eEE2mAE | [ 2 GEEHER SRYBAE
Patient . o
Life participation
hopes to continue life freely with dignity
Is important for patient and his carer

maintains his/her role and
in the function in the society

Able to manage and control
own health and wellbeing.
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Kidney disease management

Current: Disease-centred
renal replacement therapy to prolong life
Future: Patient-centred

Patient’s priority and value, overall effectiveness
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Current. Negative, restraint, limitation, oppression
New way: Active, autonomous, participating, possessing

Motivate them to be
an active participant
in the care process



1.

2.

BMERER EREEAE (1)

Empower patients with CKD and their family members or other care-partners to
achieve the health outcomes and life goals that are meaningful and important to them.

Advocate for strengthened partner Ship with patients in the development,

implementation and evaluation of interventions for practice and policy settings, that enable
patients to live well.

. Emphasis on a Str engths-based appr 0ach which encompasses strategies

to support patient resilience, harness social connections, build patient awareness and
knowledge, facilitate access to support, and establish confidence and control in self-
management.

More effective and more integrated and holistic Symptom management for
all patients with kidney disease beyond traditional kidney therapies

15

L Framework )
“Living well with kidney disease”

E% Strengths-based gﬁ’:\j] %B@ﬁ/ﬁ

Symptoms ¢ oMs AND LIFE i, o approach
Fatigue .-;(\‘\ EMP OWER, M %5 Communication and education
Mobility <° Q,\“\" Eny Build resilience

Pain
Stress/anxiety
Depression

4, 0*“

Strengthen social connections
Increase awareness and

ession ) knowledge

Cognitive impairment <> Access to support

Sleep problems “ Build confidence and control with

Cramps b4 =l self-management

Restless legs o] 5

Secioinipsin E _'5

SYRIGM o 7N

B 48R QO

FELE >

Life impacts Clinical strategies ﬁﬂ?%lﬂg
Ability to work Preserve kidney function

Ability to travel Patient-friendly lifestyle and diet
Ability to study Pharmacological management

Impact on family and friengb
Financial impact
Dialysis-free time
Dietary restrictions
Lifestyle changes

Delay dialysis start if possible
Incremental transition to dialysis
Patient-centered dialysis
prescriptions

Preserve residual kidney function
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EMERER EREEAE (3)

We must move beyond the status quo and

advance patient-centeredness
in research, practice and policy.

Patient empowerment, partnership and
improved communications, combined with a paradigm shift
towards a strengths-based approach to care,
can inspire confidence and hope in patients
that they can live well with CKD.

From framework
to ACTION

Patient participation
Patient-centred

18
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What may be troubling you (physical) ?
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Fatigue Sleep  Shortness Pruritus Mobility Thirsty Poor
disturbance  of

breath

61%
' 47% Q 47% .
’ 41% N 360 n
“N31% — %
gn o 23% o
E3 w o

Restless
Appetite  legs

A patient survey for an organisation/renal

unit to find out

- How patient are doing on “Living well with the kidney
disease’?

- What issues are troubling, worrying or preventing them
from living well?

- What matters to them most?

- What may they wish others (family members,
healthcare professionals & system) could do for them or
options that they would like to have to live well?

- What can they do for themselves to live well?
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What may be troubling you (psychological) ?

57%

60%

50%

40%

30%

20%

10%

| Soo |

Pain  Cramp Cog Concern Anxiety Stress Concern Depression Concern
impai about about about the need
future rejection to start dialysis

(transplant patient) (pre-RRT)

Am | living well with kidney disease ? (1-10 7)

6.3+20

22%

% 17% 17% 16%
) l l
- lva m m

Score

Am | living well with kidney disease ? (1-10 )

0.0

CRF - notyet on
renal replacement

Haemodialysis CAPD Automaled
In-centre Private  Home

Transplant

therpya centre
What may be troubling you (life impact) ?

60%
50%

50%
40%
0% 39% W 38% W 38% W 350 M 359

29%

20%
10% 16%
0% |_370 |

Financial Dietary ImpactonAbilityto Abilityto Social Lifestyle Dialysis Ability

matters restriction family &  work travel activities changes free time to study



What may be troubling you? 1at can you do yourself to live better with kidney disease?
Top 3 items (physical, psychological, life impact)

30%
. Theme of 2021
25%
20%

15%

10%

19%
15% 30%
20%
0%
ortness Elede]
rs rea i i
s

24%
30
How can others (medical system/professionals) How can others (family and friends)
assist you to live well with kidney disease? assist you to live well with kidney disease?
Empath :
. Pty . Active concern and care

Consider from the perspective of the patient

Listen and communication Encourage, support, understanding

Actual support +++
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Improving Kidney health and care for all

Dr. Lui Siu-Fai
President,

International Federation of Kidney Foundations
— World Kidney Alliance

India Tanker

Hong Kon Malaysia Bangladesh " Hunga Ital
9 9 v 9 Foundation gary v
atigue 61% @Fatigue 57%| Fatigue 55%Fatique 71% @ Fatique 57%
leep problems 47%| |Cramp 44% petite 44% Thirsty/Fluid restriction 40%) [Mobility 46%)| [Thirsty/Fluid restriction 37%)|
Shortness of breath  47%| [Thirsty/Fluid restriction 42% [Sleep problems 38% [Sleep problems 37%) Pruritus (itchiness) 41%| |Sleep problems 35%|
Pruritus (itchiness) 41%| Sleep problems 40% |Pruritus (itchiness)  36% [Cramp 36%]| [Sleep problems 41%| (Cramp 23%|
Mobility 36%] Besﬂ&&slegs 24% [Pain 31% [Shortness of breath 30%] [Cramp 32%| |Pruritus (itchiness) 22%|
0 abo Concern about ~ . o, liConcern about
°Bthe future 45% Ml 66% M ihe future
. o . Concern about - I
ety 42%| [Stress 27%| [Depression he future Anxiety 39% [Anxiety
Stress 38%| Anxiety 19%| [Stress 16%| Stress 36%] [Stress 31%]| |Stress 29%
Depression 17%| Depression 9% g‘oenftl:j;a;?eabout LY Depression 28%]| [Depression 17%| |Depression 19%)
Q3c. Life Impact
Financial impact Financial impact 51% @ Financial impact 59% @Financial impact ZY7 |Lifestyle changes 44%) |Lifestyle changes 54%
Diet restriction Lifestyle changes 48%| (Ability to work 40%)| Ability to work 47%| |Ability to work 40%] szafﬁ'tezgsfam“y 41%
andfriends |
l'“pac.‘ onfamily  3g0.| et restriction 409%| [mpact on family 35| et rasriction 43%)| (SR T BT Ability to travel 39%
nd friends land friends
Ability to work 38%| [Social activities. 31%| |Lifestyle changes 13%| |Ability to travel 33%|{ (Ability to travel 35%| |Ability to work 36%)
- - " - i - y o,| Impact on family or| I S
Ability to travel 35%| |Ability to travel 31%| [Social activities. 13%| Lifestyle changes 23% o Faonds 33%] |Diet restriction 3&95
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Improving Kidney health and care for all

Living well with kidney disease
International Pilot Study of 8 organisations from 7 countries

India
Hong Kong | Malaysia |Bangladesh| Tanker Hungary Italy
Foundation
Number 1138 1255 350 618 256 905
Mean
Score 6-3 6-9 5-8 6-7 6-6 6-2
SD 2.0 241 2.0 2.5 21 2.0
H s India Tanker
ong Kong Malaysia Bangladesh Foundation Hungary Italy

Q4. Top 3 concerns/problems

Fatigue

Financial
Impact

Concern
about
the future

Sleep problems

15%)

Thirsty/
Fluid restriction

15%

Fatigue

Financial
Impact

Sleep problems 18%)

Stress

12%|

ISleep problems

13%

IShortness of
breath

14%| [

% Mobility 23%

Sleep problems  15%

| [Thirsty/
Fluid restriction

& Fluid restriction

64%

hirsty/

12%|

46
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The online dance for World Kidney Day 2021 at Hong Kong by the Hong Kong Kidney Foundation Dance Group
The popular “Crab dance” originated from Thailand, to relieve stress.
(as we have been tied down by COVID for too long).


https://youtu.be/yw0oWFvxgm8

= THREBY BFERNRRREARAT R AR AT

| =174

gj% AR E AR AT LRI E ) BIRAT
k EEEEREAREE)AEAT BRES

e B L BEEESRAT B IEEBERAT

Qﬁ

— 20

=\ Boehringe
Gﬂhl/ Ingelheim

Wastellas
Astellas ”;Tg,: ’."'L-ﬂ‘_:;w

“~ FRESENIUS
¥  MEDICAL CARE

o« & m Boehringer RIMLAR Y ot FRESENIUS
il Inge:hEIm Y MEDICAL CARE

L (QYOWa KIRIN

®, ¢

B
BRERAMBRAT
ERALHTFLEEERRAT
BEAERRESIRAT




March 11, 2021
2 sessions: 11 am CET | 10 pm CET S

ISN & IFKF-WKA Webinar:
World Kidney Day 2021:

Living well with
kidney disease

Tess Harris - Session 1
President, PKD International.

President, FEDERG.

CEO, Polycystic Kidney Disease Charity,
UK.

K ) a= .
i World ISN & IFKF-WKA Webinar

< Kidney
}jﬁ World Kidney Day 2021

Living well with kidney disease
11 March 11 March 2020, 11 am and 10 pm CET

LIVING WELL  Patient engagement:

KiDNEY DIsEASE  What matters to patients
4 T .

Vivekanand Jha

ISN President.

Executive Director,

The George Institute for Global Health,
India.

Siu-Fai Lui BBS MH JP

- President, International Federation of Kidney Foundations-
World Kidney Alliance.

- Co-Program Director, World Kidney Day Steering Committee

Siu-Fai Lui

President, IFKF - World Kidney Alliance. ————r T
Adjunct Professor, e 3 1SN QRKE-0A

JC School of Public Health and Primary Care, ¢ » & &

The Chinese University of Hong
Hong Kong, China.

- Chairman, Hong Kong Kidney Foundation.

o https://youtu.be/H1QZ0fx0anY

Sydney School of Public Health,
The University of Sydney, Australia.

Kamyar Kalantar-Zadeh
Co-Chair, WKD Steering Committee.
Chief, Division of Nephrology,
Hypertension and Kidney Transplantation
Tenured Professor of Medicine, Pediatrics,
Public Health and Nursing Sciences.
University of California Irvine, USA.

i Hemodialysis (HD)
Phlllp Li i AN ; & Home/In-Center
Co-Chair, WKD Steering Committee.

Senior Consultant Physician and

Honorary Professor of Dep. of Medicine

and Therapeutics, Prince of Wales Hospital,

Chinese University of Hong Kong, China. Continuous Ambulatory PD

(CAPD)

Richard Knight - Session 2 Cartoons courtesy of Winnie Hui
President,

American Association of Kidney Patients,
USA



https://youtu.be/H1QZ0fx0anY

Full page special article on 4 newspapers
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Messages from

Ms. Rita Fan, GBS, JP. Patrons of Hong Kong Kidney Foundation Professor Vivekanand Jha, President, ISN
Professor Sophia Chan, JP. Secretary of Food and Health Bureau Dr. Siu-Fai Lui, BBS, MH, JP. President, IFKF-WKA
Dr. Constance Chan, JP. Director of Health Professor Philp Li, Co-convenor, WKD Steering committee

Mr. Henry Fan, Chairman, Hospital Authority.

Dr. Tony Ko, Chief Executive, Hospital Authority.

Dr. Leong Che-Heong, GBM, GBS, JP. President, HKKF
Professor Richard Yu, SBS. Patron, HKKF
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Are your kidneys oK? 1 in 10 has variable degree of kidney disease
At the early stage of kidney disease,
Are you at risk of kidney disease? there may not be any symptom
Do you have dia betes, hypertension Kidney disease may progress to end-stage kidney failure.

past medical or fam||y history of kid ney disease? Every year, around 1400 new cases of end-stage kidney
. failure in Hong Kong, requiring renal replacement therapy
It you have, you are at risk. (dialysis or kidney transplant) to maintain life.
Kidney disease causes many physical symptomes, also
has psychological burden and affecting daily life and living.
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The voice of the patient

Result of the patient questionnaire
on living well with kidney disease

(Photo of patient activities)

We (heathcare professionals) care

for patients with kidney disease.
Better care. Walk with you together.

We will enhance the treatment and
rehabilitation.

Active Participation. Be strong.

Photo of healthcare professionals and
supporters (Pharmaceutical companies)
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HKKF Facebook on World Kidney Day
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Radio programs

Dr SF Lui on Radio program
“Living happily”
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on World Kidney Day

Dr SF Lui
on RTHK1
19 March 2021

Dr YL Cheng
on RTHK1
12 March 2021
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Mass Transit Railway (MTR)

346 Community poster
7 to 13 March 2021
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Mass Transit Railway (MTR) 300 large trackside advertising lightbox panel (5 April 2021 TBC)
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Mass Transit Railway (MTR)

30 seconds video clip
March 29 2021 for 5 days (TBC)

95 plays per day, spot telecast in any 107 units of
103" Digital Motion in 27 key stations and
any 33 units of concourse.



Follow up action (proposals)

* Research into key symptoms (fatigue, sleep problem)

To be commissioned and funded by Hong Kong Kidney Foundation and Hong
Kong Society of Nephrology (to be confirmed)

e Eat smart, eat well
With Hong Kong Society of Nephrology, HK Dietitian Association, Patient

group.
* Patient self-evaluation and reflection tool/ process

- To develop an Apps or hard copy for a patient to conduct periodic self review

(such as for annual review), to share with healthcare professionals,
family/friends.



