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Webinar 1

11 a.m. CET 

for Europe/Africa

/Asia

Webinar 2

10 p.m. CET 

for North/South 

America/Australia 

Welcome remarks from President 

IFKF-WKA (SF Lui) and ISN (Agnes Fogo)

Patients’ Experience 
Manvir Victor, Malaysia  

IFKF member and Chair of the 

ISN Patient Liaison Advisory 

Group.

Patients’ Experience 
Verónica Martínez, Mexico

Member of the ISN’s

Patient Liaison Advisory Group

Health Literacy  

Anne Bonner, Australia

To Connect, Be Connected 

SF Lui, IFKF-WKA

Engaging Healthcare Professionals
Beatrice Titilola Segun-Agboola, 

Nephrology Nurse Educator, Nigeria.

Advocating for Better Kidney Health 

Paul Laffin, Northern Ireland.

Moderated Q&A (live)

The link to the recording of the presentation on “To Connect, Be Connected”

https://www.dropbox.com/s/z4odim0sqq7qsfn/WKD22_Webinar%20IFKFWKA%20ISN_Lui%20SF%20v220308.pdf?dl=0

https://www.dropbox.com/s/z4odim0sqq7qsfn/WKD22_Webinar%20IFKFWKA%20ISN_Lui%20SF%20v220308.pdf?dl=0


Siu-Fai Lui  BBS MH JP 
- President, International Federation of Kidney Foundations- World Kidney Alliance.

- Co-Program Director, World Kidney Day Steering Committee 

- Chairman, Hong Kong Kidney Foundation.

To connect, Be connected.



Health literacy is the degree to which 

persons and organizations have or 

equitably enable individuals to have the ability 

to find, understand, and use information and 

services to inform health-related decisions 

and actions for themselves and others.
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SF Lui – President, IFKF-WKA, Co-Program Director, WKD Joint Steering Committee 

The 5 “rights” of provision of healthcare information

The right information (content/ context), 

at the right time (stage), 

by the right source (trustworthy, factual), 

in the right format (understandable), 

via the right channel / platform (most accessible) . 



Know  
your kidneys  
(function)

Protect
your kidneys 

Aware who are 
at high risk of 
kidney disease

Aware of the 
symptoms of 
kidney disease

Know how to get 
tested for kidney 
disease to make 
a diagnosis

Understand
kidney diseases

Manage
kidney diseases

- treatment

- prevent / slow down
the deterioration 
of Kidney failure

- prevent
complications

Manage kidney failure

- Accept the kidney failure

- Slow down the deterioration

- Manage symptoms

- Secondary Prevention

- Renal replacement therapy:
Dialysis, transplantation

> Preparation
> Start dialysis at appropriate time
> Care for oneself 

- Rehabilitation

Plan for the  future

- Medical care 
- Family
- Work
- Life style
- Life impact 
- Financial matter

- End of life care

A “Life” journey with your Kidneys

Different health and healthcare information is required 
for different people/patients at different time

General public………………..A patient with kidney disease… With end stage kidney failure….……..

SF Lui – President, IFKF-WKA, Co-Program Director, WKD Joint Steering Committee 



- Do you have enough healthcare/ medical information 

about your kidneys and kidney disease to care for yourself?

- What kind of healthcare/medical information on 

(i) kidney and kidney diseases 

(ii) treatment of kidney disease/failure

(iii) living well with kidney disease you want to know?

- Where you have obtained

Where would you prefer to obtain

the best healthcare/ medical information on kidney disease and treatment?

A pilot survey by IFKF-WKA

Access to healthcare information by the kidney patients







Place N

1 Bangladesh 350

2 Barbados 14

3 Ethiopia 55

4 Guatemala 91

5 Hungary 51

6 Hong Kong 1090

7 India 633

8 Turkey 23

9 Malaysia 652

10 Mexico 31

TOTAL 3001

Pilot survey conducted   Jan – Feb 2022

You are  (or the carer of)

a With kidney disease 13%

b
With kidney failure 
(not yet on dialysis)

2%

c On peritoneal dialysis 21%

d On haemodialysis 57%

e With a kidney transplant 7%
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Bangladesh Barbados Ethiopia Guatemala Hungary Hong Kong India (P) India (T) Turkey Malaysia Mexico

Bangladesh Barbados Ethiopia Guatemala Hungary Hong Kong India (P) India (T) Turkey Malaysia Mexico

350 14 66 91 51 1090 77 556 23 652 31

Do you have enough healthcare/medical information about your kidneys and kidney disease to care for yourself?

Mean Score (out of 10)  = 6.4

No.



What kind of healthcare/medical information on 
kidney and kidney diseases you want to know? 
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About the kidney and
kidney function

The common causes of
kidney disease and failure

Symptoms of kidney
disease

Am I at risk of kidney
disease/ kidney failure?

How can I protect my
kidneys?

Are my kidneys working
OK? (the status of my

kidney function)

Bangladesh Barbados Ethiopia Guatemala Hungary Hong Kong India (P) India (T) Turkey Malaysia Mexico

1018 
(34%)

1490 
(50%)

986
(33%)

639
(21%)

1230
(41%)

625
(21%)
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Treatment of
kidney disease

When will I need
dialysis*

What are my
options for

dialysis
treatment*

Information on
peritoneal

dialysis

Information on
haemodialysis

Information on
kidney transplant

Information on
palliative care

Information on
complications of
kidney disease

Can alternative
medicine help

me?

Bangladesh Barbados Ethiopia Guatemala Hungary Hong Kong India (P) India (T) Turkey Malaysia Mexico

What kind of healthcare/medical information on 
the treatment of kidney disease/failure you want to know?

961 
(32%)

531
(18%)

641
(21%)

578
(19%)

903
(30%)

1085
(36%)

720
(24%)

1121 
(37%)

1126
(38%)



What kind of healthcare/medical information on 
living well with kidney disease you want to know?
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How to live well
with kidney

disease?

How to eat well
with kidney

disease?

How to keep fit
with kidney

disease?

How to manage
psychological

stress?

How can I enhance
the care for myself?

The social support
for patient?

How to reduce the
impact on family

and friends?

How can I continue
or return to work or

study?

Bangladesh Barbados Ethiopia Guatemala Hungary Hong Kong India (P) India (T) Turkey Malaysia Mexico

1611 
(54%)

1622
(54%)

1348
(45%)

965
(32%)

1012
(34%) 982

(33%)
893

(28%)
611 

(20%)
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Bangladesh Barbados Ethiopia Guatemala Hungary Hong Kong India (P) India (T) Turkey Malaysia Mexico

List up to three places where you have obtained 
the best healthcare/medical information on kidney disease and kidney treatment

2572 (85%)

518 (17%)

623 (21%)
752 (25%)

546 (18%) 515 (17%)



List up to three places where you would prefer to obtain 
the best healthcare/medical information on kidney disease and kidney treatment
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2586 (86%)

996 (33%)
1111 (37%)

957 (32%)

949 (32%)

674 (23%)



Findings (overall, need subgroup analysis)

• Patients want to know: 

- How to protect kidneys
- Common causes
- Kidney function

- Complications
- Alternative medicine 
- Transplantation

- Living well
- Eat well
- Keep fit

• Patients wish to get the information 

- From healthcare professionals (86%)

- Electronic media (37%)
- Website (32%)

- Social media (32%)

- Printed matters (33%)

- Other patients (23%)



Way forward

• Enhance the skill of healthcare professionals to transfer knowledge.

• A more effective and efficient way for healthcare professionals 
to provide the health and healthcare information (mass transfer)

• Promote online webinar and website 
Pros: - Delivered by healthcare professionals (what patients want)

- Factual and trusted information (social media cannot be control)
- Webinar recordings posted on website. 
- Information can be accessed anytime (24hr x 7)
- Information can be accessed any where (in the world)
- Content in the format the receivers can understand 
- Co-design with patients, sharing by patients, can be interactive. 

(Use social media to promote the site but not source of information)



Kidney Health 
for All

Collaborative 
Social Media 

Platforms
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Kidney Talks
Hong Kong Kidney Foundation

Hong Kong Society of Nephrology

Hong Kong Association of Renal Nurses

Series 1 – 9 episodes (5 Oct 2021 - 25 Jan 2022)

Online webinar alternative Tuesday night

Live via Zoom, Facebook, YouTube 

Recording posted on HKKF website.

Posting on newspaper’s website (4m hits)



Fortnightly 
8:00-8:45 pm

Topic Title of the talk Guest speakers Hosts

1 5 October 2021 Kidney and you Kidney and Kidney disease
Dr. SL Lui

Dr. Vincent Chow
Ms. Maggie Ng

Dr. KF Chau

2 19 October 2021 Kidney disease and you
Your kidneys are not well, 
you need to know!

Dr. Sunny Wong
Dr. William Lee

Ms. Candy Chea
Dr. Samuel Fung

3 2 November 2021 Kidney failure and you
At the crossroad of kidney 
replacement therapy.

Dr. SF Lui
Dr. YL Cheng

Dr. KF Chau
Ms. Windy Lee

4 14 November 2021
Kidney Replacement therapy
1: Peritoneal dialysis

The myth of peritoneal dialysis
Dr. CK Chan

Ms. Sandy Hui (nurse)

Ms. Maggie Ng
Ms. Windy Lee

5 30 November 2021
Kidney Replacement therapy 
2. Haemodialysis

The concerns on haemodialysis
Dr. Maggie Mok

Ms. Janet Li (nurse)

Dr. Samuel Fung
Ms. Maggie Lee

6 14 December 2021
Kidney Replacement therapy 
3. Kidney Transplantation

Kidney Transplant 
– a new beginning

Dr. Maggie Ma
Dr. Winston Fung

Ms. Candy Chea
Prof Sydney Tang

7 28 December 2021 Rehabilitation 1
Barrier free renal replacement 
therapy

Dr. Lorraine Kwan
Dr. Jack Ng

Dr. KF Chau
Dr. YL Cheng

8 11 January 2022 Rehabilitation 2 Living well with kidney disease
Ms. Sabrina Mok (Dietitian)

Ms. Maki Mak (MSW)

Dr. Samuel Fung
Ms. Maggie Lee

9 24 January 2022 Rehabilitation 3 Walk with you (support)
Dr. John Chan

Ms. Dora Leung (nurse)

Dr. KF Chau
Dr. CY Yung

Online series 1

“Kidneys Talk” for Everyone
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World Kidney Online Webinar

To set up a series of online webinar for 
- Healthcare professionals

- Healthcare providers/organizations/foundations

International Federation of Kidney Foundations – World Kidney Alliance



… Kidney organizations 

should work towards 

shifting the patient-deficit health literacy narrative 

to that of being the responsibility 

of healthcare providers 

and health policy makers.
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