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My Experiences



Loneliness: 
Feeling uncomfortable or empty because 

the social life or connections you want 
don’t match what you actually have.

Social Isolation:
Obvious lack of social contact

What is…



• Loneliness and social isolation are 
associated with negative health 
outcomes and poor social well-being 

• Daily medications, symptoms, kidney 
replacement therapies and 
appointments lead to restrictions and 
disruptions in lifestyles 

What is

Background
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Chandana Guha

Anita van Zwieten



Research projects



I am a young adult and thinking about needing to be on 

dialysis definitely gives me a different perspective on 

dating.

(patient with CKD)

I can’t go abroad. I have relatives all 

over the place, but I can’t attend any 

function.

(patient receiving HD)

“you're different than everyone else.
You're right. It kind of makes you, it
does make you feel alone.” (CKD,

patient)

I did lose a whole bunch of friends 

because they thought I had AIDS or 

something and they were going to catch it.

(patient receiving PD)

Travel restrictions

Community fear and stigmaFeeling excluded and ostracized

Hindering intimate relationships



• Minority groups, especially those from culturally and linguistically 
diverse (CALD) backgrounds, face higher risk of CKD and social 
isolation, compounding their risk of poor health outcomes.

• Patients from CALD backgrounds are underrepresented in research, 
and evidence of the experiences and social impacts of kidney 
replacement therapy is lacking.

Perspectives on social isolation and social 
connection among Arab Australians receiving kidney 
replacement therapy: an interview study



Perspectives on social isolation and social 
connection among Arab Australians receiving 
kidney replacement therapy: an interview study

“Being in the Egyptian community you don't really get loneliness or the word itself. I 
know the definition of it is like being isolated. But I'm always with my family, my wife 

and my friends.” (Male transplant recipient aged 42) 

Cultural norms 
preventing 
loneliness

“We have people here [in Australia], we have relatives. I celebrated Eid it at the 
hospital. It was the big festival. I was happy because everyone was around me.” 

(Female receiving HD)

Easing the 
burden with 

support from 
family and 

friends

“I posted [on Facebook patient group] when I got my transplant everyone's very, 
supportive and they try to help.” (Female transplant recipient aged 30)

Using 
technology 
to connect 
with others



“Get some conversation cards 

for people who don't know 

what to talk about.” (Tx 

patient)

“Ads on TV for the kidney. I know 

there's a Kidney Foundation or 

whatever. But I just don't think the 

message is getting out there 

enough.” (HD)

“Maybe having a buddy system with 

someone that knows and can reassure 

you.” (Tx patient)

Patient Preferences for Interventions and Services 
to Improve Social Connections in CKD: An Interview 
Study

Patient Preferences for Interventions and 
Services to Improve Social Connections in CKD: 
An Interview Study



“A barbecue is a great idea because it's relaxed and you can just 

sit down and chill and talk, or not talk. Similar things, like coffee 

days. Come for a morning tea in [in clinic].” (Tx patient)

“When leading up to a transplant, you're given 

a book. There was not a single story in that 

book that lay it out how someone on their 

own could possibly go through it.” 

(Tx patient)

“More dialysis clinics in 

holiday places.” 

(HD)



• These studies has given us a deeper 
understanding of the experience of 
loneliness and social isolation in CKD

• Interventions are needed to improve 
social connections among people 
with CKD and their caregivers for 
better mental and physical health 
outcomes

What have we learnt so far?



• Improve social connections for 
patients and caregivers with 
CKD

• Find ways to support social 
connection , that suit CKD 
patients

• Enhance quality of life

Workshop Objectives



Group Allocation

Group 1 2 3 4 5 6 7

Facilitator Anastasia Amanda Dale Chandana Yeoungjee

(online) 

Andrea V 
(online)

Javier

(Online)

Co-facilitator Simon David Nicki Mia Kristy Hayley/AMG Karine

Patients Shaun Johnson Jo Farrell Lee ann Taylor Chiara Acciano Helen Coolican Alan Blackley Jill Brown

Brian Ellis Cally Ellis Heather Evans Paige Floyd Jane Cheney Kath Eastwood Phil Etheridge

Sandy Floyd Christine 

Harling

Jenny Jaine Carla Mancini Yvonne 

Farquharson

Niki Frampton Daniel Hankin

Sonia 

Markoff

Jill Naylor Kelli Owen Caitlin Siemon Cathy Hankin Shaun Johnson Christine Spice

Sharon 

Stacey

Vic 

Vucemillo

Anna Vucemillo Holly Wakelin

Our online hosts: Angela and Nicole



1. Since being diagnosed with CKD, have you felt more lonely/isolated? Could you 

tell me more about that? (Why)

2. Is there anything you do to cope with loneliness/isolation?

3. What sorts of things do you think would help with loneliness/isolation in people 

with CKD? Why? 

4. Looking at your situation now: how would you like to access programs (i.e 

recommended by GP, dialysis clinic, etc) ?

5.  What’s your preferred method, how do you want it delivered?(online, one on 

one, group, in person).

Workshop Questions



• Our Research Team- 
• amanda.sluiter@sydney.edu.au
• chandana.guha@sydney.edu.au
• nicole.scholes-robertson@sydney.edu

• Your Healthcare provider (GP, kidney doctor or clinic)
• Beyond Blue 1300 224 636
• Lifeline Australia 13 11 14
• Medicare Mental Health 1800 595 212
• 1800RESPECT 1800 737 732

Contacts
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Thank you for your time
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