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“Surrounded, but still 
alone”

- Ed Sheeran (Beautiful people)



“Sometimes lonely, 
because of kidney disease”

- Me



My Experiences



The Researcher



https://beatckd.org/for-patients-caregivers/kidney-bites/





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…



• People with chronic health conditions face high 
symptom and treatment burden

• This limits their ability to participate in life and 
social activities

• Places them at risk of experiencing poor social 
connections i.e. loneliness and social isolation

Background



In CKD:
Symptoms 

e.g. fatigue, pain
Dialysis schedules

Diet restrictions
Travel restrictions

Stigma/lack of 
understanding

Loneliness, social isolation and chronic 
disease

Having a chronic health condition doubles your 
risk of experiencing chronic loneliness.

Background



“Greater loneliness was associated with insufficient 
self-care...

The webs of social relationships of the patient are 
fundamental to their sense of independence and 

autonomy.” 

76% of patients 
report moderate-

high loneliness

Loneliness and CKD management

Background



Background



Background



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 stigma
Feeling 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



“I feel lonely because I am 
Sudanese. My kids grew up here. 

They don't know how to make 
Sudanese food and I'm tired. 

Sometimes I crave Sudanese food 
but I can't make it and my kids don't 

know how to make it” 
(PD, female)

“What was the wrong that I 
did? Why have the people 

rejected me?” 
(PD, female)

“Kidney disease makes it 
very, very hard to start new 

relationships. Whether it's a 
friend or a lover…they are 

expecting you to do this and 
to do that while I did not 
have the strength.” (HD, 

male)

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)

“More dialysis clinics in holiday places.” 
(HD)

“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)



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



Aim:

Study Aim and Methods

Prevalence and correlates of 
loneliness in patients on Kidney 
Replacement Therapy (KRT)

Methods:

 Interviewer- 
administered 
survey

Participants:

• English and Arabic 
speaking 

• Receiving Kidney 
replacement therapy

• Over 18 years old
• Western Sydney Local 

Health District



Measures
Loneliness and Social Isolation scales

1. UCLA 3 item Scale (Indirect)

2. Single Item measure (direct)

3. The Lubben Social Network Scale -6



Loneliness Measures

Scale covers:

“How often do you feel that you lack companionship?”
“How often do you feel left out?”
“How often do you feel isolated from others?”

Scale scores range between 3-9

A score greater than 6: “Some of the time”, is considered 
lonely 

1. UCLA 3 item Scale (Indirect)

Loneliness and Social Isolation scales



Loneliness Measures

Scale covers:

“How often do you feel lonely?”

Score 1-5

Response at least 3  (some of the time) is considered lonely 

Response of 5 (often always) loneliest

2. Single Item measure (direct)

Loneliness and Social Isolation scales



Social Isolation Measure
Previous projects

3. The Lubben Social Network Scale -6

Loneliness and Social Isolation scales

Scale covers:

Relatives /Friends

“How many relatives/friends do you see or hear from at least once a month?” 

“How many relatives/friends do you feel at ease with that you can talk about private 
matters?”

“How many relatives/friends do you feel close to such that you could call on them for 
help?” 

The sum of all 6 items is the total of the scale

Less than 12 is considered to be socially isolated



Descriptive Characteristics N(%)
Number of patients 83
Women 31 (37)
Mean Age (SD) 54 years (16) 
Kidney Transplant Recipients 31 (37)
Patients Receiving Dialysis 52 (63)
Born Outside of Australia 60 (72)
In a relationship 51 (62)
Retired 30 (36)
Living Alone 9 (11)
Non-English Speaking 31 (37)

Results



Descriptive DataResults



Conclusion:

Loneliness           

Social 
Isolation

The people more likely to feel lonely, are those who are;
• Retired
• Not in a partnered relationship 
• Not born in Australia
• Undergoing dialysis treatment

The people more likely to feel socially isolated, 
are those who;
• Are Non-English speaking
• Have a lower income



Next Steps:

Expand to a 
national 

online survey

Address 
Interventions
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