We are Invisible but not Dead
Yet

Our renal story needs telling
Dr Debbie Wilson



Study Purpose

* To explore the lived experience of
individuals managing kidney failure
through dialysis or transplant.

* To identify factors that could be
addressed to help support the
mental health and wellbeing as
individuals move along the kidney
failure continuum.



What is
Photovoice?

* Photovoice is a participatory visual
qualitative research method

* Participants capture photos of their
lived experience

* Co-create a story board of their
experience and health related issues

* Empowers individuals to tell their
story, engage with policymakers, public
health services

* Bring attention to the realities of
kidney failure in Aotearoa




Recruitment
Process

Recruitment Sources.

Kidney Society Facebook and
newsletters, DHB locality, Kidney
support groups

Recruited and consented
(N=25)

N=7 Consented but didn't follow
through

N=18 Consented and completed
study

Completed interview only
(N=8)
Reasons: Blind,too ill,no time

Completed Photos and interview
(N=10)




Baseline Characteristic N=18 %

Mean Age 51
Gender
Female 12 67
Male 6 33
Ethnicity
Asian 1 05 .
i 3w Demographics
Pacific Peoples 7 39
White/Pakeha 7 39

Type of Dialysis

Hemodialysis 8 44
Home Hemodialysis 2 11
Peritoneal 2 11

Transplant 6 33



1 Kidney Disease
Stress
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Main Stress




Biochemistry
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8 Uphill Climb

Need to shut shop withdraw
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Take Control

“Helps build confidence”
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Meet others like me

) Releasing the
adness




©
-
7p)
O .
-
)
()
=
[—




Scaffolding
a New Me
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medical Support

Keep loving & living




Solid Support




REQUClIUuic
medical

advice &

Health Support

Doctor Care

+

Renal Team

PATIENT Lo
CARE

Safety Net in place for my
health & welfare.

Communicate
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' what I've overcome.






& to helpithis silent deadly disease be.

give a voice to kidney patients
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