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Related to:
Working ages 
Men 
Ethnic groups
Deprivation

Key concerns:
Healthy ageing
Mental Health
Long term conditions

Life expectancy lags behind in Scotland
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More preventable = more unfair
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“During my three decades of service in the NHS, 
my profession has been denigrated and devalued.

“What is the point of doctors when so much 
‘healthcare’ can be dished out cheaper?

“Far from being reducible to protocols, 
medicine is inherently uncertain and complex 
– and individual patients even more so.”



Is there space for holistic care? (1/2)

58 female, multiple health conditions (arthritis, diabetes, and asthma)

Asked for repeat pain prescription from pharmacist 
– “you should not use that medication anymore because you have chronic kidney disease”

GP practice pharmacist “There is nothing to worry about”
But she is worried.

Does not want to take more leave off work – job & financial worries

(the opportunity passes)



Space for equitable care?

“This would imply that ‘hard to reach’ patients are receiving suboptimal care”

Lowrie, BMC Med, 2017
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Exception reporting
 for chronic diseases 

in GP practices



But what if we were to just stop?

“If it’s not in QOF, it becomes a ‘nice to have’, not a ‘must do’”
Stewart, BMC Med, 2024
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NHS Health Check

“Individuals most likely to attend the Health Check programme included 

women, persons aged ≥60 years and those from more 
socioeconomically advantaged backgrounds”

KDIGO Controversies Conference 2021

5yr KFRE >5%

Diabetes

Cardiovascular

Hypertension

AKI

This could happen again
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What can we 
do differently?

“We don’t always think about what patients need”  Health Inequalities lead
                   NHS Grampian

Effective 
interventions

Whole personEquitable

More measurement

Less measurement
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What do we measure in Scotland?
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Scottish Renal Registry Annual Report 2025

New KRT in Scotland
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We don’t measure or report the burden of CKD



Other specialties are ahead of us
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We can’t report equity in kidney care
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WP1
Health data

linked 500k NE Scotland

Measures: socioeconomic, 
 mental health, rurality, 
 ethnicity, work

(1) Early kidney disease

(2) Difficulties faced in access

(3) Day to day life

Suggested focus areas
 (PPI group)
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WP2
Experiences 

patients & health professionals
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WP3
Workshops 

for improvement needs



Why (1) early kidney disease?

Deprived

Intermediate

Affluent

3-year standardised mortality across neighbourhoods
50k incident kidney disease in NE Scotland 

G3A G3B G4/5

Nephrology Dialysis Transplantation, 2023
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Why (2) difficulties with access and (3) daily life?

Audrey Hughes 
PKD Charity 

Patient Involvement and 
Engagement Officer

Nicki Scholes-Robertson
Kidney Patient Advocate

SONG working group

“We are way more than our disease.”

“When you live with the issues every day it is very frustrating to be dismissed 
and not acknowledge the difficulties we face.”
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Measures within local context:
neighbourhoods change
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Mike Melvin
Aberdeen Council of Voluntary 

Organisations (ACVO)
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Aberdeen oil 2010-2020
BBC News: “Homelessness 

applications on the rise”

P&J: “Aberdeen’s hidden 

homelessness crisis as ‘extreme’ 

gap between rich and poor 

widens”

“A tale of two cities”

Mike Melvin
Aberdeen Council of Voluntary 

Organisations (ACVO)2010 2020
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Mike Melvin
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Are we covering relevant people?  

Do the numbers tell the story of their difficulties?

Are we measuring what matters to them?

Three challenges from our PPI group
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Linking health and census data

“The most expensive single statistical undertaking - getting it right matters… to base decisions on 
trusted and high-quality data… in all areas of society” [foreword]

Household socioeconomic; living circumstances; self reported health wellbeing

Whole population

Outside of a health context

Extensive validation and stakeholder work

Where we are

Where we are
What we measure

What we measure
Plan for KINDER

Plan for KINDER
What we found

What we found



6

8

10

12

14

Most affluentMost deprived

People with new kidney disease, 2011-2021 (%)

KINDER study – Kidney Inequalities: 
Needs, Data, Experiences, Response

Cohort profile

Linked Kidney + 
Census data for 500k

50k developed 
reduced eGFRs

 
 household
 
 neighbourhood

Kidney International, 2024
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(1) Early kidney care

A&E utilisation
(16%)

Present (too) “late”
(15%)

Affluent

Deprived

Immediate next monitoring steps
(68% blood, 25% ACR)
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Appear late after eGFR already < 30

Present in hospital setting, and use A&E more

Monitoring similarly poor (but this may change)
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(1) Early kidney mortality 
two dimensions of deprivation 

KINDER study – Kidney Inequalities: 
Needs, Data, Experiences, ResponseKidney International, 2024
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(1) Early kidney mortality 
two dimensions of deprivation 

Kidney International, 2024

25% of all Grampian residents 
They would be missed 

by targeted interventions

“All we have time 
for is fire-fighting”

KINDER study – Kidney Inequalities: 
Needs, Data, Experiences, Response

Where we are

Where we are
What we measure

What we measure
Plan for KINDER

Plan for KINDER
What we found

What we found



50k people with early CKD Affluent 
household

Deprived 
household

Adjusted 
OR

Prior mental health condition 3% 12% 4.04

Learning difficulty 3% 15% 5.28

Language difficulty 3% 14% 5.17

Living alone 22% 56% 4.45

No access to a car 11% 62% 13.3

(2) Difficulties faced
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Two buses to get 
to a 9am clinic?

Navigating 
appointments?
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“Sometimes the car is low in petrol and I dinna hae the money to put petrol in” (Female, 60-65) 

“I would come into work and my own manager would tell me things like, ‘I need to quit because they are sick of 
paying an invalid’…” (Male, 30-35)

“They are nae worrying about it… so I just think, well what’s the point in asking?” 
(Female, 60-65) 

(2) Difficulties faced
50k people with early CKD Affluent 

household
Deprived 

household
Adjusted 

OR

Prior mental health condition 3% 12% 4.04

Learning difficulty 3% 15% 5.28

Language difficulty 3% 14% 5.17

Living alone 22% 56% 4.45

No access to a car 11% 62% 13.3

Two buses to get 
to a 9am clinic?

Navigating 
appointments?

Kidney International, 2024
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(3) Day to day life 
from first presentation

(1) “Are your day-to-day activities limited?”
 (Not limited | Limited | Limited a lot) 

(2) “How is your health in general?” 
 (Very good | Good | Fair | Bad | Very bad)

Nicki Scholes-Robertson
Kidney Patient Advocate

SONG working group
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“We are way 
more than 

our disease”
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Limited

Not limited

50F deprived household 80F affluent household

Limited a lot
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“I was nervous. I didn’t feel I could go to my primary care to talk about it. I was worried I’d be wasting their time.”  
(Female, 50-55)

“You can’t discuss it with them because you are just there to have those tests that are taken” (Male, 50-55)

Limited

Not limited

50F deprived household 80F affluent household

Limited a lot
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Work, health and daily life (2/2)

52M presented “late” in hospital

“There was no-one saying you’d better look after your kidneys… my late father had kidney 
disease and I never really looked into why…

“In the past eight months, I have lost my job, I have split up from my wife and family… all these 
things just happened and crashed from underneath me in that short period … initially I was 
homeless. When I was at my lowest, I was suicidal. I didn’t know where to turn.”



Limitations in day-to-day life
Concerns: work, finances, mental health

Late presenting (invisible early stage)
Mixed messages or none

Complex domains deprivation & difficulty 
associated with poor outcomes

Three stakeholder improvement needs

Improve kidney health messaging: 
trusted, consistent, usable

Reduce barriers to access 
(improve kidney/social data?)

Provide a whole-person approach to care

A data blind spot for early kidney care in Scotland with stark inequalities
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(2) 

(3) 

(1) 
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