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e Current state of equity in LDKT

* What's behind the variation in equity

* Needs assessment in underserved groups
* Your thoughts
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Is there inequity in access to kidney
transplantation in the United Kingdom?
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patients in
ATTOM study

Nov 2011-
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Results

Preemptive listing

Bl 26%
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Listing within 2 years of
initiating dialysis

of 2676 incident
KRT patients

Bl 30%

of 1970 patients
starting dialysis
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factors

Lower likelihood

Higher likelihood

* Non-white + Car ownership
* Most co-morbidities
« BMI>35
« Transplanting center
» Transplantation discussed
with all patients

Lower likelihood Higher likelihood

« Older age » Peritoneal dialysis
+ Most co-morbidities = Working full time
« BMI>35 ' + Car ownership
* Written protocol for

listing

| Rishi Pruthi, Matthew Robb, Gabriel Oniscu, Charles Tomson, et al. Inequity in Access to
Transplantation in the UK: A Prospective Observational Cohort Study. CJASN doi
10.2215/CIN. 11460919, Visual Abstract by Beatrice Concepcion, MD.

6%—33% for preemptive listing and 25%—40% for listing after starting dialysis



Differences in access to the kidney transplant waiting list in the UK

WHAT DIFFERENCES DID WE FIND BETWEEN THE PEOPLE

WHO DID WE INCLUDE? WHAT HAPPENED TO THEM IN 2 YEARS?
WHO WERE LISTED AND THE PEOPLE WHO WERE NOT?

ﬁ We looked at adults We followed them up for two years to
75% aged 18-75 who % see if they received or were listed for
needed dialysis or a transplant ~%g Patients with diabetes were less likely to be listed

transplant between

QS Males and females were equally likely to be listed

Asian people were more likely to be listed

aze
2017 and 2020
D Black people were less likely to be listed
°
. 57 A @ Patients who lived in more deprived areas were less
257 not listed or likely to be listed
listed or
transplanted transplanted @ Patients treated in transplant centres were more
43% ::;::dtzgvsis within 2 years likely to be listed than those in non-transplant centres
listed or S Which centre a patient was treated at appeared to
transplanted 75% —— affect how likely they were to be listed
within 2 years Not listed before they

Wi ick h
el WHAT NEXT?

We need to do more research to understand these differences.

We want to find out how to improve things so that everyone
has equal access to the transplant waiting list.

¥ KKA

UK Kidney Association

Disparities Report, 2024
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Socloeconomic status

N=4,818 N=4,265 N=3,465 N=2,891 N=2,356
100%
0% MW Not listed
50% M Listed .
70% Transplantation
- 60% within 3 years on
a og . .
o 50% waiting list
X 40% :
30% Least deprived 27%
’ Most deprived 17%
20%
10%
0%
1 Most 5 Least Missing
deprived deprived

Socioeconomic Status (deprivation quintile)

51% of patients who lived in the most affluent areas were listed (deceased donor waiting list)
within 2 years of starting KRT, compared to only 36% of patients who lived in most deprived areas



Sex and Gender Differences in Kidney Transplantation

joz

Men have faster
progression of CKD

Men have higher
incidence of ESKD

t

Women are less likely to be listed

&

Women wait longer once listed

Sex and gender disparities in access and outcomes in kidney

e

Men get transplanted more often

2 ©

&

i

Women donate more (kidneys)
than they recieve

transplantation (rcpath.org)



https://www.rcpath.org/resource-report/sex-and-gender-disparities-in-access-and-outcomes-in-kidney-transplantation.html
https://www.rcpath.org/resource-report/sex-and-gender-disparities-in-access-and-outcomes-in-kidney-transplantation.html

Access to LDKT



Sex differences 2017-23
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Ethnicity — waiting list & LDKT (2018-23)
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Annual Report on Ethnicity Differences, NHSBT 2023

N=636 707 339 345 3073 3145
Recipient Donor Recipient Donor Recipient Donor
Paired Donation Altruistic Related/unrelated |

LDKT increased but 8%
fall in ethnic minority
living donors



Age 2017-23
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Age group

Ethnicity

Civil Status

Qualifications

Car ownership

Home ownership

Country

Multivariable logistic regression analysis of factors associated with LDKT versus DDKT. ATTOM study Wu et al; NDT 2017

18 -34
35-49
50-64
65-175

White
Asian
Black
Other

Married
Divorced
Single

Higher
Secondary
None

Yes
No

Yes
No

N. Ireland
England
Wales
Scotland

0

(Odds Ratio

Odds Ratio [959 4

| [reference]

0.34[0.25 - 0.46]
0.190.14 - 0.27)
0.11[0.08 -0.17]

1 [reference]

0.55[0.39-0.77)
0.64 [0.42 - 0.99]
046 [0.19- 1.11]

1 [reference]
0.63 [0.46 - 0.88]
0.77 [0.58 - 1.02]

1 [reference]
0.76 [0.59 - 0.97]
0.55[0.42 - 0.74)

| [reference]
0.51[0.37 -0.72]

1 [reference]
0.65 [0.49 - 0.85]

1 [reference]

0.31[0.18 -0.53]
0.27 [0.13 - 0.50]
0.22[0.12-0.41]



Unit variation (pomp) 2022-23
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Number of kidney transplants (pmp)
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Pre-emptive LDKT (2022-23)
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summary

* Significant difference in equity to access / timely access to LDKT

 Social determinants of health playing key role and likely to be worse
for individuals with intersectional (multiple characteristics)



What is behind the variable equity —
understanding our processes and
population we serve

Dr Sunil Daga
Consultant Transplant Nephrologist and Live Donor Lead
St James’s University Hospital, Leeds
Executive member, UKODTRN
m EDI Lead NIHR HRC (Leeds)
@sunildaga23
The Leeds

Teaching Hospitals
NHS Trust



Our processes

Late referral David Van Dellen WJT
Poor education 7021

Lack of cohesion

Pre-emptive

LD after dialysis DD listing

LD




Why timely access and LDKT important

Figure 4.8 Post-registration outcome for 2584 white compared to 1054 ethnic minority
adult kidney registrations, 1 April 2017 - 31 March 2018
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UK national audit — information leaflet

Twenty-three leaflets were provided and reviewed, mean quality scores for

inclusion of information known to support shared decision-making was m = 2.82
out of 10 (range = 0-6, SD =1.53).

Readability scores indicated they were ‘fairly difficult to read’ (M = 56.3, range = 0—
100, SD =9.4).

Few included cultural and faith information.

Two leaflets were designed to facilitate conversations with others about donation.

Winterbottom et al JoRC 2021



Limited health literacy is associated with reduced access to kidney

transplantation

Q=)

o

. N, .

[ Transplant listing ]

2
Over 2000 UK adults:
+ starting dialysis
« with good English fluency
+ aged 18-75 years...

(HR: 0.68; 95% CI: 0.51-0.91)

was independently associated with reduced chance of...

Living-donor transplantation
(HR: 0.41; 95% CI: 0.21-0.80)

CONCLUSION:

Limited health literacy is associated with reduced
access to transplantation.

Q kldne Dominic Taylor et al 2018 Health literacy-related interventions may improve
transplant access

INTERNATIONAL

Al INLIRNAL OF THE INTERNATIONAL SOXCIFTY OF NEPHROI OXY

[ Limited health literacy ]

(adjusted for demographics, primary renal diagnosis,
comorbidity and socioeconomic status)

donor type

Transplantation from any ]
(HR: 0.65; 0.45-0.92)




Health literacy
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6 12 18
Months from dialysis start
0.56 (0.41-0.75)

<0.001

6 12 18
Months from dialysis start

0.48 (0.33-0.69)
<0.001

24
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305

LDKT

6 12 18 24
Months from dialysis start

0.22 (0.10-0.49)

<0.001

6 12 18 24
Months from dialysis start

1.28 (0.89-1.84)

0.069 —— Adequate HL

""" Limited HL




Confounders
eg age, sex, ethnicity

Inter-sectionality
- Found sex and ethnicity

Lack of LDKT - But not SE and other
k“‘lw'}dge confounders
Low levels of But small proportion of ethnic
PO Scumton minority (171 of 1240), thus
l T i might not be transferrable

Less perceived
social support

Socioeconomic Reduced access to
deprivation LDKT
Higher income Better knowledge, Mediated about
Education activation and social 50% of LDKT

support Bailey et al Trans Direct 2020



Why family members were perceived by
kKidney patients as unsuitable as living kidney

donors

White Black, Asian and Minority Ethnic Group n = White vs, Black, Asian and Minority Ethnic
Reported Reason Potential Donor not Suitable for Donation n=1027, 171, Group
n (%) n (%) Chi2 p-Value
Age—rtoo old or too young to donate G2 (54.8) 84 (55.0) 0.96
Health—not healihy enough to donate 643 (63.2) 108 {63.7) 0.88
Weighi—too over or underweight to donaies 152 (14.8) 30 (17.5) 0.36
Location—they live too far away to be able to donate 188 (18.3) T2042.1) =0.001
Fimancial/cost—the financial impact of donation would be too
o ’ a3 (9.9) 40 (23.4) =0.001
much
Job—not able to take the time off work to donate 106 (10.3) 29 (17.0) =0.001
Blood group—not the right blood group to donate 198 (19.4) 51(29.8) 0.002
Mo-one to care for them afier donafion 63 (6.1) 32 (187N =0.001

all individuals who received kidney transplants between 1/4/13 and 31/3/17,

stratified by LDKT/DDKT

Wong et al., J. Clin. Med. 2020



notes

 All transplant recipients (40% return rate)

* Most participants had not asked any of their relatives to donate (n =
848/1181, 71.8%).

* In total, 81.8% (n = 973/1189) reported that one or more relative had
offered to donate, with 85.6% of these actually starting donor
assessment (representing 14.4% attrition).

* Questionnaire (English language)



Logistics and concerns

Adjusted odds ratios¢,

. A . o b Black, Asian and
Qualitative Themes Quantitative answers O SERCErOD

individuals vs Whites
Burden of disease in the family® [95% CI]

Hereditary disease ] Blood group 1.65 [1.35-2.01)
=

Concerns about health service
provision in other countries

—{ Visas and immigration
—{ Financial concerns ]

* Differing religious interpretations

Location 3.25 (2.30-4.58)

Financial/cost 2.95 [2.02-4.29]

No one to care for them after donation 3.73 [2.60-5.35)

S

aTheme common to White and Black, Asian and minority ethnic group respondents

- - ®Quantitative responses more likely to be indicated as reasons why potential donors could not
Restricted disclosure of health status ]

donate by Black, Asian and minority ethnic group participants than White participants

Wong et al., J. Clin. Med. 2020
* Brand et al., BMJ Open 2023*

“Adjusted for age and sex



One fit model

Seeking Confidence/

information & activation &
education social support

_ Coaching - Counselling

Alone # increase LDKT

NHSBT Living Transplant initiatives - community

Barnieh et al. CJASN. 2017 Gupta et al. Transplantation 2014 Ismail et al AJT 2014 Hobson et al, Progress in
Transplantation. 2023



Solution — more resources?




The ASK trial: complex multicomponent
iIntervention

* a two-arm, parallel group, pragmatic individually-randomised
controlled feasibility trial (n=62) of a complex multicomponent
intervention to improve AccesS to Kidney transplantation



Intervention

é N [ N [ )
1. One-to-one meeting with LDKT 2. Written outreach to family and 3. Home-based family engagement
specialist friends and education
* Discuss LDKT, their family
members’ awareness of their oy g . [ _
. . . = reuk BRSO Donating one of
kidney disease, and potential o B your kidneys
donor candidacy. ﬁ "N
* Sociogram ’ ' '&M ; : 1
RaEe e \ * Introduction to healthy kidneys
i : R - d%a « Kidney disease
i et w . Di alys is
G | e B B  Transplantation
T — « Living donor kidney transplants
« Living kidney donation
\ JAN VAN How people can find out more y
[ A) Is the intervention acceptable and deliverable? B) Is an RCT possible? ]

Bailey P et al. PLoS One 2021
Bailey P et al. Pilot Feasibility Stud 2023



Participant inclusion criteria

1. English-speaking adults (age >18 years)
2. Individuals active on the UK Kidney Transplant only waiting list

3. Individuals who do not have any potential living kidney donors
currently undergoing surgical assessment for donation



Equality and diversity of participation

Variable Eligible Invited Participants = Non-
participants
n=300 n=183 n=62
n=121
Sex - number female (%) 95 (32) 56 (31) 18 (29) 38 (31)
Age group n (%)
<25 years 4 (1) 1(1) 0 1(1)
26-45 years 74 (25) 43 (23) 16 (26) 27 (22)
46-65 years 163 (54) 102 (56) 32 (52) 70 (60)
>65 years 59 (20) 37 (20) 14 (23) 23 (19)
Socioeconomic position
EIMD decile £ 5 (most deprived) n (%) 154 (51) 97 (53) 30(48) 67 (55)
Ethnicity - Participants from Black, Asian, Other 66 (22) 43 (23) 17 (27) 26 (21)

ethnic groups n (%)

Bailey P et al. Oral presentation BTS 2024



Kidney w

Care Uk [

Results

.

* The feasibility trial was not powered to determine intervention
effectiveness, but findings inform the sample-size calculation for
the effectiveness RCT.

e 28% of intervention arm had donors in assessment vs. 10% in
usual care arm.

e 6% of intervention arm have received a LDKT vs. 0% in usual
care arm.

Bailey P et al. Oral presentation BTS 2024



Summary — Our processes and our patients!

Equality
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LDKT in underserved groups —
Research to clinical practice

Dr Ahmed Ahmed
Nephrologist, LTHT



LDKT decision making

-

Potential
donor (s)

~

-

-

Kidney
services

)

\ 4

N/

~

Patient

® |nformation- decision making support

® Avoiding coercion/ ensuring voluntary donation



Making Informed Decisions Individually and Together (MIND-IT) Framework:
Multiple-Stakeholder Decision Maker Roles in Healthcare (© Bekker 2015).

___________________
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i Skills \ Exchange Understanding | Skills '
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First published in Breckenridge et al, Nephrol Dial Transplant. 2015. 10.1093/ndt/gfv209



Alm
* Understand patients’ decisional needs around LDKT

* Under- researched & under-served groups

* Inform interventions to improve LDKT

Minority ethnic groups
Women
Socially deprived




Studies

1. People with AKD — The underserved/Under-represented in research e Decisional needs
* Minority ethnic groups- Non- English speaking « Inform service provision
* Socially disadvantaged

* Guide interventions
* Women

2. Healthcare professionals supporting patient decision making
e Transplant coordinators
* Transplant surgeons
* Nephrologists



Methods

Semi-structured interviews (N = 30 patients and 19 staff)
Two renal centres
Purposive sampling

Thematic analysis Braun & Clarke 2006, 2022



Ethnicity Gender RRT

S S

= White =S Asian Black = Male = Female = LDKT = DDKT Waiting list

(fu

Education IMD Deprivation Decile

> 1 -

———

= School = College

= (1-3) " (4-7) (8-10)

University = Higher studies



Themes..

KNOWLEDGE

* Benefits of LDKT

e Health implications
for donors

* Financial and
logistical support.

FAMILY AND

SOCIAL MATTERS

Donor-recipient
relationship
Guilt

* Fear of isolation

and concerns
about future

DELIBERATION

AND VALIDATION

Religion & fate
Cultural norms
Meet others Tx
recipients
Financial and
health risks

Patient-facing
materials

e Readability &
Language

e Content (Culture,
faith and
transplantation)



Deliberation and validation

Interpreted as: “I am not sure if | am allowed to
have kidney from non-Muslim person, | don’t know
if I will accept”

Interpreted as: “This is my fate
(Referring to dialysis), | just thank

God that my children are ok, | just
52 M, South Asian, School, Urdo have to be thankful to God and do

my treatments”

Interpreted as “l am there to look after my family,
| don’t want my kids to sacrifice for me, if it was

the opposite | will give them kidney because this “53 F, South Asian, School, Urdo, Waiting list”
how it should be, not the other way around”.




Socio-
economics

Inter-sectionality
m w of demographic

characteristics




Intersectionality
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Decisional needs of people from minority ethnic groups around living donor kidney transplantation: A UK
healthcare professionals’ perspective

mrpose
To understand kidney

healthcare professionals’

perspectives on the needs of
people with kidney failure
making decisions about living
kidney donation (LDKT)

S - °
Qatn

Methods

Semi-structured Flj
interviews in 2 R
renal centres

Sample (n=19)
Transplant-coordinators (n=8) <
Nephrologists (n=7)

People with advanced kidney disease

Decisional needs

Patient information resources

Knowledge

Risk perception

58 )

teRG —|= ,
Religion & culture o
o Suitability of ~ Timing and
A patient-facing ~ setting of
: resources education

AN

~

/

Kidney healthcare professionals

Transplant surgeons (n=3)

@cialist nurses (n=1) J

\ D
Staff diversity @

Trusted personnel

TN

°

Cultural awareness | 1

_/

Recommendations

For centres with >20% minority ethnic patient
groups, we suggest:

1.Review current information resources
to ensure suitability with non-English speakers and
those with poor health literacy

2. Use educational events and community
platforms to improve understanding and
engagement about LDKT

3. Appoint a living donor co-ordinator in transplant
referring centres

4. Enhance ethnic diversity of the front-line
Staff

5. Provide and maintain diversity and cultural
awareness staff training

6. Further research to develop decision
support interventions that adequately support
people from ethnic minority groups

ESOT
Leading the way
in transplantation

Ahmed Ahmed1, Anna Winterbottom1,2, John Stoves3, Shenaz Ahmed2, Sunil Dagal,2
1Leeds Teaching Hospitals NHS Trust, 2University of Leeds, 3Bradford Teaching Hospitals NHS

Foundation Trust, United Kingdom

Transplant

International



Key messages

* D-M needs (and how to meets them) can vary

e Barriers are not set at one level but rather
multi-faceted

* No “one size fits all” solution- Seek holistic
approach

* Resources needs to be adapted to suit under-
served groups, those with combined factors
(ethnicity, education, language barriers)




Setting

YES

Transplant listing clinic

v

Have you approached friends and/or family members and spoken
to them about kidney transplantation?

Have (any of) your potential donors been
in touch with the hospital to start the YES
donation process?

Questions to patient

Potential
responses

Possible
Supporting
services and
resources

NO Explore if further
support and
information required

NO
Research study
YES
NO
Exploratory questions and if NO

barrier identified and support \

accepted by recipient

YES

Revisit in 6/12 (CNS
or Consultant in
charge of patient)

Barriers - Can you tell me why you haven’t spoken to anyone about donation

Don’t know how to
start the
conversation

Fears and guilt around
asking donation

Unsure about the
LDKT

Financial/
logistical

concerns

Religious/
cultural




Plenary discussion

* What new resources do we need?
* How can these be delivered?

* What others changes in service provision can be made to achieve a
sustainable equity to all.



Have you approached friends and/or family members and spoken
to them about kidney transplantation?

Have (any of) your potential donors been in touch
with the hospital to start the donation process?

Questions to patient

Potential
responses

Supporting
services and
resources

Additional
checks/points to
consider

NO

YES

YES

Explore if further support
and information required

NO

Research study

NO

Exploratory questions and if barrier
identified and support accepted by recipient

YES

Barriers - Can you tell me why you haven’t spoken to anyone about donation

Don’t know how to
start the
conversation

Difficult Conversations
Booklet to support
conversations

Fears and guilt around

NO

Revisitin 6/12 (CNS or
Consultantin charge of
patient)

asking donation

Unsure about the
LDKT

Financial/
logistical concerns

lto1l
coaching

Counselling

Describe the purpose,
referral process and
waiting times

Religious
/cultural r

Othe

Further face to
face discussion

Peer
Support

N

Check if family
members/others are
required at the
meeting

Website

KCUK or NKF
information

|
|
|
|
[ =

Check preference for
language/ability to
read/understand
English
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