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The recent decision to remove race-based calculations of kidney function for candidates on the national waitlist approved by the OPTN Board has set the tone towards a more equitable assessment of prospective transplant and donor candidates (1). The change will take effect by the 27th of July in the USA and will allow hospitals to use only race neutral equations (without the black race coefficient) (2). This policy change alone will not likely address all the existing disparities in kidney transplantation (3, 4), but a reappraisal of the elimination of race from eGFR calculations is needed in view of its potential impact on living donor kidney transplantation (LDKT), the best treatment option for patients affected by end stage renal disease (ESRD), both from the donor’s and the recipient’s perspective.
In greater detail, there remains a disparity in providing equitable access to racial minorities (5), especially in areas where social-related status often limits access to care, as in the USA, where private insurance affects to the likelihood of treatment exposure and transplant referral: a recent analysis showed in fact that African American candidates have a lower incidence of LDKT than candidates of other races, regardless of primary payer (6). Furthermore, in Low- and Middle-Income countries, where deceased organ donation programs are not well-established, LDKT is the only curative treatment alternative to dialysis or death (7).
Evidence is lacking regarding ethnicity and organ donation in Europe. In fact, data collection is not generally undertaken and standardized, based mainly on self-identification or recorded country of birth. Furthermore, the discrepancy between national methodologies limits access to data for various minority groups, which in turn renders not only national, but also gathered European data collection less reliable than and less comparable to what happens in the USA (6). Additionally, in many countries, “race” data are simply not collected, primarily because it is felt that it could amount to racial discrimination; the flipside is that since the data are not there, it is not possible to fully assess the extent of racial discrimination in many ways.
In the UK, non-white ethnic minorities, comprise 11% of the population, 7% of organ donors, 35% of people awaiting a kidney transplant and 21% of people who died on the waiting list (7). In other European countries, the situation is similar to or worse than that described in the UK, and in Norway, one of the countries with the highest LDKT rates, living organ donation appears to be rare amongst migrant and ethnic minority groups, who then rely upon organs from deceased donors (8), with mitigation for the disparity in access to kidney care between ethnic groups being advocated worldwide (9).
Demographic characteristics of donors (10), recipients (11), and the interaction between these two (12), are increasingly considered in the establishment of research protocols and healthcare policies. To achieve better outcomes, and in consideration of the known discrepancy in life expectancy and morbidity between different ethnicities, it is therefore of utmost importance to consider comprehensively the interrelation between donor and recipient races on the respective health outcomes, to provide equitable access to individuals of different socio-racial backgrounds, yet without a further exacerbation of the already existing inequalities.
Race is a variable often considered in eGFR calculations, with the potentiality to overestimate renal function in Black patients, caus
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Blockehain: Blockchain is a record of a peer-to-peer transaction made by linked transaction blocks that are immutable and shared in a network
Distribution ledger: a type of database which s shared, replicated, and synchronized among members of a network. The distribution ledger records the transaction, such as
assets or data, among the participants of the network.

Hash: A hash function s any function that can be used to map data of arbitrary size to fixed-size values. In the blockchain technology is sed to ensure the sequentialty of the
data in the blockchain.

Internet of thing (1oT) technology: a network of physical things linked to each other by means of the Intemet (16),

Machine-to-machine communication (M2M): a particular system network where machines communicate without human involvement, avoiding human manipulation and
securing organ allocation system (18).

Non-fungible Token (NFT): is a unique digital dentiier that cannot be copied, substituted, or subdivided, that is recorded in a blockchain, and that is used to certfy
authenticity and ownership.

Proof-of-work (PoW) consensus: a time-consuming mathematical function that is required prior to validation of the block as a deterrent for malicious access. Figure 3
shows all the workflow required to add a block to the distributed ledger.

Ransomware: is a type of malware from cryptovirology that threatens to publish the victim's personal data or permanently block access 1o it nless a ransom is paid
Trustable third party (TTP): an entity which facilitates interactions between two parties who both trust the third party; the Third Party reviews all critical transaction
communications between the parties, based on the ease of creating fraudulent digital content
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System Centralized
network
Costly Yes
Easeofuse  No
Speed Current standard
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Security Current standard
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Transparency  No
Accessibiity  No

DLT. distribution ledger technology.
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No
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1. Acknowledge the existence of disparities at multiple levels

2. Prioritize society membership recruitment towards underrepresented groups

3. Modify the open-ended text field for members to accurately define their gender and ethnicity/race identity

4. Ensure adequate representation of gender and racial minorities for society participation including commitiee appointments, leadership positions, conference session
speakers

5. Initiate mentorship programs, with focuses on trainees and junior physicians

6. Continue to increase awareness on EDI topics at the international level and collaborate with local EDI committees

7. Study disparities physician compensation

8. Promote adequate parental leave policies

9. Publish gathered data in international journals to increase visibility of EDI topics with recommendations on how to incorporate changes at local, national, and international
levels

10. Journals to promote more women and under-represented groups to be included in editorial boards
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Bold value indicates the male sex favored liver transplantation (OR 2.38; 95% CI,
1.63-3.70). Medicare/Medicaid insurance payor decreased the odds getting a liver
transplant (OR 0.48: 95% CI, 0.30~0.76).
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Five core questions when formulating cases for problem-based learning

1. What is the learning outcome from the case?
2. What happens if the person/patient in the case has another sex? For example, changing from a man to a woman

3. What happens if the person/patient in the case has another name? For example, changing from Steve to Ahmed

4. What happens if the person/patient in the case has another next of kin? For example, changing from a female spouse as a caregiver to a male spouse
5. What happens if the person/patient in the case has another profession? For example, changing from an office executive to a carpenter or baker

Five core questions when planning a scientific meeting or a webinar

1. What is the learning outcome from the meeting?
2. Is there a balanced gender distribution among possible presenters and moderators? The gender balance should be at least 60%/40%

3. What happens if the keynote speaker is a woman instead of a man?

4.What happens ifthe person presenting research or keynote speaker has a profession other than that of a physician or surgeon? For example, changing froma physician or

surgeon to a nurse or an alied health professional
5. Would it be possible to include patients in the programme? If not, what would be the reason for this?

Five core questions when planning communication

1. What is the key message in the communication regarding equality, diversity, and inclusion?
2. What happens if the person on the screen or providing the message has a different ethnicity than White?
3. What happens if the person on the screen or providing the message has another sex? For example, changing from a man to @ woman

4. What happens if the person on the screen or providing the message s physically disabled or overweight?
5. What happens if a queer person delivers the message?
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Odds ratios (OR)
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Private Insurance payor 22
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(Intercept) 0.16
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95% CI

1.70-4.52
1.35-3.70
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0.63-1.92
0.60-1.99
0.96-1.00
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<0.001
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Bold value indicates the male sex and private insurance independently favored liver
transplant (odds ratio [OR] 2.73; 95% Cl, 1.70-4.52, and 2.2; 95% Cl, 1.35-3.70,

respectively).
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18-24 years
25-34 years
35-44 years
45-54 years
55-64 years
65+ years
Missing

Gender
Female
Male
Non-binary
Prefer not to say

Country (>3 responses)
United Kingdom
Spain
Italy
France
Netherlands
Switzerland
Belgium
Turkey
United States of America
Australia
Austria
Finland
Mexico
Brazil
Germany
Sweden
Hungary
India
Russian Federation

Ethnic background
White
Asian: Indian
Mixed: White and Black African
Mixed: White and Black Cariobean
Mixed: White and Asian
Arab
Asian: Pakistani
Black/African/Caribbean
Asian: Chinese
Other / prefer to self-describe
Prefer not to say
Missing

Background
Physician
Surgeon
Nurse including specialist nurse
Scientist
Transplant coordinator
Patient
Allied health care professional
Pharmacist
Patient advocate
Ethics
Caregiver
Living donor
Other

Responses (%)

5(1.7%)
47 (15.8%)
108 (36.2%)
83 (27.9%)
48 (16.1%)
7 (2.4%)
1(03%)

166 (55.5%)
130 (43.5)
2(0.7%)
1(0.3%)

101 (33.9%)
43 (14.4%)
26 (8.7%)

17 (6.7%)

15 (6.0%)

10 (3.4%)
9(3.0%)
7 (2.4%)
6(2.0%)
5(1.7%)
5(1.7%)
5(1.7%)
5(1.7%)
4(1.3%)
4(1.3%)
4(1.3%)
3(1.0%)
3(1.0%)
3(1.0%)

248 (83.5%)
10 (3.4%)
3(1.0%)
2(0.7%)
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6(2.0%)
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5(1.7%)
1(0.3%)
12 (4.0%)
2(0.7%)
2(0.7%)

82 (27.4%)
71 (23.7%)
44 (14.7%)
27 (9.0%)
16 (5.4%)
15 (5%)
14(4.7%)
3(1.0%)
2(0.7%)
2(0.7%)
1(0.3%)
1(03%)
21 (7.0%)
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Preferred Language not English
Female
Race

Age

Insurance

Organ

n = 3,001

White
Black
Hispanic
Asian
Other/Mutt
<45
45-64
65-74
75+
Private
Medicare
Medicaid
Kidney
Liver
Both

Not Vaccinated
n =1,496

130 (8.7%)
606 (40.5%)
999 (66.8%)
196 (13.1%)

73 (4.9%)

88 (5.9%)
140 (9.4%)
310 (20.7%)
669 (44.7%)
389 (26.0%)
128 (8.6%)
727 (48.6%)
667 (44.6%)
102 (6.8%)

1,100 (73.5%)
354 (23.7%)

42 (2.8%)

Vaccinated

n =1,505

63 (4.2%)
571 (37.9%)

1,192 (79.2%)

113 (7.5%)
42 (2.8%)
79 (5.2%)
79 (5.2%)

211 (14.0%)

659 (43.8%)

501 (33.3%)
134 (8.9%)

780 (51.8%)

667 (44.3%)
58 (3.9%)

1,120 (74.4%)

347 (23.1%)
38 (2.5%)

p-value

<0.001
0.15
<0.001

<0.001

<0.001

0.81
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Preferred Language not English
Female
Race

Age

Insurance

Organ

n =3,001

White
Black
Hispanic
Asian
Other/Multi
<45
45-64
65-74
75+
Private
Medicare
Medicaid
Kidney
Liver
Both

Hazard ratio

0.64
0.95
Reference
0.58
0.67
0.93
0.68
Reference
1.24
151
13
Reference
0.87
0.76
Reference
091
0.87

p-value

0.001
0.31

<0.001
0.02
057
0.001

0.008
<0.001
0.02

0.02
0.05

0.15
0.42

95% ClI

051008
09to 1.1

0510 0.7
051009
0710 1.2
051009

1.1t01.4
1310 1.8
10t0 1.6

0810 1.0
0610 1.0

0810 1.0
06t01.2
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Event, experience and activity—Field notes

Meeting A

* Pre-meeting with event organisers, educated about scarcity of organ donation, educated on
key susceptibilty and severity messages, Committee members shocked as this was the first
time, they had heard this information, they wanted to do their best to support the issue

 Wrote article about the organ donation shortage in the native language and provided small
video reinforcing the key messages of severity and susceptibiity

 Published article 3 days prior to the meeting, prepared the audience, informed readers they can
join the ODR during the meeting in presence of expert for darification

182 inclviduals registered from an event attended by 400

Meeting B

* Meeting community leader in advance, before the event, educated on key susceptibility and
severity messages

e Community leader keen to promote the key message

* Advertised the facility of ODR registration along with his own special request for people to join
the register via social media and advertising material

e 134 individuals registered from an event attended by 200, people more wiling and already
informed

Meeting C
« Meeting with reiigious leader and discussion surrounding key susceptibiity and severity
messages

Gained access and permission to have 30 min during one of their religious group session
Religious leader introduced the researcher to the group and his positive view on organ donation
Religious leader willing to clarify religious concerns during education session ~more convincing
than health professional

15-20 min presentation on the topic by the researcher and 15 min question and answers, led
by the religious leader

« 18 individuals registered from an event attended by 26

Meeting D
« Researcher introduced to event organisers by Transplant patient, influentialin local association
« Group already aware of topic and impact of CKD from the patient belonging to their community
e Local champion (iransplant patient) enabled access to future events and endorsed education
e 46 individuals registered from an event attended by 70

Key rules of engagement

Pre-event meeting with editorial team
Identify key information to generate passion for cause

Publish information to increase awareness prior to an event
Influencer —South Asian Press

Pre-meeting with community leader
Educate key influential people to gain support for cause
Pre-event advertising via social media by the influential community leadier

Influencer —Community Leader

Pre-meeting with religious leader
Educate then gain support for cause and permission to access group
Endorsed by South Asian Scholar in respected position

Religious Leader available to support the education with positive religious
interpretation

Influencer —Religious Leader

Pre-meeting with local organisers to confirm purpose
Recommended by respected member of community
Use of “real” life experience—inside group supporter

Influencer—person with lived experience from within community
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Perceived
susceptibility

Perceived severity

Perceived benefits

Perceived barriers

Self-efficacy

Organ donation

Increase awareness of:

- CKD prevalence

- scarcity of ethnic organs

- time on waiting list

- blood and tissue typing

- overall plight of South Asian community

Identify level of risks to self, family and wider community

® Concerns over deceased organ donation, less active treatment by

medical staff to save own fe
Increased number of available ethnic minority organs incase needed by
individual, family or member of wider community

Reduced time on the transplant waiting list for South Asians
Increased number of South Asians receiving the optimum treatment
option of transplantation reducing the number on dialysis

“Gift of lfe” seffless act to help others fulfiling religious and cultural
practices —feeling of being a "hero”

Lack of knowledge and awareness of need and how to become ODR
Religious misinterpretation

Religious leaders and family elders

Poorly trained health professionals not culturally sensitive

Mistrust in health system to sustain fie of il person

Inappropriate cultural management of deceased donor

Possible cues for action

v Provide acourate information to increase knowledge

v Information on how to register on ODR

v Personal stories and experiences from real people to raise awareness

v Use of South Asian Media/TV

v Reassurance of best possible treatment by healthcare professionals
when dying

v GP recruitment or provision of information for ODR

v Reinforce message that donation will directly benefit ethnic minority
community

v Share and disseminate Fatwa advice to wider community—clarify
religious stance for different groups

v Engage local religious leaders to spread positive message, encourage
wider religious debate

v Cultural reassurance as to how a dead body is managed when donating
an organ

v Educate families and in particular elders

+ Peer education or education by a person who understands and belongs
to the South Asian community

v Sustained education programs (maybe earlier in schools/universities)

v Training/education of whole team of health professionals on Souith Asian
aulture and religion to ensure effective communication and trust

Encourage individual confidence in own decision making, confidence to make appropriate decisions for next of kin, and wider commurity
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Participants’ Transplanting centre Referral centre
characteristics N=11 N=8

Sex
Female (F) 6
Male (M) 5 3

o

Ethnicity
White 10 4
South Asian 1

IS

Cinical Role
Nephrologist
Transplant surgeon
Transplant co-ordinator
Specialist nurses

orw s
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Study

Country
HCPs number
Type

Focus

Overlapping
themes
Recommendation

Shilling et al. [43]

UsA
18

Focus group
Patient level barriers

Medical mistrust Knowledge Risk
perception

Further research on tailored
educational program

Sandal et al. [44]

Canada

16

Semi-structured interview

Barriers in discussing LDKT with patient

Language, Cultural barriers

Policy changes to inform health delivery systems of
targeted and effective intervention

Bailey et al. [45]

UK
15

Semi-structured interview

Development of multicomponent intervention from
existing interventions

Cultural barriers and resource iimitations

Evaluate the muiticomponent intervention in RCT
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Study

D
ESKD treatment [7)
36]
B4
35)
(48
Access to the 36]
transplant waiting
ist
84
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Likelihood of 49)
transplantation
[47)
Outcomes of 50]
transplantation
Transplantation 151]

and non-refusal
rate to deceased
donation

Italian
area

Nationwide

Lombardy

Lazio

Piedmont

Lombardy

Lombardy

Lazio

Piedmont

Nationwide

Nationwide

Nationwide

Piedmont

Study design and
analysis

Retrospective cohort study
(2007-2016); on native-
bom (1 = 328) and RFPs
(n = 120). Logistic
regression analysis

Survey study (2015) of Pts
with ESKD (1 = 7,463) of
whom 8.41% (n = 628)
were non-EU-born.
Unadjusted descriptive
analysis

Retrospective cohort study
(2004-2012); KT eligibilty
and WL registration rates of
immigrant (1 = 365) and
native (0 = 4,411) Pts with
ESKD. Unadjusted
descriptive analysis

Survey study across 19/
25 dialysis facilties; on
immigrant Pts (n = 93) with
ESKD on chronic dialysis
treatment. Unadjusted
descriptive analysis

Retrospective single center
study (1994-2001) on Pts
(n = 12) from developing
countries and 59 native Pts
with ESKD. Unadjusted
descriptive analysis

Survey study (2015) of Pts
with ESKD (1 = 7,463) of
whom 8.41% (1 = 628)
were non-EU-bormn.
Unadjusted descriptive
analysis

Retrospective cohort study
(2004-2012);of KT eligibilty
and WL registration rates of
immigrant and native Pts
with ESKD. Unadjusted
descriptive analysis

Survey study across 19/
25 dialysis faciliies; on
immigrant Pts (0 = 93) with
ESKD on chronic dialysis
treatment. Unadjusted
descriptive analysis

Retrospective cohort study
(2010-2020); on EU-bom
(n = 21,624), Eastern
European-bom (1 = 606)
and non-European-bom
(n=1,944). Competing risk
analysis

Retrospective cohort study
(2007-2016); on native-
bom (1 = 328) and RFPs
(n = 120). Logistic
regression analysis

Al adult deceased KTR in
Italy (2010-2015) followed-
up until death, dialysis or 5+
Years post-transplantation:
EU-born (1 = 6,346),
Eastern European-bom (n =
161), and non-European-
bom (n = 490). Joint
longitudinal survival analysis

Retrospective cohort study
(2004-2011) of brain
deaths and non-refusal
rates among immigrant
groups in Piedmont: 126/
178L (7%) brain deaths
among immigrant groups
from 43 diferent countries.
222/2914 (7%) Tx were
performed for immigrants
including iver (1 = 66),
kidney (n = 130), heart (0 =
21), and lung (n = 5).
Unadjusted descriptive
analysis

Countries of origin/
Ethnicity

South America [mother
(10%); father (7.5%));
Asia [mother (15%);
father (14.2%)]; North
Africa [mother (25.8%);
father (27.5%)); Central
Africa [mother (10%);
father (10%)). 82.5% of
mothers and 80% of
fathers of immigrant
chidren came from low-
or medium-income
countries

Eastern Europe (14.9%),
North Africa (25.5%),
Sub-Saharan Afica
(17%), Latin America
(11.8%), Asia (30.4%),
Oceania (0.5%)

Romania [ = 39
(10.79%)), Phiippines [ =
38 (10.4%), Egypt [
23(6.3%), Libya [ = 16
(4.4%)), Tunisia [n = 15
(4.1%),, Ethiopia [14
(3.8%)), Albania [12
(3.3%)), Bangladesh [12
(3:3%)l, Morocco [12
(3:3%),, France [11
(3.0%)), Serbia-
Montenegro [10 (2.7%),
Nigeria [10 (2.7%)}, other
(<10 Pts) [153 (41.9%))

Morocco (1 = 26),
Albania (n = 15),
Romania (1 = 9), Senegal
(n =7), Nigeria (1 = 5),
other (<5) (n = 31)

Philippines (n = ), Egypt
(n = 4), Morocco,
Mauritius, Sri Lanka
=1

Eastem Europe (14.9%),
North Africa (25.5%),
Sub-Saharan Africa
(17%), Latin America
(11.8%), Asia (30.4%),
Oceania (0.5%)

Romania [n = 39
(10.7%)), Phiippines n =
38 (10.4%), Egypt [0 =
23 (6.3%)), Libya [n = 16
(4.4%)), Tunisia [0 = 15
(4.19%)), Ethiopia [14
(3.8%)), Albania [12
(3:3%)), Bangladesh [12
(3.3%)}, Morocco [12
(3:3%)), France [11
(3.0%)), Serbia-
Montenegro [10 (2.7%),
Nigeria [10 (2.7%), other
(<10 Pts) [153 (41.9%))

Morocco (0 = 26),
Albania (n = 15),
Romania (n = 9), Senegal
{n =7), Nigeria (n = 5),
other (<5) (n = 31)

Asian [614 (31.6%),
Hispanic [297 (15.3%))
Sub-Saharan Africa [525
(27%), North Africa and
Middle East

508 (26.1%))

South America [mother
(10%); father (7.5%));
Asia [mother (15%);
father (14.2%)]; North
Africa [mother (25.8%);
father (27.5%)); Central
Africa [mother (10%);
father (10%). 82.5% of
mothers and 80% of
fathers of immigrant
children came from low-
or medium-income
countries

Asian (142 (29.0%)),
Hispanic (68 (13.9)],
African (135 (27.6%)),
North Africa and Middie
East (144 (20.4%))

Unspecifed

Age
group

Pediatric

Adult

Aduit

Adult

Adult

Adult

Adult

Adult

Adult

Pediatric

Adult

Adult

Main estimates

RFPs increased from 23% to
30.3% (o = 0.08) [period 1
(2007-2011) vs. period 2
(2012-2016)). RFPs were
younger (6.7 vs. 9.4 years,
p =0025) and less often
treated with preemptive KT
(3.3% vs. 13.4%, p =0.009)
than native-bom Pts. The
percentage of preemptive
KT increased from period
10 2in RFPs only (8.4%~
18.6%, p = 0.006)

Relative to EU-born Pts,
non-EU-bom Pts were
younger (Aged 4140 vs.
61-80), more often on HD
(93.1% vs. 87.7%, p <
0.001)and less on PD (6.9%
vs. 12:3%, p < 0.001), and
late referral [6 months prior
to dialysis (48%),

1-6 months (20.2%), over
the last 30 days (30.8%))

Compared with Italians,
imrmigrant Pts were younger
(63.8+16.3v5.68.7 £13.6),
more frequently women
(42.7% vs. 37.7%), HosAg-
positive (18.1% vs. 13.9%),
not vaccinated if HBY
susceptible (26.8% vs.
20.9%), late referral (34.9%
vs. 18.9%, p < 0.001),
suitable for KT (21.7% vs.
9.9%), with.higher survival
probabilty at 1 (91.9% vs.
84.7%) and 5 years (74.6%
vs. 51.5%) since dialysis
start (HR = 0.71; Cl 95%:
058-0.87)

At presentation, most Pts
were young (mean age 46 +
14 years), on HD (87%); late
referral (38%) or starting
dialysis in emergency (17%).
No difference in HCV, HBV
and HIV incidence relative to
natives. Most Pts had low-
level knowledge of Italian
(56%), were regular foreign
citizens (69%), temporary
foreign workers (19%), or
had a residence permit (9%)

Pts from developing
countries on dialysis differ
from the native dialysis
population in younger age,
causes of kidney faiure, late
referral, higher infection
rates (67%), and clinical
complications due to Pts’
visits to home countries. At
follow-up (45.3 +

32,0 months), 5 Pts
continued on HD, 2 were on
PD, and 4 received KT and
1aKTandLT.

WL registration (34.8% vs.
18%, p <0.01)non-EU-bom
vs. EU-bom

Unadjusted KT eligibilty
(81.2% vs. 20.5%, p = 057)
and WL registration (93.9%
vs. 91.6%, p = 0.43) of
immigrant and native Pts

Active status on the WL
(27%); in the process of
being evaluated (23%);
inactive (29%); not yet
considered for KT (46%)

LDKT adjusted relative
probabilty of non-
European-bom vs. Eastemn
European-bom 0.51 (95%
C:0.33-0.79; p = 0.002); of
non-European-born vs. EU-
Bom: 0.65 (95% CI:
047-0.82; p = 0.001)

Belonging to the RFPs
group was associated with a
significantly lower probabilty
of receiving a preemptive KT
[RFPs vs. native-bom (3.3%
vs. 13.4%, p = 0.009)

Compared to EU-bom
KTRs, in non-European-
born KTRs adjusted average
yearly eGFR decline

was ~0.96 mL/min/year
(95% confidence interval
148 t0 ~0.45; p < 0.001),
whereas it was simiar in
Eastern European-born
KTRs [+0.02 mUmin/year
(-0.77 10 +0.81; p = 0.96)]

The Romanian community
was the most favourable
towards donation (78.8%),
vs. Moroccan (25%) and
Albanian (33%) which were
the least favourable

Comment

5-Year Pt survival
[RFPs vs. native-bomn
(87.4%s. 89.7%,p =
0.35)), walting time to
KT (2.2 vs. 2.4 years
as a median, p =
0.45), and dialysis
modality survival did
not differ between
native-born and RFPs

“The distribution of
ethicity of immigrant
Pts was different from
the total foreign
population as
reported by census
data. Data were not
adjusted for potential
confounders

Only mortaiity risk was
adjusted for multiple
potential confounders

Social and relational
problems are more
challenging than
clinical aspects and
call for new
organizational models
to manage this
growing population
with ESKD. Rates
were not adjusted and
the study did not
report control group
data. A national
cohort study
controling for
potential confounders
is missing

Data were not
adjusted for potential
confounders

Data were not
adjusted for potential
confounders

Unadjusted rates do
not account for
immigrants being
younger and with
lower prevalence of
comorbidities
compared to EU
counterparts. A
national cohort study
controling for
potential confounders
is not available yet.

The study did not
report control group
data

Immigration status did
not affect the rate of
DDKT or permanent
WL withdrawal

5-Year Pt survival
[RFPs vs. native-born
(87.4% v5.80.7%, p =
0.35)], waiting time to
KT (2.2 vs. 2.4 years
as a median, p =
0.45), and dialysis
modality survival did
not differ between
native-born and RFPs

Adjusted 5-Year
transplant survival did
not statistialy differ
between non-
European-bom,
Eastern European-
bom, and EU-bon. In
those surviving
beyond 1-Year, it was
91.8% in EU-bom
(95% Ol: 87.1-96.8),
92.5% in Eastemn
European-bom
(86.1-99.4), and
89.3% in non-
European-born KTRs
(83.0-96.0)

Not all individuals with
an immigration
background have the
same non-refusal
rates. In contrast,
non-refusal rates are
lower in some ethnic:
minority groups
relative 1o others,
Studies are missing
regarcing refusal rates
at the national level in
Italy by immigration
background and
ethnicity. Studies
should determine the
multiple intersecting
factors underlying this
phenomenon

DDKT, deceased donor kidney transplant; €GFR, estimated Glomerular Fitration Rate; ESKD, end stage kidney disease; EU, European Union; KT, kichey transplant; KTR, kidney
transplant recipient: LDKT. Kving donor kichey traneplant: LT, fiver transplant: PD, peritoneal dialysis: RFP, resident foreign patient: WL, waiting lst.
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Term

Allostatic load
Cultural competence
Cultural humiiity
Cultural safety
Cisgender
Interpersonal racism

Implicit bias
Gender identity

Microaggressions

Personal pronouns

Socioecological models of health

Structural racism

Transgender

Definition

Cumulative long-term effects of exposure to chronic stress and its impact on an individual's physical and psychological
health

The abilty to understand, value, and respect people’s culture, customs, and belief systems as well s how they vary among
individuals or groups

An ongoing process and commitment to seff-reflection of one's beliefs and assumptions, and an openness to learning from
others. It also entails a recognition of power differentials between individuals due to privilege and oppression

Creating and cultivating an environment that values the cultural background and physical, social, and emotional safety of
others. It involves an awareness of one's personal culture and the ways in which this interacts with the culture of others
A person’s whose gender identity matches their sex assigned at birth. For example, an individual who was assigned female
at birth and seff-identifies and lives as a woman

Discrimination or bias towards an individual based on their skin tone and/or hair texture. This form of racism occurs between
individuals and can be intentional or unintentional

Having negative beliefs or assumptions about a social group that one is not consciously aware of

One's personal conception or sense of who they are in relation to their gender. Some people may self-identiy as a man,
worman, a combination of both, neither, or somewhere along the gender spectrum

Daily verbal and nonverbal slights, insults, or invalidations that are intentional or unintentional and communicate prejudice
towards aperson froma specific social group. For example, refusing to calla transgender man by his preferred pronoun, him
and instead insisting on using her

This is a way of referting to an individual without their actual name. Using the appropriate pronouns for an indivicual shows
respect for their gender identity regardless of what your assumptions may be about them

This model proposes that health is an interaction between multile environments of an indivicual such as the person’s
individual beliefs or personal characteristics (intrapersonal), exchanges with family, friends, and other support systems
(interpersonal), organizations (e.g., health care systems, workplaces), and other systems. Al of these different aspects of an
individual's social environment influence their health behaviors and outcomes

Societal expectations, laws, and systems that disadvantage or discriminate against certain racial/ethnic groups, thereby
limiting their access to resources such as education, employment, healthcare, and housing

Ageneral term for individuals whose gender identity, expression, or behaviors are different from the prototype of the sex they
were assigned at birth. For example, an individual who was assigned female at birth but self-identifies and lives as a man
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Strengths

- Highest actual deceased donors pmp
in SEA

- High HDI

- Second fastest growing GDP and GDP per
capita in SEA

- High goverment spending (%) on health

- Low out-of-pocket spending

- Highest rate of RTA mortality = high potential
for brain dead donors

- Highest rate of surgical workforce, beds,
neurosurgeons, and ICU beds in SEA

- Highest rate of transplant centres in SEA

- Decreasing IMR and MMR

- High access and safety of healthcare

- Very high HDI

- High GDP per capita

- High govemment spending (%) on
education

- Highly educated population (mean years of
school)

- Highest number of medical schools pmp

- Highest rate of physicians in SEA

- Good monitoring system for disease,
treatment, and organ donation activity

- Decreasing IMR and MMR

- High access and safety of healthcare

- High HDI

- Fastest growing GDP (80% 10 year
increase) and GDP per capita (57% 10 year
increase) in SEA

- Highest ratio of nurses to population in SEA

- Good education despite low GDP per capita
and low education expenditure

- Relatively fast-growing GDP per capita

- Medical professionals remain motivated and
hopeful, participating in ODISSeA and other
research contributing to finding ways to
increase organ donation in the country

- Lowest rates of actual deceased donors per
population means the greatest potential to
increase

Weaknesses

- Low level of population
education

- High prevalence of ESRD and
dialysis = high need for
transplantation

- Low levels of doctors and
nurses

- Excessive out-of-pocket
costs

- High prevalence of ESRD and
dialysis = high need for
transplantation

- High waitlist mortaiity

- Lowest level of physicians and
hospital beds

- Inadequate diseases,
treatment, and organ
donation activity surveilance

- High out-of-pocket spending

- Low HDI

- Low GDP per capita

- Low education attainment

- Low govemment health
spending (15%)

- High out-of-pocket
spending (76%)

- No private sources of health
financing

- Inadequate diseases,
treatment, and organ
donation activity surveilance

Opportunities

- Focus on organ donation for cost-
effectiveness, since so many people
require dialysis

- To address low levels of doctors and
nurses, either encourage more to enter
healthcare professions or use non-medical
staff as donor coordinators

- Infrastructure (transplant centres) is already
pretty good, so just focus on organizational
components to increase donor
identification and referral: consider Spanish
model donor coordinators

- Continue training physicians to be donor
coordinators by making more programs
available throughout the country

- Focus on population education through
educational campaigns to raise awareness
about organ donation

- Focus on organ donation for cost-
effectiveness, since so many people
require dialysis

- Reduce out-of-pocket spending by either
increasing government spending or
increasing access to private insurance

- Use nurses as donor coordinator to
compensate for the low levels of physicians

- Increase surveilance of supply and demand
oftransplantation along withlness to better
track progress

- Focus on education initiative for both the
general population and healthcare
professionals

Threats

- Population level
superstitions related to
organ donation (28]

- Slowest growing GDP
in SEA

- Issues with organ
trafficking and transplant
tourism [10]

- Political instability 56)

- Health-seeking behaviour
rooted in traditional health
beliefs [56]
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Parameters

No. of patients
Outpatients

Inpatients

Emergency

Minor and major surgical procedures
Dialysis sessions

Total Transplants from 1986
Radiology tests

Laboratory investigations

Medical Costs (3 millior)

Total staff

2011

770,478
202,456
33,743
92,102
66,146
187,284
3,208
203,216
6,145,004
43
1,440

2021

2,960,217
426,328
61,034
150,025
109,863
410,969
6,271
596,533
11,211,665
102
3,012
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Parameters Results

Overall Age (years, mean, SD) 2915 £ 1019
Adult > 18 (years, mean, SD) 3172876
Paediatric < 18 (years, mean, SD) 14.66 + 3.18
Spousal (years, mean, SD) 36,65+ 7.75
Pediatric up to 18 years (n, %) 988 (15.1)
Spousal (1, %) 601 (9.2)
Gender (n, %)
Overall Male (n, %) 5,154 (78.7)
Children Male (1, %) 712 (72.1)
Spousal Male (1, %) 510 (84.9)
Primary renal disease (1, %)
Glomerulopathies 1,361 (20.76)
Congenital/Urologic/Cystic 340 (6.19)
Hypertension 678 (1035)
Diabetes 102 (1.56)
Stone Disease 568 (8.67)
Unknown 3,504 (53.47)
Time on dialysis (months, median, IGR) 5 (QR: 3-10)
Donor Age (mean, SD) 34.28 + 9.67
Male (n, %) 3,600 (56.3)
Female (1, %) 2,863 (43.7)
Donor Gender
Paediatric Transplants, Females 571 (57.8)
Spousal Transplants, Females 510 (84.9)
HLA Match (0, %)
4-6 3,771 (67.5)
3 1,988 (30.3)
0-2 794 (12.1)
Panel reactive antibodies (PRA) (n, %)
0%-10% 6,083 (92.8)
>10% 470 (7.2)
Immunosuppression (n, %)
Induction therapy (ATG/IL-2) 1,120 (17)
iniial Maintenance (1, %)
Cyclosporine/Aza/Steroid 5,416 (82.65)
Tacrolimus/MMF/Steroid 668 (10.19)
Cyclosporine/MMF/Steroid 239 (36)
Tacrolimus/Aza/Steroid 555 (8.4)
mTOR Inhibitors 586 (8.9)
Acute rejection (n, %) 1,141 (17)
Post-Transplant Chronic infections (1, %)
Tuberculosis 937 (14.3)
Recurrent UTI 1,156 (17.6)
Hov 819 (12.5)
oMy 2,346 (35.8)
1 and 5-year Graft Survival (1, %)
Overall 6,553, 97% and 87%
Paediatric 988, 96% and 85%
Spousal 601, 97% and 85%
1 and 5-year Patient Survival (n, %)
Overall 6,553, 97% and 88%
Paediatric 988, 97% and 90%

Spousal 601, 98% and 88%
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