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Abstract

Objectives Living donor kidney transplantation (LDKT) is a complex medical procedure requiring extensive
education for both donors and transplant candidates. With technological advances in healthcare, video educational
resources are becoming more widely used. This study aimed to synthesize the existing qualitative evidence on
LDKT educational experiences, preferences, and needs from the perspectives of kidney transplant candidates and
recipients, donors, and HCPs, to establish the essential LDKT education considerations for candidates and potential
donors interested in kidney transplantation.

Methods A rapid review of qualitative studies on LDKT educational needs was conducted. A literature search was
undertaken across MEDLINE, Embase, and CINAHL databases from 2013 to 2023. Cochrane Rapid Reviews Methods
Group guidance was utilized.

Results Of 1,802 references, 27 qualitative studies were eligible for inclusion. Qualitative data was analyzed from

803 transplant candidates/recipients, 512 living donors, 104 healthcare providers, and 102 family/friends. Three main
themes were identified, including Extensive LDKT Education Throughout Treatment; Shared Learning, Social Support,
and Family Dynamics in LDKT; and Diversity and Inclusivity for Minorities.

Conclusions Improvements and innovations are needed regarding LDKT education for kidney transplant candidates,
donors, and support networks.
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Background

A Nature Reviews Nephrology editorial published in 2024
highlights the rising global prevalence of kidney disease,
surpassing all other chronic diseases currently prioritized
by the World Health Organization [1]. Chronic Kidney
Disease (CKD) is the final stage of kidney disease, in
which the kidneys fail, and renal replacement therapy is
needed. Renal replacement therapy options include kid-
ney transplantation or dialysis. Dependent on the pres-
ence of clinical conditions and willingness of the patient,
the best form of treatment for CKD is kidney transplan-
tation due to enhanced patient outcomes and longer rates
of survival [2, 3]. However, kidney transplantation is a
complex medical procedure requiring extensive patient
education. Patient education can aid patients and donors
in making preoperative informed decisions, whilst
improving medication adherence and self-management
to maintain postoperative health [4—6]. A lack of knowl-
edge regarding the procedure has been associated with a
reduced willingness to donate [7], as well as postoperative
complications including increased morbidity and mor-
tality, and decreased quality of life [8, 9]. Living donor
kidney transplantation (LDKT) is the most optimum for
longer term outcomes, but this adds an additional layer
of complexity, as it requires educating both transplant
candidate and donor. Factors including economic depri-
vation, unemployment, and ethnicity, are independently
and significantly reported to reduce the likelihood on an
individual engaging in LDKT practices [10].

The most common form of education in kidney trans-
plantation is usually a combination of one-to-one con-
sultation with healthcare professionals (HCPs), group
education sessions, and written educational materials
such as leaflets or booklets [11]. These education ses-
sions typically cover topics such as the benefits and risks
of transplantation, pre- and post-transplant care, medi-
cation management, and lifestyle modifications. Some
transplant candidates and donors may face difficulties
with these forms of education, due to low general or
health literacy and/or language barriers [12, 13]. Further,
a critical review of LDKT patient information leaflets
across thirty-nine UK renal units indicated patient infor-
mation was ‘fairly difficult to read; seldom included cul-
tural and faith information, and scored on average 2.82
out of 10 for inclusion of information which supports
shared decision-making [11]. In the US, data suggests
that approximately 30% of patients may be uninformed
about LDKT [14]. Additionally, donors in the US have
reported feeling underprepared for the process of dona-
tion and potential post-donation complications [15]. In
the Netherlands, some donors demonstrated a lack of
knowledge about the risks of donation [16]. Beyond clini-
cal information that is medically necessary to include,
renal units may struggle to identify what additional
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information to incorporate in LDKT educational materi-
als. This rapid review of qualitative studies on the LDKT
educational needs and preferences of transplant candi-
dates and donors will address this gap.

With technological advances in healthcare, educa-
tional videos are becoming more widely used, provid-
ing an effective way to educate candidates and donors
about kidney transplantation, and improving accessibil-
ity through reducing travel requirements and associated
costs for patients when compared to traditional face-to-
face education and care [17, 18]. The inclusion of video
content can act as a bridge to support health literacy by
demonstrating complex medical information with anima-
tions [19] while also supporting alternate learning styles.

Video animation has proven a popular approach for
the education of kidney transplant patients by colleagues
in the USA [20-24]. Only two of these video anima-
tion series were comprised of LDTK components, and
were limited to preliminary evaluations, thus lacking the
robustness of a randomized controlled trial (RCT). How-
ever, these studies reported high levels of acceptability
[20, 21, 24], as well as improvements in patients’ deci-
sional self-efficacy, kidney allocation understanding [24],
communication self-efficacy, and LTDK knowledge [22].

A prior RCT of video content on kidney transplantation
for adults in Canada incorporated medical animations,
patient testimonials, and HCP interviews [25]. Find-
ings of this study found the videos improved transplant
recipient knowledge and satisfaction and were regarded
as an effective and practical approach to improving clini-
cal education with minimal additional health care costs
[26]. However, LDKT information was beyond the scope
of the project. As LDKT is considered the optimal renal
replacement therapy, content specific to this approach
should form an essential component of pre-transplant
education [27].

A 2017 quantitative scoping review identified evidence-
based strategies to increase LDKT; [28] of these strate-
gies, education directed at both the transplant candidate
and their close social network proved to be most effec-
tive at increasing living donor evaluations and number of
living donors. However, to our knowledge, there are no
qualitative reviews which incorporate patient- and pro-
vider-identified LDKT educational needs. Extant qualita-
tive research on the experiences of transplant candidates
and recipients, support networks, and HCPs with LDKT
can provide critical insights into how to improve LDKT
education. Therefore, this rapid review supplements pre-
vious quantitative work by providing the first compre-
hensive summary of person-centered qualitative evidence
on LDKT educational needs and experiences which can
inform interventions and educational resources.

The aim of this rapid review is two-fold: (1) to pro-
vide the first synthesis of qualitative evidence on LDKT
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educational experiences, preferences, and needs from the
perspectives of kidney transplant candidates and recipi-
ents, donors, and HCPs; and (2) to.

establish essential LDKT education considerations
for candidates interested in kidney transplantation and
potential donors, contributing to a vital gap in kidney
transplantation education. A rapid review was con-
ducted, rather than a systematic review, to inform LDKT
educational materials currently in development. This
review will provide a thematic synthesis of existing quali-
tative evidence on the educational needs of candidates
and donors regarding LDKT.

Materials and methods

A rapid review methodology was chosen as it allows for
a time-sensitive, resource-efficient approach. This rapid
review was conducted in accordance with Cochrane
Rapid Reviews Methods Group guidance [29, 30].
Reporting of study identification is presented using the
Preferred Reporting Items for Systematic Reviews and
Meta-Analyses (PRISMA) 2020 diagram [31], as rapid
review guidance is still in development [32].

Eligibility criteria

Eligible studies were included if they met the following
criteria: (1) Qualitative assessment of LDKT educational
needs and/or experiences of adult kidney transplant can-
didates (pre-transplant), recipients (post-transplant),
and/or living donors; (2) Participants over age 18 years;
(3) Based in a high-income country, identified using The
World Bank classifications [33], as health services across
these countries are most comparable; (4) kidney trans-
plant candidates or recipients, live donors, caregivers,
or renal HCPs; (5) Full text available in English; (6) Pub-
lished between 2013 and 2023. We limited the search to
the last 10 years to focus on the most contemporary and
innovative LDKT educational approaches and practices,
as well as to maximise efficiency of the rapid review. Grey
literature and review articles were excluded from the
scope of this review.

Information sources

Literature searches were conducted on October 24, 2023
using MEDLINE, Embase, and CINAHL databases. The
search strategy was generated through consultation with
a subject librarian (see Table 1 for example of MEDLINE
search). Limits were applied for English language and the

Table 1 Search strategy for MEDLINE

MEDLINE

1. ((kidney* or nephro* or renal) and (live or living) and (trans- 623
plant* or donor or donation) and (educat*)).af. re-
2.limit 1 to (english language and humans) sults

3. limit 2 to yr="2013-2023"
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date range 2013-present. Reference lists of relevant exist-
ing reviews on LDKT were also mined.

Selection of sources

All citations were imported into Covidence systematic
review software (www.covidence.org). Duplicates were
removed by the software (N=445). Source selection
was performed by TT, with title and abstract screening
followed by full-text screening. A streamlined screen-
ing process was followed according to Cochrane Rapid
Reviews Methods Group guidance. The screening pro-
cess was piloted among T'T and CM prior to undertaking
screening in its entirety, with a random sample of sources
(N=25). TT and CM then screened 20% of titles and
abstracts (93.5% agreement) and resolved any conflicts.
The remaining titles and abstracts were screened by TT,
and 1,226 records were excluded at this stage. For the
full-text screening stage, TT screened 138 full texts for
inclusion. Included texts (N =27) were confirmed by CM.

Quality of reporting assessment

The Consolidated Criteria for Reporting Qualitative
Health Research (COREQ) checklist [34] was used to
assess the explicitness of reporting of included studies.
The COREQ checklist was specifically created for qualita-
tive research using interviews and focus groups. TT and
CM assessed 25% of included studies using the COREQ
framework and discussed any disagreements. TT then
completed the assessment of the remaining studies.

Data extraction

A data extraction form was utilized from the Cochrane
Collaboration Qualitative Methods Group [35]. Data
extraction was completed by TT and another researcher.
CM verified the accuracy of extracted data. Data items
relevant to the current review included: author, year,
country, study aim, method, sample, context, approach to
data analysis and interpretation, and qualitative themes.

Synthesis of results

This rapid review utilized thematic synthesis, which
involves a three-stage process to integrate multiple
qualitative studies: (1) coding (TT), (2) construction
of descriptive themes (TT and CM), and (3) develop-
ment of analytical themes (TT and CM; confirmed by
all authors) [36]. A thematic synthesis approach pro-
vides a deeper understanding of the educational experi-
ences, preferences, and needs of transplant candidates
and living donors [36]. Once the qualitative findings
were extracted from each study, data was labeled through
line-by-line coding. Coding consisted of pooling all the
themes, representative text, and quotes identified in the
included qualitative studies. No coding software was
used; coding was completed using text highlights and
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labels/comments. In stage 1, codes were based on both
pre-existing themes from the qualitative studies included
in the review and new or revised concepts identified
through the themes, quotes, and representative text. In
stage 2, preliminary descriptive themes were developed
deductively based on key results from the qualitative
studies as well as inductively from patterns in the data.
Similar codes were grouped together into preliminary
descriptive themes around LDKT educational needs,
some of which formed a hierarchical structure with sub-
themes. Ten descriptive themes were generated. Finally,
stage 3 (thematic synthesis) was primarily inductive, as
two authors (TT and CM) used descriptive themes to
infer barriers and facilitators to LDKT education across
populations in the included studies. This process formed
the analytical themes and subthemes, by synthesizing
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the findings from the original studies [36], particularly
in relation to our review aim to identify overall LDKT
educational needs of both candidates and donors. The
authors reviewed analytical themes in relation to descrip-
tive themes. Analytical themes are visualized as a the-
matic map of LDKT educational needs.

Results

Literature search and study characteristics

Of the 1,802 references returned from our search, 27
were eligible for inclusion (Fig. 1). Qualitative data were
analyzed from 803 kidney transplant candidates or
recipients, 512 living donors, 104 HCPs, and 102 fam-
ily/friends. All studies were concerned with LDKT edu-
cation-related topics (e.g., decisional needs, barriers,
solutions). Data were collected using semi-structured

\' Identification of studies via databases \

Fig. 1 PRISMA flow diagram for study identification

-§ Records identified from*: Records removed before
Databases (n = 1,802); screening:
g MEDLINE 623; Embase 902, |[—» Duplicate records removed
CINAHL 277 (n = 445)
—
v
)
Records screened , Records excluded*™
(n=1,357) (n=1,226)
v
Reports sought for retrieval .
(n=131) — Rei)%rts not retrieved
References from systematic (n=0)
reviews (n=7)
P— Reports excluded:
Reports assessed for —>
n f 138) eligibility Ineligible population (e.g., non-kidney) (n = 13)
Ineligible outcome (e.g., not education related) (n = 26)
Ineligible study design (e.qg., quantitative, survey) (n = 55)
Ineligible location (e.g., not high-income country) (n = 17)
—
v
Studies included in review
(n=27)
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interviews, focus groups, workshops, and prompt-guided
‘storytelling’ (one study). Four studies included addi-
tional survey data. Studies were conducted across seven
countries, including the United Kingdom, USA, Austra-
lia, Canada, the Netherlands, Sweden, and New Zealand.
Study characteristics are presented in Table 2.

Comprehensiveness of reporting

Of the 32 items included in the COREQ checklist, 100%
of studies reported description of sample and data and
findings consistent, and 96.3% of studies covered sam-
pling methods, sample size, audio/visual recording, deri-
vation of themes, and quotations (Table 3). No studies
reported conducting repeat interviews.

Synthesis

From 27 studies, we identified three major themes
including (1) Extensive LDKT Education Throughout
Treatment; (2) Shared Learning, Social Support, and
Family Dynamics in LDKT; and (3) Diversity and Inclu-
sivity for Minorities. Illustrative quotations are presented
in Table 4. A thematic map of LDKT educational needs
is presented in Fig. 2. Theme 1 occurred in all studies
included in this review, and as such, is linked to the other
three smaller main themes (visualized as dotted lines in
the figure) which occurred in varying numbers of studies.
All three main themes comprised several subthemes, as
indicated by arrows in the figure.

Extensive LDKT education throughout treatment

A main theme was Extensive LDKT Education Through-
out Treatment, with all studies highlighting a need for
this in LDKT education. Four subthemes were identified,
including knowledge gaps and misconceptions, person of
trust as educator, early delivery of LDKT education and
postoperative support.

A key concern was addressing the knowledge gaps or
misconceptions of recipients and donors, particularly
recipients’ skewed risk perceptions for donors [37, 38].
Some transplant candidates would not consider ask-
ing family to donate due to their perception of risk to
the donor [39]. HCPs felt potential recipients had genu-
ine concerns about how someone could live well with
one kidney [40]. For caregivers, lack of knowledge con-
tributed to feelings of helplessness, as they felt less able
to identify practical ways to support recipients. Many
candidates and donors wanted more information on the
benefits of LDKT, such as longer graft survival [39], and
transplant in general, including freedom from dialysis
[41] and greater social participation [42, 43]. Recipients
suggested they would have been open to LDKT sooner if
they understood the benefits, and the realities of life on
dialysis [37]. Donors also wanted to know the potential
benefits to recipients of LDKT [44].
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Knowledge gaps included timeline for evaluation [45],
matching and eligibility of donors [46], wait-listing for
transplant [43], changing treatment modalities (i.e.,
switching from dialysis to transplant) [47], what sur-
gery and hospitalization for transplant was like [46], and
recovery after transplant [48]. Donors also wanted to
know about the recovery process [41, 46, 48—53]. Some
recipients and donors experienced frustration due to lack
of knowledge about the transplant process [38], and with
long evaluation processes pre transplant or donation.

Recipients, donors, and caregivers also wanted more
information on kidney-paired exchange and altruistic
donation [46]. Recipients and donors who participated
in kidney paired donation highlighted the experience
of helping multiple people [52], and the flexibility for
donors in terms of scheduling. However, some felt a lack
of control about where their donated kidney was going.
Donors and recipients wanted more information on the
roles of different organizations involved in kidney dona-
tion and transplantation (e.g., the National Kidney Regis-
try in the USA) [52].

Many donors and recipients wanted a ‘person of trust’
as the LDKT educator, such as a physician. Patients from
minority ethnic groups indicated they trusted LDKT
information given by a HCP more, as a physician has
“first-hand information” and “is not going to trick you”
[54]. Information delivered by HCPs can address incor-
rect assumptions about kidney donation and trans-
plantation and reduce patient burden [55]. Although
trusting of information provided by HCP’, individu-
als from minority ethnic groups often possess a distrust
towards the overall healthcare system, with community
resources, such as churches or cultural centers, prov-
ing advantageous in breaking down such barriers [54,
56]. HCPs should deliver transplant education early on.
Some candidates and recipients felt they did not have
time to prepare for end-stage kidney disease and need-
ing a transplant [43], and wished they had been informed
earlier about the realities of dialysis [37]. Candidates and
recipients suggested taking a prevention focus to trans-
plant education, including support for candidates who
need assistance in identifying a donor [43, 45]. HCPs also
observed patients can become over-loaded with informa-
tion in short spans of time, and LDKT options should be
discussed early on [40].

A subtheme, postoperative support, emerged through
the thematic synthesis. Donors, recipients, and caregiv-
ers were concerned with the impacts LDKT may have on
other areas of life outside of physical health and wanted
recommendations on how to achieve a healthier life-
style long-term. Two subthemes were identified, includ-
ing available support and resources and lifetime healthy
behaviours. Recipients and donors were particularly con-
cerned about the financial impacts donation might have
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Table 3 COREQ 32-item checklist of included studies

COREQ item Studies reporting item n (%)

1. Interviewer/facilitator [38,40, 42, 44,48, 50, 57, 22 (81.5%)
59-63]

2. Researcher credentials [28-33, 35-63] 24 (88.9%)

3. Researcher occupation  [29,31-33,35-63] 21 (77.8%)

4. Researcher gender [42,47,50-54, 56, 59, 61-63] 6 (22.2%)

5. Researcher experience [29,31-33, 35, 37, 38, 40-42, 18 (66.7%)
44-48,50-57, 59-63]

6. Relationship established  [29, 33,38,42,43,47,51-53, 6 (22.2%)
56, 62]

7. Participant knowledge  [42,47,51,53,54,56,62,63] 4 (14.8%)

of researcher

8. Interviewer [29, 31, 33, 35, 36, 38, 40-42, 17 (63%)

characteristics 44-48,50-57,59-63]

9. Methodological [29, 30, 33-35, 39, 42, 45-49, 17 (63%)

orientation 51-63]

10. Sampling [28-63] 26 (96.3%)

11. Method of approach [29-35, 37-63] 21 (77.8%)

12. Sample size [28-42, 44-63] 26 (96.3%)

13. Non-participation [30, 31, 33, 35, 40, 42-63] 14 (51.9%)

14. Setting of data [29,31-36, 38-43, 45-63] 22 (81.5%)

collection

15. Presence of [35,41,44,47,50,52,56,61] 4 (14.8%)

non-participants

16. Description of sample  [28-63] 27 (100%)

17. Interview guide [29-63] 23 (85.2%)

18. Repeat interviews 0 (0%)

19. Audio/visual recording  [29-35, 37-63] 26 (96.3%)

20. Field notes [36, 37,44, 45,53, 54, 58-60, 8 (29.6%)
62]

21. Duration [30, 33, 35, 39,42, 44-49, 19 (70.4%)
51-63]

22. Data saturation [30, 33, 35, 39,42, 44-63] 17 (63%)

23.Transcripts returned [29, 38, 41,50,52,61] 3(11.1%)

24. Number of data coders [29, 30, 32, 33, 35, 38-63] 22 (81.5%)

25. Description of coding [30, 35, 38, 39,45, 47,51, 54, 9 (33.3%)

tree 58-60, 63]

26. Derivation of themes [28-39, 41-63] 26 (96.3%)
27. Software [28-35,37-44,46-48,52, 53, 19 (70.4%)
55,56, 58-62]

28. Participant checking [36,45-47] 2 (7.4%)
29. Quotations presented  [28-63] 26 (96.3%)
30. Data and findings [28-63] 27 (100%)
consistent

31. Clarity of major themes  [29-63] 26 (96.3%)
32. Clarity of minor themes  [33, 35, 36, 38, 39, 42, 44, 45, 8 (29.6%)

46-48, 50, 54, 55, 59, 63]

[37, 40, 45], especially if donors lived in a rural area [51].
Other concerns were related to health insurance [49],
how long recipients or donors would be out of work [43],
or paying for external specialists postdonation [48]. Some
patients expressed confidence in their healthcare access
or income capacity [56]. Recipients and donors wanted to
know about other available support, such as counsellors
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or social workers [52, 57], as well as the need for more
follow-up appointments [48, 51].

Further, recipients wanted to know about anti-rejection
medications [39], including possible reactions. Caregiv-
ers were also concerned about the impact of medications
on the recipient’s mood [42]. Donors wanted to know
about any issues they might have with pain medications
and recommendations for diet and physical activity [48].
African American donors and recipients wanted further
information on long-term impacts of Apolipoprotein
L1 (APOL1) gene variants, which are associated with
increased risk for kidney disease, and recommended life-
style changes [58].

Shared learning, social support, and family dynamics in
LDKT

The theme ‘Shared Learning, Social Support, and Fam-
ily Dynamics in LDKT” encompassed issues or changes
in the donor and recipient relationship, recipients and
caregivers wanting families and/or friends included in
LDKT education, considerations for families with mul-
tiple chronic illnesses, and the value of group education
and peer interaction. This theme was discussed in 26 of
the 27 studies.

Donors, recipients, and caregivers expressed an inter-
est in speaking with their peers about LDKT [50, 53, 59],
and recipients were interested in receiving group educa-
tion either in the hospital or at home [39, 45, 54, 55, 60].
Speaking with peers who had received a transplant was
the impetus for some candidates to consider LDKT. Sev-
eral studies also discussed engaging with the public (e.g.,
public awareness campaigns) [45, 59], which might con-
tribute towards greater societal and peer acceptance of
candidates who use public solicitation for a kidney dona-
tion [61].

Many potential recipients were wary of feelings of ten-
sion, decisional regret, and guilt post donation, which
made them reluctant to accept a kidney from their
spouse or family [46]. Prospective donors who were care-
givers wanted more education about the role of a care-
giver beyond typical physical tasks, such as attending
clinic and “being an extra set of ears and making sure you
heard everything correctly” [46]. Donor-recipient pairs
in the same household (e.g., spousal donors) who did not
have additional support highlighted particular difficulties
with the recovery period, as donors were in recovery and
providing care for recipients [48]. Other unexpected dif-
ficulties related to physical intimacy, discrepant energy
levels, being in a ‘gift’ relationship (i.e., recipient feeling
indebted to donor), and unanticipated caregiving respon-
sibilities post-donation due to post-operative complica-
tions [42]. The donor experience also helped strengthen
relationships [41], and enabled some recipients and
donors to do more activities together [42].
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Table 4 lllustrative quotations of themes

Themes & sub- Quotations Contrib-

themes (in italics) uting
references

Extensive LDKT I did have fears and questions about the process...What are the odds that the surgery will work and that my dad'’s body ~ [37-63]

education will accept my kidney? (Donor)

throughout

treatment

Knowledge gaps and  And | just felt so helpless and it's been so many times where, as a family member, | feel helpless because | think, if | could
misconceptions go on there as a family member and go okay, here’s information. [56]
| did want to know how that works. .. was everybody going to go on the table at the same time? Do they take out all the
kidneys at once? How does that work? (Recipient) [59]

Person of trust as ...Iwould love to get the information from a person that was getting dialysis and. . .from a renal doctor and my primary

educator doctor. If | needed that type of information, | would contact that type of doctor first. (69-year-old female, CKD Stage 3)
[471]

Early delivery of LDKT  If someone offers, Id certainly run with it, especially after being on dialysis for the time I've been on now.... At the time |

education wouldn’t take one off that person because they're a pain in the arse, but it’s got to the stage now where there was that

discussion [in the media] about the paedophile or some guy that wanted to donate. Someone asked me, “Would you

take it?" In a flash, yeah. They said, “Oh wouldn't you feel...?" | said, “You haven't been on dialysis for day after day, month

after month, year after year. Because if you had, you wouldn't think twice. [52]
Postoperative Maybe it's not sort of mandatory, | know every doctor’s gonna have their own opinion on things, but it just would be nice
Support to know how you're meant to look after yourself afterwards. (Woman, Donor, 40s) [58]

Get good support for yourself afterwards, cos there'll be a lot of support for the recipient. Make sure you've got someone

that will care for you. Because that's important too. [51]
Shared Learning,  Now my family are talking about a transplant. They need some information. We need to talk together about this and we  [37-50,
Social Support, all need information about what donating a kidney involves. It is a bit hard to talk about it though because my family ~ 52-63]
and Family Dy- doesn't get together that often. [38]
namics in LDKT

Donor and recipient  As far as sex goes, | am frightened to have sex because I'm on the immunosuppressants, every time | have sex | get a

relationship urinary tract infection. And I just don’t want them there, they're too horrible and so | always decline it. (Female; Spousal
recipient) [42]
Involve family & ljust tried to get fully educated on it, as did my family. .. It lessened all the concerns a lot to the point where there wasn't
friends alot of concern going into it. [53]
in LDKT education
Families with I mean especially when you're talking years. Now not only is that one person affected, it's affecting the whole family.
multiple And from you on down to your children or whatever. Everybody is affected, not just you and your spouse. It's going to be
chronic illnesses everybody. (Female) [59]
Group education I didn't really listen to other people, but when | saw that fella [whod had a transplant], | looked at him and said, “How
long you had your kidney?” He said, “Eight years,” and hes still going so that made me think again. [37]
Diversity and Let’s put the effort in, before we approach patients, to get them to engage we need to know how living donation sits [38-40, 41,
Inclusivity for within their culture” (Female, Specialist nurse). [40] 44,43,46,47,
Minorities 51,52,
54-56,58-
61,63]
Health literacy That would have been helpful. You know, videos and courses and things like that, you know the coordinators, to whom

you're connected. | felt like they just did not have the bandwidth to be responsive to questions. So, if | could have found
the answers myself, then that would have been easier. (Recipient) [52]

Cultural sensitivity “things that most Hispanics do not know,”..."very important because, as Hispanics, we have many myths that are harm-
ful... and they showed us that it is nothing like what people say.” [54]

Place-based I'm very lucky that we have a pathology department, or collection centre, in [nearby regional town]. For a population

discrimination of only 1200 people, we're truly gifted. Yeah, just go around the local medical centre when they want all these blood
samples.[51]

Communication They [staff] don't give it [information] the right way. Instead of like trying to teach them, they come across like they know

barriers everything and they don’t compromise on that, hey? When they come across like that everyone’s too scared to ask them

questions why, so then they just shut up and think, “Well I've been told this, so that must be it. [38, 39]

Recipients wanted HCPs to communicate with their  educating their family quelled donation fears [41]. This
support networks and provide additional resources for  was highlighted as important as certain family members
facilitating friends and family understanding their diag-  might influence other family not to donate, thereby lim-
nosis [62], as some reported a lack of knowledge within  iting a recipient’s potential donor pool (e.g., brothers’
their support networks [43]. Potential recipients stated  spouse influenced him not to donate) [55]. Caregivers
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as educator
Early Delivery of
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Fig. 2 Thematic Map of LDKT educational needs of recipients and donors

Extensive LDKT
Education
Throughout
Treatment

wanted to be involved in education so they could better
support the person with kidney disease [59]. Some candi-
dates had family members who had other chronic comor-
bidities (e.g., diabetes), and did not want to ask their adult
children to donate [38]. There were also families who had
a history of kidney disease, with multiple family members
in need of a transplant [59].

Diversity and inclusivity for minorities

Diversity and Inclusivity for Minorities was based on 16
of the 27 included studies. This theme included four sub-
themes, comprising a need for greater focus on health
literacy and literacy in general, cultural sensitivity, place-
based discrimination (i.e., rurality of some patients), and
communication barriers that recipients and donors may
face.

HCPs in the UK highlighted that much of the take-
home information provided in leaflets may not be appro-
priate for candidates and donors with low health literacy
[40]. Patients suggested using different formats, such as
providing more video education resources, which can
promote self-education [46, 52]. Candidates and recipi-
ents also expressed educational needs related to lan-
guage barriers [40], difficulty communicating with HCPs
(e.g., feeling intimidated) [38], and fear of rejection from
potential donors [39, 60, 61, 63]. HCPs suggested hospi-
tal interpreters were best suited to supporting non-native
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speaking patients due to the complex nature of some
medical terminology [40], whereas some patients were
wary interpreters would not know as much as the phy-
sician and would convey incorrect information [54].
Candidates feared negative reactions from support net-
works about donation, and did not know how to begin
the donation conversation [63]. Caregivers felt commu-
nicating with candidates was difficult when they withheld
information related to their kidney disease [59].

Possible mistrust of the healthcare system [60], past
mistreatment [40], stigma associated with issues such as
being APOLL1 positive [59], and taboos around speaking
about illness or organ donation should also be consid-
ered [39]. Candidates may have certain cultural beliefs
or myths about organ donation that make them wary of
accepting a living donor [40]. Hispanic patients indicated
it was important for education to be culturally competent
and sensitive [54]. Recipients and donors from rural areas
experienced greater difficulties accessing education and
appointments. Donors missed follow-up appointments
due to travel difficulties [48]. Rural patients had variable
access to local resources [51]. Some patients suggested
providing occasional home education would help in
terms of costs associated with travel, as well as discom-
fort in clinical, unfamiliar environments [55].
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Discussion and conclusion

Discussion

This rapid review aimed to synthesize the existing quali-
tative evidence on LDKT educational experiences, pref-
erences, and needs from the perspectives of kidney
transplant candidates and recipients, donors, and HCPs,
to establish the essential LDKT education considerations
for candidates and potential donors interested in kidney
transplantation. A total of 27 qualitative studies, con-
ducted between 2013 and 2023, on LDKT educational
needs of candidates and donors, including diverse per-
spectives of HCPs, transplant candidates and recipients,
living donors, and family members and friends were
included in this review.

A key theme uncovered through the analysis, ‘Extensive
LDKT Education Throughout Treatment, occurred in all
included studies. Findings indicate a desire for education
to address post-operative concerns, including feelings
of guilt post-donation, the potential impact of donation
on life and relationships, and the role of the caregiver.
As evidenced in studies included in the Extensive LDKT
Education Throughout Treatment theme, if the process
and timeline to kidney transplantation is made clear at
the start of LDKT education and delivered by a person
of trust, recipients or donors may be less likely to experi-
ence negative emotions or repercussions. This is associ-
ated with the need for earlier delivery of LDKT education
in the kidney disease pathway. The 2014 American Soci-
ety of Transplantation Consensus Conference covering
best practices in LDKT listed early and consistent LDKT
education as one of the highest priorities [64].

One of the main barriers to LDKT, and subsequent
need for extensive education, is recipient misconcep-
tions about the physical risks to donors. This may be true,
particularly for ethnic minorities who could also experi-
ence mistrust of the healthcare system and HCPs [65]. In
a study with ethnic minority transplant candidates in the
Netherlands, candidates indicated they would not con-
sider asking a family member for a kidney due to their
perception of risk to the donor [39]. A 2013 qualitative
synthesis review of studies on expectations and attitudes
of candidates towards LDKT generated a theme around
patient guilt and responsibility for potential kidney
donors [66], supporting the need to address this in LDKT
education. Misconceptions may also be tied to cultural
norms or ideologies surrounding organ donation [67],
highlighting the need to develop culturally sensitive and
diverse education.

In addressing the misconceptions of risk, it is impor-
tant to also stress the benefits of LDKT to both recipient
and donor. Understanding the scope and experience of
kidney disease, including the realities of dialysis [37], and
the positive impact that transplantation can have regard-
ing graft survival and physical health of the recipient [68],
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as well as increased social participation for donor-recip-
ient couples and a decrease in caregiving responsibilities
[42-44], may increase LDKT acceptability. LDKT may
also improve health-related quality of life for both donor
and recipient, as the majority of recipients and donors
experience positive outcomes post-LDKT [69, 70].

Potential barriers towards the success of deliver-
ing education were identified within the ‘Diversity and
Inclusivity for Minorities’ theme, including poor health
literacy, communication barriers, place-based discrimi-
nation, and cultural considerations. It is essential that
barriers towards the delivery of LDKT education are
considered to ensure the success of educational inter-
ventions. Engaging with religious organizations has been
cited as an appropriate approach for breaking down cul-
tural barriers [71], and thus may be implemented during
the development of education content. Further, previ-
ous LDKT interventions for black and/or Hispanic kid-
ney patients have successfully delivered education and
reported improvements in LDKT knowledge [72-74].
The delivery of educational content to meet the specific
needs of culturally diverse populations can add a layer of
complexity during the development of educational inter-
ventions, potentially requiring the need for individual
interventions to be developed based on the population of
interest.

The importance of improving LDKT education deliv-
ery in rural areas has long been recognized. Delivery of
home-based education is one such way to remove bar-
riers associated with place-based discrimination, whilst
also benefiting patients from different socio-economic
backgrounds and ethnic groups [75]. In addition, video
technology has been recommended as a means of suc-
cessfully delivering education to those suffering from
place-based discrimination [7, 71], potentially supporting
the approach of video animation that has proven success-
ful previously.

Within the ‘Shared Learning, Social Support, and Fam-
ily Dynamics in LDKT’ theme, group education sessions
including candidates and recipients at all stages of CKD
and their support networks should be offered earlier on
in the kidney disease pathway. This will give candidates
and potential donors time to understand the next steps
involved in kidney disease treatment, including the pos-
sibility of LDKT. Transplant candidates and donors may
also wish to take the time to do their own independent
research [52, 60], and have indicated that hearing from
peers who are further along in the kidney disease path-
way is particularly beneficial [37]. Group education ses-
sions might be supplemented with virtual peer-support
resources such as The Living Donation Storytelling Proj-
ect [76]. By increasing involvement of family and friends
in LDKT education, and including them in conversations
surrounding organ donation, social support networks will
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have greater understanding of the potential far-reaching
benefits of LDKT beyond the recipient’s physical health.

The findings of this review support existing research
which highlights the need for improved patient educa-
tion regarding LDKT [11, 14, 77]. A 2015 review found
relatively few studies which addressed best practice
regarding CKD transplant education— defined as ‘clear,
comprehensive, understandable, and motivating to facili-
tate patients successfully completing the clinical steps
necessary to be evaluated for transplant’ [78]. A corner-
stone of high-quality health and social care research,
including patient education development, is patient
and public involvement and engagement [79], which is
now required by many funders of health and social care
research globally. The themes and subthemes from this
review may therefore serve as topics for stakeholder
input regarding LDKT education development, and can
inform more ‘clear, comprehensive, understandable, and
motivating’ materials.

Regarding LDKT education development, multimedia
resources for patient education and kidney disease care
are on the rise [17, 18]. Resources which combine video,
animation, and text may help to address communication
barriers related to difficulty understanding complex med-
ical topics, speaking with HCPs, and discussing organ
donation with social support networks. They can be dis-
seminated to transplant candidates and donors early in
the kidney disease pathway. Candidates and donors may
revisit educational topics they find complex, and vid-
eos can incorporate storytelling or testimonials from
other recipients and donors. Animations, testimonials,
and videos can achieve better representation of diverse
patient populations and can provide translated text for
non-native speakers [25, 63]. Therefore, multimedia edu-
cational resources on LDKT may be a way forward to
address the educational needs identified by candidates
and recipients, donors, caregivers, and HCPs in the cur-
rent review [80].

Several multimedia resources are currently available
for kidney patients on the pathway to transplantation.
The KidneyTime educational animations, developed by
Kayler and colleagues in the US [47], comprises 12 ani-
mated videos about the LDKT process, benefits, and
risks. These videos were developed in collaboration with
kidney transplant candidates and recipients, donors,
patient support networks, HCPs, experts, and stakehold-
ers. Feedback suggests that the animations are suitable,
acceptable, and usable to diverse groups of candidates
and recipients, donors, and support networks [47, 63].
However, feedback from UK and USA versions of The
KidneyTime, identified the lack of live action video con-
tent, suggesting video education may be improved with
a combination of animation and live action footage or
testimonials [47, 81, 82]. Rosaasen and colleagues in
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Canada sought to incorporate a much wider range of
sources to ensure enriched educational content includ-
ing animations to convey complex medical information,
clinic and patient footage to familiarize the clinical envi-
ronment, and testimonials from kidney patients, caregiv-
ers, donors, and HCPs to convey a storytelling approach
[25]. Positive evidence from their RCT suggests adopt-
ing a similar format would be beneficial in the context of
LDKT ([26] and should form the basis of future patient
educational resources in kidney transplantation. Regard-
ing culturally diverse populations, a culturally sensitive
video-based intervention by Arriola and colleagues in the
USA reported no significant differences in LDKT knowl-
edge compared to control among Black/African Ameri-
can patients [83]. The authors postulate that the lack of
success was due to the flexible approach of the interven-
tion, with participants given the option of which ‘tabs’
on the web-based intervention they wanted to access. As
a result, participants will have gained differing levels of
education, subsequently impacting the amount of knowl-
edge they could gain.

Although the current review has several strengths,
including adherence to Cochrane Rapid Review guidance
[29, 30], incorporating a wide range of perspectives on
LDKT, and use of thematic mapping to generate recom-
mendations for LDKT education, there are some limita-
tions. This review was conducted ‘rapidly’ to inform the
development of LDKT educational videos, and as such,
the date range was constrained to 2013-2023 and only
three databases were searched. The results were limited
to English language publications and high-income coun-
tries. Therefore, these results may not be generalizable
to lower-middle-income countries. Further, ‘living’ was
included as a search term, and it is possible some studies
were missed if they did not include this in their key words
or mesh terms. However, earlier qualitative reviews have
been conducted on similar topics, which may provide
further evidence on educational needs identified in pre-
2013 studies [66, 84]. Another limitation is the absence of
a comprehensive and systematic quality appraisal, which
restricts our ability to provide a thorough evaluation of
the methodological rigor and potential biases. Future
research might work towards identifying which specific
HCPs (e.g., physician, living donor coordinator, trans-
plant coordinator, etc.) are best placed to deliver LDKT
education, or whether a team-based approach in collabo-
ration with prior transplant recipients and donors is best.
Further, it would be pertinent to interpret quantitative
findings in relation to LDKT education in order to estab-
lish effectiveness of specific education components.

Conclusion
In the treatment of end-stage kidney disease, LDKT is
considered the ‘gold standard;, particularly in terms of
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life expectancy and quality of life [68]. However, some
transplant candidates may lose access to this gold stan-
dard treatment not because they do not have a viable
donor, but because they have not received sufficient
LDKT education. To overcome this barrier, LDKT educa-
tion should address the needs identified in this review: be
comprehensive and clear and delivered early in the kid-
ney disease pathway, incorporate diverse, inclusive, and
culturally sensitive materials, address communication
barriers, include further information on postoperative
support and health, provide group education sessions
and access to peer support, and recognize the importance
of family and friends. Multimedia educational resources,
such as videos, testimonials, and animation, can provide
easy-access supplements to hospital-based education for
patients from all backgrounds.

Practice implications

Addressing the LDKT educational needs of kidney trans-
plant candidates and living donors is of critical impor-
tance to achieve the best outcomes for patients with
chronic kidney disease. This review provides a synthesis
of salient LDKT educational needs identified by kidney
transplant candidates and recipients and their support
networks, living donors, and HCPs. Providers involved
in educating candidates and donors on LDKT may wish
to incorporate findings from the current review to ensure
they are delivering data-driven, high-quality education
that addresses the needs of these patients. Researchers
and HCPs must consider the barriers associated with the
successful delivery of LDKT education to patients from
diverse cultural and geographical backgrounds, and the
best platform for delivering such content. Use of innova-
tive educational formats to suit all learning capabilities,
such as multimedia resources, is also encouraged.
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