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Obijectives. This study sheds light on some controversial aspects of unspecified kidney
donation (UKD) as well as the ways in which potential donors are screened and prepared
for the donation experience and its aftermath. The aim of this study was to qualitatively
investigate the experiences of individuals involved in the United Kingdom (UK) UKD
scheme, including those who complete the donation, are eventually medically withdrawn,
or self-withdraw. Better insight into the different experiences of these groups will provide
useful guidance to clinical teams on how to better address the differing psychological
needs of completed donors as well as those who do not proceed to donation.

Methods. A purposive sample was recruited through the Barriers and Outcomes in
Unspecified Donation (BOUnD) study covering 23 transplant centres in the United
Kingdom. Semi-structured interviews were audio-recorded and transcribed verbatim
and subjected to inductive thematic analysis.

Results. Participants consisted of 15 individuals who had donated, || who had been

withdrawn by the transplant team and nine who had self-withdrawn. The analysis resulted
in six themes and |4 subthemes. The major themes were maximizing and sharing benefits;
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risk-to-motivation analysis; support; self-actualization/finding meaning; the donor as
patient; and relationship with the transplant team.

Conclusions. The data demonstrate that, although all donors enter the process with a
similar level of commitment, those who did not proceed to donation expressed
dissatisfaction and lingering emotional consequences linked to lack of follow-up from
transplant teams. The implication for the UKD programme is that from the beginning
there needs to be a strategic and consistent approach to managing expectations in order
to prepare those who embark on the donation process for all possible outcomes and their
associated emotional consequences.

Statement of contribution

What is already known on this subject?

e Datafrom previous studies provide evidence that UKDs have comparable physical and psychosocial
outcomes to directed donors.

e UKDs on the whole derive meaning and fulfilment from the experience and come away with
positive feelings about the process.

What does this study add?

e So far there have been no studies that have captured data from those who present as potential
donors and then do not proceed to donation, and how their experiences differ from those who do
donate.

e This study provides guidance for transplant professionals in understanding the psychological
consequences and varying experiences of these different groups of donors and will help to
strengthen the UKD programme overall.

Background

Living kidney donation (LKD) is the gold standard treatment for end-stage kidney
disease. Traditionally living donors are acquainted with their recipient, who is
typically a friend or relative. Unspecified kidney donation (UKD) is a form of living
donation whereby an individual voluntarily donates a kidney to someone they do not
know. UKD has become a regular practice in only a minority of countries, yet where
it is established these donations are having a significant impact on reducing the
waiting list (Maple et al., 2020).

Despite this, UKD remains shrouded in controversy (Burnapp et al., 2019; Gare et al.,
2017; Maple et al., 2020) and the scheme relies on unspecified kidney donors (UKDs)
having good physical and psychosocial outcomes, in order to justify transplant
professionals subjecting individuals who are otherwise completely fit and healthy to
major surgery. Those coming forward as potential UKDs undergo a rigorous series of
clinical investigations and consultations to ensure they are sufficiently physically and
psychosocially robust to endure the donation process and survive with one kidney
thereafter. The mental health component of this assessment includes a formal assessment
by a psychologist or psychiatrist (Guidelines for Living Donor Kidney Transplantation,
2018). Data from studies looking at outcomes after UKD provide reassurance that many
UKDs have comparable physical and psychosocial outcomes to those donating to
someone they know, derive meaning from the experience, and come away with positive
feelings about the process (Clemens et al., 2006; Lopes et al., 2011; Maple, Chilcot,
Weinman, & Mamode, 2017; Padrao & Sens, 2009; Shrestha et al., 2008); however, long-
term prospective data are lacking.
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Following this extensive workup process, there are three potential outcomes: (1)
proceed to donation; (2) withdrawal by the transplant team for a physical or psychosocial
reasons; and (3) individuals withdrawing themselves. To date, there have been no studies
that have captured data from those individuals who present as potential UKDs and then do
notproceed,andhow theirexperiences differ from those who do donate. Asaconsequence,
there is little guidance for transplant professionals in understanding the psychological
ramifications and varying experiences of potential and actual UKDs. A clearer understand-
ing of the similarities and differences among the three groups of donors is essential in
ensuring that appropriate support is provided. The aim of this study was to explore the
psychological dimensions of individuals who proceeded to donation as well as those who
did not, and to better understand the experiences of all individuals involved in the United
Kingdom (UK) UKD scheme, irrespective of whether or not they proceeded to donation.

Methods

Study population

All participants were identified from individuals recruited to the Barriers and Outcomes in
Unspecified Donation (BOUnD) study (Gare et al., 2017). The aims of this national study,
involving each of the 23 transplant centres in the United Kingdom and funded by the
National Institute for Health Research (NIHR), were to provide a comprehensive
assessment of the UKD programme in the United Kingdom. BOUnD includes a large
prospective study of individuals presenting as potential living kidney donors and follows
them through to either donation or withdrawal from the programme, and thereafter.
Participants of this study were identified from this sample once they had either donated or
the decision had been made not to proceed. They were approached to participate after
three months to allow for a period of reflection. Demographic characteristics were not
deemed to be of significance, so a consecutive convenience sampling strategy was
adopted whereby all individuals who expressed interest were recruited until data
saturation was achieved. There were no explicit inclusion or exclusion criteria. Eligible
participants were classified into three groups: (1) those who donated a kidney; (2) those
who had been withdrawn by the transplant team for medical or psychological reasons;
and (3) those who self-withdrew from the programme.

Interview script design and delivery

Participants underwent a semi-structured interview lasting approximately 30 min. The
interview topic guide was developed using insights from existing research and two focus
groups (held by the BOUnD research team in 2016) with individuals who had embarked
on the UKD pathway, and had then either donated, withdrawn themselves or been
withdrawn by the transplant team. It was based on five main headings: background to
donation, experience of social groups, experience of transplant services, barriers to
donation and experience post-donation/withdrawal. Interviews were conducted via
telephone by two researchers who collaborated to ensure continuity and consistency in
the style of interaction between researcher and participant.

Qualitative analysis
The interviews were audio-recorded and transcribed verbatim. The transcriptions
included all of the interviewers’ contributions as well as all utterances by the participants;
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note was made of pauses or emotional interjections. The interviews were anonymized,
and the transcripts were circulated to the study team. In order to ensure reliability, each
researcher analysed all transcripts independently and then coding was then compared.
The coding was conducted using NVivo 11 Plus, and discrepancies in coding were
reviewed and reconciled by the coders and members of the team.

An inductive thematic analysis procedure was adopted. This widely used model is
explicitly not linked to a pre-existing theoretical framework (Braun & Clarke, 2006) and is
considered appropriate when investigating a diverse data set reflecting a range of
experiences and attitudes (Bryman & Burgess, 1994). It allows for a rich description of the
dataset(Braun &Clarke, 2006). Theanalysis conformed tothe COREQ(Consolidated criteria
for reporting qualitative research) checklist (Allison Tong, Sainsbury, & Craig, 2007). The
researchers adopted a realist approach towards the data. Donors’ articulated experiences
were taken at face value; it was assumed that they were reporting honestly about their
experiences, without reference to external validation (Joffe, 2011). Data analysis was
performed by a multi-stage coding process: familiarization with the data; generating
preliminary codes; gathering potential themes; reviewing the themes; refining the themes
and labelling them; and conducting the write-up of the analysis (Braun & Clarke, 20006).

In order to gain familiarity with the data, an initial overview highlighted interesting
features and began to identify relevant patterns across the data set. The initial codes were
developed by identifying verbatim quotes from the original interview transcripts which
informed a potential theme of interest (Attride-Stirling, 2001). Next, the authors
developed a preliminary set of initial themes from the coding. This process included
analysing the codes and considering how these could be combined to produce a coherent
theme that encompassed a range of ideas around a common topic (Boyatzis, 1998).
Descriptive themes were initially generated and then further refined and condensed into
more meaningful analytical or theoretical categories. This grouping of codes into themes
and subthemes was an iterative process that involved discussion between the coders and
research team. The data were repeatedly scrutinized to ensure that all the significant
responses were extracted and allocated to appropriate groupings, in order to ensure the
greatest possible interpretive depth. Finally, further review of the data under each of
themes was conducted, in order to generate the most robust possible answers to the
research questions (Braun & Clarke, 2006; Kuper, Lingard, & Levinson, 2008).

Results

Thirty-five out of 37 individuals responded to the invitation to be interviewed, from 18 out
of 23 transplant centres. Fifteen participants had donated, 11 had been withdrawn by the
transplant team and 9 had self-withdrawn. Demographic data for participants are provided
in Table 1. The median age was 53 years (IQR 15). The analysis suggested six key themes
across all three participant groups: maximizing and sharing benefits; risk-to-motivation
analysis; support; self-actualization/finding meaning; the donor as patient; and relation-
ship with the transplant team. Each theme is discussed in detail below. Figure S1 provides
a graphic illustration of the complex web of interactions between key and subthemes
emerging from the data. Table 2 provides supporting quotations.

Theme I: Maximizing and sharing benefits
Participants tended to have a sense of obligation to society or the world at large,
encapsulated as: donating contributes to universal betterment by helping to create a fairer
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Table I. Demographic data

n %

Gender

Female 15 429

Male 20 57.1
Ethnicity

White 34 97.1

Non-White | 29
Relationship status

Single 12 343

Married/Civil or long-term partner 13 37.1

Widowed 5 14.3

Divorced/Separated 5 14.3
Children

None 15 429

Yes — including under 21| years 8 22.8

Yes — over 21| years 12 343

Highest level of education
No qualifications 4 1.4
High school leaver 2 5.7
Vocational qualification 5 14.3
College level 3 8.6
Undergraduate degree 14 40.0
Post-graduate degree 7 20.0
Religious beliefs

Atheist 17 48.6
Christian 11 3.4
Another religion 6 17.1
Prefer not to answer | 29

distribution of health. This was reflected in the responses of some participants to the
effect that, if one has an advantage (such as two working kidneys) they have an obligation
to share it so others can benefit. This broader, abstract social commitment in some cases
appeared to override their personal commitment to their immediate family network (e.g.,
the possibility that someone in their family might need an organ in the future).

On the whole, across all three groups, participants appeared to be empathic and
possess a strong sense of social justice, at least when applied in a health context. However,
among the self-withdrawn group there were cases where the possibility that a family
member might need a kidney in the future was a deterrent and their concerns for their
family overrode the sense of wider obligation. Others in the same group ultimately felt that
the obligation to themselves and their future health was greater than their sense of moral
responsibility to benefit others, and as a consequence were not willing to accept the risks
associated with living with a solitary kidney. For the medically withdrawn group, a great
source of distress was their inability to carry through with an act that reflected their
personal ethics or sense of altruism.

Theme 2: Risk-to-motivation analysis
For all participants, there was an implicit calculation during the preparation phase,
balancing perceived risks against perceived benefits to one’s self or others. Moral



6  Mira Zuchowski et al.

panunuod

ApogAue 1o 31 op pjnom ApogAuE 1| Sem 31 INq 91U Sem 3] pue ‘sauawljduiod Bupjes 38 pood 30U W | 9sNeIIq (e 03 INDYHP 31q B Sem ey | * * “Apsow ‘Apsows woo|3 pue woop
|le semal pue ;padewep siauo 930 aya pue noA 01 suaddey uiyrswos ji suaddey zeym ‘ou yQ, ;38Y3 Y3no.ya J|9s1noA Ind NoA pjnom AYm ‘si2duoq A[23n|osqe 3.1e NOA ‘peW BB NO A,
(AMIW) 2w paasausrul 93nb 38y ‘Sem UONDES. IS JBYM PUE p|O3 PRy |
OYM Ul pa3sa.a3ul 31am oA Jeyy pastidans a3inb sem | - ‘suonsanb ay3 ur dn swod 03 3ey3 undadxa 3 usem | * * "23nb sem | [njyanI3 8G 03 MO "P|O3 | OYM PUE BJ9M SUORDES.I
SPuaLJy Aw 3eyM In0qE Bunjse NOA sem 31 pue ‘4o 3ySnoys pey | 3ey3 SUIYISWOS 3,Usem 31 9snedaq sw pastidans Ajuo 31 pue Apysijs asnl sw pastidans 3eys uiys Ajuo sy nok [j93 M|,
(@) "Alrea. Buiod sw dosy| pIp YdIYAA “Yeak ‘sem | Moy 935 03 puno.l
awed spualy Aw Jo s30] pey | asoddns | AaN| Sem | HUIY3 PINOYS | SSWI e I3y IO} }JOM p.ey 3Iq B U93Q 9AISNW 3] 3sneD), "dAnioddns Ajes.s sem ays ‘D1ISeIue) Sem M AW [[DAA,
(AMS) uosiad umo Aw yonui A19A We | ‘Aes | Se pue ‘op 03 || P|NOM | JBYM ‘21e313SIAUI 03 PSIUBM | JBYM SBM SIU3 JBY3 pulw Aw dn spew pey |,
(AMW) “siayso
3|NSUOD 03 SP3BU OYM UOs.Id Jo 240s 3y A|[ea. 30U We | [¢4:}0] ;0P 03 SuloS We | 3eym ap1dap 03 Addey 23inb we | * * "ul pJemIo)3uam | 3.10§2q SUOAUE O3 [e3 A|[eaJ 3,UpIp | UBsW |,
(@
tes A9y Inq ‘suonesipul
OU 949M 493 3NS 3¥{eW 03 BUISI SWIOS 10} Ul SUOS dARY PINOd A33 (SIYy3 W P|o3 pey [e3idsoy sy asnedaq) 03 paauem pey Asya j| <'sAsupiy JnoA yaim Suoam Buiyikue 1083 uaaey
NOA |[9M, PIES | PUEB ;3UO Pa3U 9M JI JTBUM ||9M, PIES JO 110S 31 PUE YS1[aS 2Iq B 9J9M SUOSEDJ 1341 1BY1 3|3} | 9snedaq awl 39sdn ydjym eapi sy UE Os a4am Asy1 'su1ySnep Aw sem
aw paidaye eyl Ajjead ajdoad Ajuo ay | a310y> Aw s,21 ‘waya yaim op 01 Suiyaou 31 s19dsau BWOS Ul * * *J0 140s § 31 ‘Moud| nok ‘wiaya 01 dn a1 |lam aySnoya asn| | ajdoad 3sow YIAA,
(AAAS) “PIP | Buiys swes aya Sulop asjo Apogawios Aq Asupp| & pazeuop aq 03 3|qe 3q pjnom Aaya aqAew uaya uaddey pip 31 J INq ‘WIS OS SEM UOBUOP
Asupp) & 3uipaau OS|e WBY) JO BUO JO SIDUBYD DY * ‘91| B SUIAES JO pUB| SEM 31 3YSNoy) A|[B3. | OS I0U 1O WaY3 03 PaIe|a. 348 NOA Ja39yMm ‘Op 03 Suly3 d1ISeIUR) B S| SUOAUE 03 ASUpD|
anoA 3uiai 3eya 3yBnoya skemie 3snl | anq auerioduwl K194 A|SnoIAGO si A1) ‘91| 3843 398 | A|SNOIAGO PUY/ ;31 PISU | JI JBUM, )jI] SEM ‘MOU (9 JIAO SI OYM ‘PEp AW USAS JQ ‘Buls Jo
140S 38y |[E pUE ;193UB.1IS SWOS 03 ALME 1] UDSAIZ APBa.I[E SABY NOA PUE I SPI3U I93SIS 9331] INOA JI 7BYM, ‘BUNOA AISA S1 OYM I193SIS 3[231] B 9ABY | 9snedaq * * "03>deq ulodadeyaisuo yQ,
(@MW) “(SHONVT) 31398 3,up|nod A3y 3sNEISQ SUO JBYIO Y3 PaPI3U J49AS Ajiwey Aw ul Apoqou padoy |,
(AAAS) "lIoM 383 PIp 3y pue SUIOP SBA | JBYM JO SUOREIIWIES BY3 POOISIBPUN | JBYI DJNS EW O3 ING W 3.edS 03 PALII J0U * * "3 PALIY PUE $HSII Y3 PUB SININOYHP
pue saduanbasuod 3|qissod jo sw pautem pue A||esJ yo sw and pue A1 01 sem qol asoym wes | uejdsued | dY3 UO 10IJOP B SeM 01 Pa.iajad sem | 1eya ajdoad asayy aya Jo auQ,
(QMS) "3t 40} puno.e
8uid31p jo 31q e Bulop pue ssaJppe [lews Ue puly 03 9|qe 8ulaq 30U JaquiawadJ AFdunsIp op | 3Inq mou oe awi) Suoj & 93inb sem 31 ‘yeak uesw | “puno.e 3uid3ip jo 81q e sem 3y uesw | ‘ON|,
(AAMW) “ausunuiodde djuld> suo uo sJea3 03Ul 35.4nq | puE dW 03 308 31 AJlenusAS ‘BuiyakisAs pue sisoudelp aya pue uonetado sy Suiddols aya puno.e ssa.as
33 JO |[B JO UOIIBINWINDOE 33 JUIY3 | PUB JY3 PUE ‘SUIOp SEM | J2ARIBYM BUIOP UO AJ1JBD 03 9|qR 10U * * "33U3||BYD [B3J B US3q 5,31 ‘ABUadaJ [I3UN pue sisoudelp ay3 usamiaq poliad 1eys,
(AAMW) “Alpjiw 31 3nd o3 oeWney
31q B U99q |[B 5,31 3Nq ‘UO PIAOW SABY A543 INq NOA JO SPUBY JISY3 PYSEM 10U SARY ASLj3 PUE Lj3IM OP O3 3.19M NOA 1BYM U3IM Op 03 198U0| OU 318 NOA * * “BlaydAsdoquns Jo 3.40s swos
1122 A3y2 28YM JO SisouSelp & yaim aw papue| sey 1ey1 os Suanpo.d-1aA0 aam s||93 ul10.4d 342 1BY1 JUBSW UDIYM UONEINW 1IBUSS B ||BD A3Y1 JBYM SEM 24311 5|93 39|98 31 Ul 1BY)
Sem punoy Asyaaeym  ** 'noA doas 01 8ulod si 3eya SuIYIDWIOS PUNO) DM BSNBIDQ DIBUOP 03 3|qE 9q 03 Bul0S 19AS 30U 3.,n0A 3N 394 S1BUOP 03 9|qE 9q 03 SUl03 30U 3.4,N0A, 3 USEM I,
(AMW) Ayapeay 23inb 9q 03 ySnous 91eUNLIOS USDQ SARY | PUE AJDAR.IQ 18313 YIIM OS Op PUE SPPO JO SPU| || 3sulede
9|88n.3s oym a|doad auow 393w noA 91| YBnoJys o8 nok se pue ‘Mo NoK ‘a33)1a1id B s 31 AyS1d BI0U S 31" " * sI 3jeay poos Sulaey Jey3 3ySnoya sAemie aAey | NoA Yaim Isauoy aunb,
(@) ".s3593 a3 ||e Suissed jo duBYD POOS AJI9A B 5,249Y3 3|9} | OS PUE 3[B3Y POOS A[9WIS13X3 Ul SEM | 35NBI3q 30U AYM UOSED. AUR 935 A|[BaJ 3 UpIp
(@) " Buijjo. |[eq 3Y3 308 | Moy A|[ea. S 3BY2 OS ‘SS0P 3|9 APOGIWIOS INq 3| PISU 3,UOP | [|9M ‘USY3 W UO paumep Appinb
AJ4rey 31 oG -o.eds & 303 9ABY NOA sueaw ey ‘0M3 303 AJUO ABY NOA PUE ‘ABUPIY| SUO UO DAI| UBD NOA 1BY2 DA31|9q OP A33 pUE ‘331 318 SI03D20P 93 JI ‘MO NOA ‘||am Supjuiyl 03103 |,
(QAAS) *,240W IN0 puly 03 pa3UBM puE Il SUIOP Ul PIISBIBIUL YDNW AIDA SEM | SEM 31 MES | ABA D3 ‘PIBMA.I SNSIA {SLI JO SULIDY
U] 4¢59A1] 5,9|doad [e49ASS UBY3 ‘SUOIIBUOP JO UIRYD € PIJBIIUI SABY NOA JI USAS 10 UOs.Iad auo uo 3dedwi Buidueyd-a)1| & yons SAeY p|Nod Inq 91| Aw uo 3oedwi a3ny & aAey 30U 3yBIW I,

|eAocadde
/s3uawaspnl [epos Inoqe usadu0D)

11oddns [euonows pue [edndelyd

-UOISI23P JO 3UNSO|ISIP pue AdeAlld

uonysoddo
10 321)3u0d Ajiwey — 310ddns jo e

JUBWIWIWOD
/UORBUILIBIBP JO IS3 |

yeay [edisAyd
ul 9dUBpYUOD)

wsnewsed

|eacadde
doddng

syausq

Burteys pue Suiziwixely

AD;ZV «{2}I| BWOS 35|29 %UOQOEOm 4340 O] uey] 3Ip 01 3AEY | P|NOJ UOSER. U3119q JBYM ||aM,, plES | pue WC_X_U JO @Y1 Inoge aw 0] pa3)j|ey \Awr_n_L _w:O&mN-_ w_w%_m_._m
(QAAS) " BUIOP Y310M SEM 31 PIES U3 |[BD € 9>BW PINOD | 940J2J9Y3 PUE 3S[9 SUOSLIOS .10} 18213 9q PINOM 12U B3 ‘DU O3 |[BLUS 3G P[NOM dISII B3, [edopy UORBAROW-03-)sIY
a0nd awayqng away urely

suonelonb pue sswayigns uipuodsaliod Yam sswayl urely 7 djqel



Experiences of unspecified kidney donor candidates in the UK 7

panunuo)

(AMAS) "©ON ¢ * 40 429139] B 0N "ON|, ,;|[E 3€ 3BY3 WoJj dn-mojjoj Aue 398 3,upIp NoA,
(AMAS) "Buiyaou ‘o], ,;UONEBWIUOD .10 49133] Ou ‘[eaidsoy aya wouy >deq swed Sulyaou 3Byl pres noA * * “1ey Sulyaou
sem aJay3 pue ‘AjPanjosqe yea, ,  * ‘asoddns | 3dniqeiq e 39y 3snl 3] "94q ‘A110s ‘AemAue 31 Op 3,UBD NOA ‘OU YO, ‘U SEM JBY3 PUE JOOP Y3 UMOYS JO Pup|Isn| sem | * * “3sn sem 3 uaya,

(@) "42yaoue pue 3uiya SUO pUE MOU| JSASU ABUI PUB MOUY| 3 UOP
AjeaJ | 3ey3 Apogawios 03 Asuphy Aw Buieuop aq | pjnoys Aym aw spensJad 01 Sui13 Jo qol poos A|[ea. & Op pIp 8y pUE ‘|jaMun Way3 Hjew 03 uos.ad |[am & uo Suneisdo aq pjnoys
10320p Ou 35N sIy3 BuIop 4O 3In0 NOAjjea 03 Sulkaa Anoy 3s.1y 3y3 puads 03 s1 qol Aw, sAes 3y Ul >j|em NOA SB UOOS SE UBYI PUE SINOY OMI INOGE SIXEI 3 ‘WIY YIIM MIIAIIUI U SEM
ss920.d a3 jo 1ued ‘AuaB.ans Aw pip oym [Yanou5] J| pue U op Nok Aym pueiasiapun a3inb 3,ued Asya asnesaq ‘oA Yam assuoy aq 03 [easapad e Jo 31q 9a31| & uo sn and Aoy uiys
(AAAS) "@ouess a3ue.as & )1 pawaas 3 ;31 Sulop
3 A194Es © A][E.1 3,USEAN 31 MOUD| | * * * PUE BJES SEAM 31 1BY) 9A31[3q 3,UpIP NOA J| 31 Op UOS
Aw 33| 3,up|noMm | ‘Yeak ||am, |1 s1 3sanu & Ji ‘1a8uels & 01 Asupp) Aw Aeme Sulaig Aq snojnaipls pue Aueuipaoeaixa A[219jdwod Suiyiswos Sulop | we ‘moud) nok * * a1 313y asnl |
anq 31 Buikes si uoissajo.d [edIpaw Y3 Ul SUOAISAS kY3 BulAeS 30U WE | ** 31 Op PINOYS Ajiwey I3y ey Aes 3,UpP|NOM 10 Ajiwey Jay 1o} ySnous poog s 31 Huly3 3,USS0Pp 3s.Inu & Ji,
(QAAS) YoJeasad 4O 31q 33| SIY3 YIIM PIAJOAUI US3Q I0U | PBY ‘PRIBII 3G IYSIW SM JUBIBHIP MOY JO JYSNOYI USAS 3ARY JSASU P|NOM | PUE ‘3 UOP
Aj@anjosqe | ‘yumaraaedwod 01 Suiyrou sAey | pue wa1sAs aya ul punodue Suneo|) a|doad wopued 1sna.e sauo d1sINAe 3y | “1eya 3,usiIsna4ay1 pue ‘ssado.d Jouop [eljiwe) e Suiaey
asua1u A|[ea. 9q 3snw 31 ‘mou| 3,uop | ‘Bupprayd dn BuiBuls suo ou si syl ‘Adualn ou s1 auay ‘aanssaud ou si auay asnedaq asnw Ayl ‘491ySnep J1dY1 o pep JIdY 4o JaY104q
1133 10j SuieUOP s1 oYM APOGaLIOS kY3 AJUSIDYIP S1O0W SN YIIM [e3P 1SN A3Y2 JUSISHIP 9 ISNWI I PUY/ ;yeasa.l siyd Sulop nok aae Aym [[am Supjuiyr 01108 | JuaJayip aq pinom
SOPNIIE J[BYI MOY JSPUOM BW D>BW WYSISPUIY YIIM ‘SSOP 3] PUE 3SIMIDUIO 3ARBY 3, UP[NOM | YDIYM 31 INOGE SUIy3 SW dpeW Sey 3| ‘siy3 jo 4ed Buiaq pue noA yaim Suijeap aduls ||9AA,
(Q) ".P!P | 38Ym InOqE BJBd Op A||EaJ Aoy 8Y3 3j94 | 3nq ‘|eaidsoy aya ul sausned puaepuess Jo s10] 3l| ulaq JjosAw a.edwod 01 9dUBYD BY3 PRY IDASU dARY |,
(Q) ".249ydsowne w.em Jo 110s AI19A B sem 1+ “A[pWwa.nxs auam a|doad pue Sunsausaul jo pun| A19A sem 1l * * auam a|doad os saseasip Asupp| peq
yaim 9|doad * * "Asuppy 4oy o|doad yaim pJaem B Ul Sem | *** SIYSIU 7 10} SISYI SEM | UIL3 | “1OJ PUBM B Ul SBM | ‘UOREISdO U PRy SBY OYM SUOAUE 33{1| 3SN[ ‘9SIN0D JO ‘SeM SUOAIDAT,
(@) "Buys swres ay3 op 03 uosJad Jay30 BUO 3IseS] 3B 93e4N0dUD ||IM ddUBLIadXD aARIsOd AW Jey3 Sjulyl 03 3I| PINOM 3sn| | ueaw |,
(Q) .op 03 Suiya dseIUR) B S 31 ‘9AI| 3.4,NOA 3|IYMm 1BUOP UEBD NOA ‘MOUd| NOA ‘1eya asijea. ajdoad axew 01 Adijgnd pood pasu s,
(AMS) “Jomsue 3yB1a a3 si ssend | 394324, Inq ‘yeak Ing
2And3dsJad [enpialpul A[.nd & Wo.yInq ‘SpusL pue Ajiuey AW Y3Im SJSLLIBq [BIDOS JO puly| 343 A|SNOIAGO wio.yduede sw
Jayloq
Alrejnon.ied 3, uop 3eya s8uiya s,24943 ;31 Op NOA3,Up[nom Aym, ‘Uonsanb Jey 03 SIDMSUE B3 JO BWOS D)j1| SSOIDE BWOD puE ssa30.1d 3y YSno.y usaq Buiaey Uesw | * 31 10jzZ OS
we | ‘9Andadsaad [ed130] A[24nd B WO.y 31 3n0GE SUIY3 | USYAA “31NINJ BY3 U1 ISPISUOD PINOM | 3UIYIBWOS 531 ‘A[23N|0SqYy PRA|OSS. A|933]dWOD 3W 10} 10U § 31 JBYI SSUSS B SEM OS[R131INg,
(@) "Bunuioddesip Apy3is s,31 [2A9] [euos.ad e uo 3snl Inq 3y INOGE SHN Y3 Ul ApogAue Bujwe|q 30U W] ‘Os 3IrqpPa3) AU
PeY J9A3U A, | ‘pauaddey 9jqLiia1 Buiyrswios 1o palp ays 3ey3 99 3ySiw 31 MON "APe| sIy3 wo.y SulyaAue 1o 19133| AUB pey JSASU 3A | B3 S| SW 10} Jusunuioddesip [euos.aad suo aya,
(AAAW) "39sdn 393 | uaya pue ureSe dn sdoud siya )1 uiyaswos [aun 31 Inoqe 393.40) pue 31 AINQ [[IM | PUEB SD0UY| € JO 3Iq S9M B UH[EI SBY WSIS3-J[3S AW JUIY3 | "YBIA,
(@) *.uo 3uio8 sem | suo aya o3 yred
Jua.ayIp APYSi|s B Uo Jo w135 A|[enade s 1 ‘9|A1sayl| UM AW Jo 511q Ao Jo 9|dnod & 93ueyd 01 SW pamol|e s 31 ‘Apuaayip A|939|dwod ‘mou Apusayip A|939]dwod ay1| 3& 00| 03 W
POMO]|E A][en1D. S| 3SOWD.I0) PUB 3S.11} DUI IO} DUOP SBY SIY3 IBYM * * "JUSWISILISISPUN UE JO 3G IOUIW B JO 1I0S B 3] p[Nom 3 ‘Buidueyd-a))| se ASupi| 93 BulreUOp S 9qLIDSDP O3 SeM |
(AMIW) .iuesw | 3eym mouj NoA 1yBnoys APOGAUE JBYM JUBAS|S.LII SEAM 31 UOISIDSP SU3 SpBW pey | 9duo Ing
“Buiyzswos
4o uos.ad |njuspuom e aue nok ‘YO, Aes pue ‘mou| oK ‘dn sw asiead 01 Apogawios 1oy 3ui0o| We | SHUIYI 3Y Yo *  * Huiyz 03 d|doad Juem ||13s NOA ‘Duo I NdIYIP AJ2A &SI ey,
(AMW) “dipy 01 psauem
[ sem | 3ey3 3uBM 3, UPIp | puE 38343 puE |npIapuoMm Sulyaswos Sulop sem | 3ySnoys | A3y | "passellequiy,
(AMIW) "sem 31 Buikes auom Aoya se [eap e Biq e 9jI| Wa3s 3,UPIP 31 PUB 2.43Y W AW 108 9AeY | 3]1ym ‘pooS Suiyaawos Sulop pue o) 19139q & Buipes| * * °Jo sAem pulj 03 Sulkn s
2eY3 ApOqaWIOs 1SN We | ‘esa.Js | J9YIO|, .10 B[9PUE) UOS[SN| BIOU WE | 38345 I8YI 10U WE |, 31| SEM 3]

9q p|noys ajdoad 3eys pue ssed0.1d 18818 © 5,31 Uiyl A|[ea1 noA op * * "9j1 3sni Jow sem 3 ‘Bt

SIA9.1 10 ureSe Sulop Inoge duiya p,| 18yl SuIyIBWOS S,

asn| | pue a|doad Auew os 93s | qof Aw ui ‘Aes | 31| asnedaq 1 Bulop 3

Buiood-ood 1sn( sem 11 ‘mous| no4 1 Sulop a.e ajdoad jo s10| 10 ‘op p|nod

dn-mojjo4

SUD[BW-UOISIDIP UO SIaquisw

wea) juejdsue.d Jo duANjuU|

sn3e3s Jusned;louoq
aue oym ajdoad yum
Ayzedws pue uondsuUUOd [UOSIRY

uoneuop
uedJo 10} 91D0ApPE UE 3ulwodag

aJnso|)

1daduod-jjas/uonoeysnes-jjas

wean juedsuey
ay3 yum diysuopeey

jusaned se Jouop ay |

Buiueaw
Suipuly ‘uopezi[enide-}as

a0nd

awayigng

sway3 urey

(ponunuo) - sjqeL



8 Mira Zuchowski et al.

*dno.8 UMEJIPYIIM-|9S DY) Ul S[ENPIAIPUI SRIOUSP JAAS PUE dNOIS UMEIPYIIM A|[BDIPaLl B3 Ul S|ENPIAIPUI $930USP OAAIA ‘dN0J3 paieuOp SU3 Ul S[ENPIAIPUI S9I0UBP ( “910N

(AMS) "oWw wo.y parowa.l
U99q peY UOISIDAP 343 YSNOY3 SE 33 9ARY 3,UP|NOM | * * “YSNOY) SE [99) P|NOM | UaY) A|uleIad pue suoyd sy J9A0 LByl 938)-01-98) 19d1U sI BUIYIAIaAD asnedaq * * Jeyy
SJUIY3 | PUB SN L3IM [E3 B SABY PUE Ul 3WOD pjnoys noK ‘a.idxa o1 8ulod a.e 51593 UnoA, Aes 03 Buliidxa 3591 AW JO PESUE YIUOW B 10 SHO9M OMI SEM 3] JSYIDYM ‘MO NOA
‘9dUBApE Ul |[ed duoyd B Sem Pabji| 9ABY P|NOM | 3BYM " * "9ARY A|qeqoad pjnom | SuljjaAe.d jo Sdurasip ay3 231dsap juiy3 | pue yoeoadde jo pupy uewiny sJow e pa.iasa.d aaey pjnom |,
(AMIW) "2403q 39U JaA3U peyY | A|SNOIAGO oYM 3siSojo3BWSRY B3 L3im Juswnulodde Aw pey | 240j3q $HP9M ¢ J0j Suniem 313y Jes
| pue | 38 9jdoad A3upi| 9Y3 Y3IM 30€IUOD OU PRy | “J0IBUIPIOOD 9S.INU IOUOP 33 Wo.y 3e|d U Es SARY pjnoys uonelado ays Jaaye Aep ays ||ed & wo.y 1ede ‘Buiyiou pey | uayl o,

aaond

awayigng aways urely

(panunuod) -z ajqeL



Experiences of unspecified kidney donor candidates in the UK 9

responsibility, as discussed above, while the overriding factor, was not the only motivator
in the calculus; they also thought pragmatically about the decision, were confident in their
health, and presented as extremely determined individuals.

Pragmatism

This subtheme captured a particular attitude that presented as extremely analytical,
objective, and logical. Donating a kidney was not seen as a big sacrifice but rather it was a
logical thing to do because they only needed one. Logic also provided a means of
rationalizing perceived risk.

Confidence in physical health

Participants were confident at the beginning of the workup process that they were
sufficiently healthy and physically resilient to overcome any risks associated with
donation, and tended to underestimate risks in relation to the rewards. For all groups,
those who mentioned the medical risks of donation either downplayed them or weighted
them in favour of the positive impact on the recipient. They appeared to have a stable and
confident disposition that drove their behaviour. For the medically withdrawn group,
confidence in their physical health was eroded after they were withdrawn from the
process; they began the programme with the assumption that they were sufficiently fit,
and their exclusion was usually due to a previously unknown medical condition. For many
participants, this impacted their self-concept as a healthy individual. For the self-
withdrawn group, two individuals realized through the screening process that the risk
was greater than they initially thought given their current state of physical health. They
expressed concerns about the impact of aging on their future physical health and on their
general resilience to illness.

Test of determination/commitment

Participants from all three groups saw the intensive workup process as a challenge that
tested their determination and persistence to continue. For completed and medically
withdrawn participants, their motivation outweighed the challenges and obstacles that
were put in their path. Some members of the self-withdrawn group, on the other hand,
were evidently more deterred by the obstacles and inefficiencies in the process; this
appears to reflect alesser degree of determination as all participants were confronted with
similar obstacles. There were some discussions around staff members trying to ‘put
people off’ by accentuating the difficulties and risks. While some participants felt that
some of this was inappropriately negative, many participants understood the ethical
necessity for both the positives and negatives to be presented objectively. There was some
uncertainty among participants as to whether the obstacles and delays in the recruitment
process (e.g., difficulties contacting the coordinator, multiple visits for different purposes
when they could have been combined) were deliberate tests of commitment as opposed
to simple disorganization or lack of coordination.

Theme 3: Support

This theme included how the individual was supported, including approval/disapproval
from others, whether this support was seen as necessary, and the extent to which it was
material to the donor.
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Lack of support from family

This included conflict or opposition to their donation. For those who self-withdrew,
family conflict, negative opinions or expressions of concern were common factors in the
decision. For example, some families pointed out that a family member might need the
organ in the future. This type of disagreement was also present within the group who
donated, further reflecting the high level of determination within that group.

Privacy and disclosure of decision-making

Many participants kept their intention to donate to themselves or only disclosed it within
their immediate social network (partner and/or family). They reported great confidence in
their decision from the outset and did not actively seek support or approval from others.
Furthermore, many did not see a need for their families to be in contact with the transplant
team and seemed surprised at the suggestion. Across groups participants tended to only
share their intention to donate with their immediate social circle to start with and this
broadened as they progressed through the process.

Opposition from partners and immediate family was an important reason for self-
withdrawal. Those in the donated group often did not tell their loved ones, or deliberately
told them late in the process, so as not to be influenced by negative feedback. Informing
loved ones was seen as a necessity once they had completed the workup process as they
would have to explain why they would be absent from work or social gatherings. Some
participants expressed indifference when asked about the reactions of family and friends
as they felt this was unimportant and irrelevant.

Practical and emotional support

‘While many of those who donated reported that they informed their loved ones of their
decision to donate quite late in the process, many were subsequently grateful for their
support, especially after donation, with tasks such as shopping, cooking, and travelling.
Often those who donated did not anticipate how much they would rely on others. Many
reported having had no previous experience with surgery, therefore little understanding
of what support they might need.

Concern about social judgements/approval

Some participants were concerned that their motives would be misinterpreted as self-
serving or self-aggrandizing. Others simply disliked being put on a pedestal for doing
something that they perceived to be relatively straightforward and for which they had not
sought the approval of others. Some participants feared or disliked being judged as ‘mad’
or not rational. Among those that self-withdrew, there was concern that others would
think they were never serious about donating, were just seeking approval, or lacked
resolve.

Theme 4: Self-actualization, finding meaning

Self-actualization referred to feelings about the outcome of the donation, the sense of
personal accomplishment derived from it and implications of incompleteness for self-
esteem and closure.
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Self-satisfaction/self-concept

Those who donated for the most part felt a sense of personal accomplishment, growth,
improved self-concept, or pride. For some, it was a profound learning experience which
caused them to re-evaluate aspects of their lives such as their future career path. The sense
of personal accomplishment was related to knowing about the outcome of their donation,
whether or not they received correspondence from the recipient, how smoothly their
process and recovery had been and what type of recognition they received from their
family, social circle, or the transplant community.

Some donors were reticent to talk about accomplishment, downplayed the altruistic
aspect of the experience, or denied it had much impact on their lives. For many
participants in the medically withdrawn or self-withdrawn groups, lack of completion
negatively impacted their sense of self-actualization. Withdrawing from the programme
often caused feelings of guilt and upset and impacted on individuals’ self-esteem. For
some, there was a need for emotional support to process the experience. Although some
expressed relief about not having to go through the operation, there was an overall feeling
of disappointment and guilt.

Closure

Some donors felt that information about the recipient or a tangible object such as a letter
was important for a sense of accomplishment and closure. Some medically withdrawn or
self-withdrawn participants lacked closure because there was inadequate follow-up from
the transplant team, and this greatly affected some individuals. Lack of closure was felt for
along time, sometimes as long as a year after the experience. Some in the self-withdrawn
group hoped to re-enter the programme, thus choosing not to experience closure by not
completely ruling out future involvement.

Becoming an advocate for organ donation

Many donors went on to become advocates for unspecified donation. Some became
involved in the transplant community while others gave interviews on TV, radio, and print
media. These donors believed that having had this experience and sharing it with others
made them more credible as advocates or spokespeople for donations. Many had
previously donated blood or intended to be deceased organ donors, and this experience
reinforced their commitment. In all groups, many participants emphasized the need to
promote unspecified donation and felt it should be more broadly known so that others
might also consider donating.

Theme 5: The donor as patient

This theme relates to the complexity of the donor’s role vis-a-vis the transplant team, their
experience as a healthy person voluntarily undergoing a medical procedure, or
envisioning themselves as a patient.

Personal connection and empathy with people who are ill

For donors, the experience of being a patient awoke them to some of the reality of kidney
disease. Some talked about connecting with kidney patients on the ward during recovery.
Many participants who did not proceed to donation still saw themselves as patients while
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going through the screening process or visualized a scenario where they did become a
patient.

Donor/patient status

Living donation is sometimes viewed as converting healthy individuals into patients.
Responses varied when donors were asked if they were treated specially or differently to
other patients, with many having not thought about it before being asked as part of the
interview. It was noted that by being previously healthy they had nothing to compare the
donation experience to. Some remarked that they felt appreciated while others felt they
were treated no differently from any other patient.

Theme 6: Relationship with the transplant team
This encompassed the entire process and highlighted key issues related to the role of the
transplant team.

Influence of transplant team members on decision-making

Overall there was a lack of consistency in the information provided by different staff
members and at different transplant centres, particularly related to the degree of
encouragement. Participants in the withdrawn groups reported that surgeons in
particular communicated negative messages about preferring not to operate on healthy
individuals or subject them to unnecessary risks. This led to one individual withdrawing
from the programme. One nurse opined that she probably wouldn’t let a member of her
family undergo unspecified donation. Those who had donated said that for the most part,
interactions with the transplant team were positive and encouraging. Further encour-
agement was not needed from transplant staff once the decision to donate had been made.
On the whole, most donors remarked on the teams’ professionalism and their
dispassionate way of laying out the process and risks. The least positive relationships
were between participants and surgeons.

Follow-up

The withdrawn groups predominantly felt they were left without sufficient follow-up to
deal with the emotional or psychological consequences of not completing the process.
Some expressed the wish for a letter or face-to-face interaction acknowledging that they
had at least attempted to become donors. Some participants in the medically withdrawn
group felt that their withdrawal was not properly explained by the team; there was either
miscommunication or lack of adequate communication. One person who self-withdrew
felt that the response from the team could have been less matter-of-fact and more sensitive
to their psychological needs.

Many donors noted a difference in how they were treated before and after surgery. In
contrast to the laborious process they went through before the donation, after surgery
donors were admitted to a general surgical ward and treated similarly to other surgical
patients. This gave some donors a heightened appreciation for what they had done,
especially if they had never been in hospital before. Although most donors didn’t want
special treatment, they did look for some sort of recognition or acknowledgment from
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medical staff. In follow-up appointments, some felt that there was insufficient time to
address complications and have their needs fully supported.

Discussion

The aim of this study was to compare experiences of the UKD programme for individuals
who donated, those who self-withdrew and those who were withdrawn by the transplant
team. It provides an in-depth qualitative analysis of 35 interviews and is currently the
largest study of its kind regarding UKD. It is the first study to fully explore withdrawn
donors’ perceptions, and the emergent themes provide direction for both further research
and clinical practice, both of which will improve outcomes and enhance the experience
for all those who embark on UKD, regardless of the outcome.

One of the most significant findings of this study relates to donors who withdrew
voluntarily or were medically withdrawn. Some participants in the medically withdrawn
group expressed the view that their exit from the programme was not dealt with
sensitively by the transplant team. Many in the self-withdrawn group reported feeling that
their initial commitment and investment in the programme was not acknowledged or
valued. Members of both withdrawn groups noted the lack of a human approach and some
reported that they felt the emotional consequences even ayear later. For some, this lack of
closure was a source of significant distress and created negative feelings about the entire
process, which inevitably will colour the way they portray it to others. This residual regret,
in clear contrast to the general feelings of accomplishment and satisfaction among the
donated group, is often overlooked by transplant teams. More thought should be given to
creating a proper end point for these groups, such as a letter of appreciation
acknowledging their positive intentions and their investment in the process. The
contribution of all living donors is acknowledged by National Health Service Blood and
Transplant (NHSBT) after donation, and therefore, acknowledgement from the individual
transplant team is not usually considered necessary.

Atthe same time, it is critical that medical teams manage expectations from the point of
first contact. It should be made clear to potential donors that the process may not result in
donation and they must be prepared for the possible disappointment and psychological
distress this might incur. This approach capitalizes on the autonomy of self-withdrawn
donors by encouraging them to take ownership of their decision and create their own
sense of closure. In this way, the team can be sensitive to their feelings while at the same
time managing any expectations of further support beyond what health care systems can
reasonably provide. Additionally, potential donors should be informed about the
transactional nature of surgery and that the intense relationship with the transplant team
is transitory.

Findings from the completed and medically withdrawn groups support previous UKD
research (Clarke, Mitchell, & Abraham, 2014; Massey et al., 2010; Tong, Chapman, Wong,
& Craig, 2013) that demonstrates prospective UKDs to be both empathic and highly
determined individuals who take leadership in their decision-making and care very much
about the needs of others. Previous research has also indicated that the rapid growth of
interest in UKD has been influenced heavily by media promotion (Maple etal., 2014)and a
heightened empathetic response to such campaigns may explain why some individuals
come forwards as potential UKDs. They appear to have a stable disposition that drives
their behaviour; they tend to stick with their decisions and will only change in deference
to greater expertise. Those presenting as potential UKDs are confident in their physical
health and underestimate risk in relation to reward. Rudow (2012) describes this as ‘blind
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trust’ and notes that this determination has both positive and negative connotations.
‘While it can give donors the necessary drive to go through with donation, it also means
that they may not use the evaluation period to reflect carefully on the potential risks and
impacts in relation to potential rewards (Rudow, 2012). That is, the determination that
motivates donors may also shade their judgement and short-circuit what should be a
necessary period of reflection and evaluation. Clinicians should keep this in mind when
dealing with potential donors and find ways to ensure that donors demonstrate
comprehension of the risks and potential impacts of UKD in their particular circum-
stances. Ideally a period of evaluation or deliberation should be built into the process
without lengthening it unduly, since the long duration of the workup is already a source of
dissatisfaction for some.

Our data further reiterate findings from other studies that many living donors make
their decision to donate instantly (Andersen et al., 2005; Brown et al., 2008; Gill & Lowes,
2008; McGrath, Pun, & Holewa, 2012), prompted by moral inclinations which are
reinforced through rational deliberation. They are pragmatic in that once they identify a
problem, they are motivated by their moral commitment to act upon it. Those who go
through with donation or are medically withdrawn have high determination from the very
beginning of the process, with relatively little consideration of the consequences. They
therefore need less support in terms of decision-making but may benefit more from
support for the physical, practical, and psychosocial impacts of the process, in addition to
a more deliberate approach to helping them analyse the risks and burdens. This study
demonstrated a lack of consistency in the information provided by different practitioners
and transplant centres. This underlines the need, already identified in the literature, for a
more standardized approach towards patient communication (Tong et al., 2013).

Transplant professionals have anecdotally stated that psychological screening (as
opposed to medical evaluation) should occur earlier in the workup process [REF:
Donating a Ridney to a stranger: Are bealthcare professionals facilitating the journey?
Results from the BOUnD Study — manuscript in preparation]. However, this study has
shown that those who are medically withdrawn or self-withdraw generally do not do so
because of a psychological issue. Social reasons, such as opposition from loved ones, are
reported to play a significant role. Early direct questioning and identification of potential
social issues may forestall unnecessary medical tests and consultations. The medical team
could strongly suggest that potential donors discuss their intention to donate with family
earlier on in the process, in order to flag concerns that may prove decisive. In suggesting
this, we emphasize that the absence of support is not necessarily a red flag; however, the
presence of active opposition may possibly be and for this reason warrants further
investigation. For those with no immediate social issues, the mental health assessment
may take place at any time, as it will result in only a small proportion withdrawing from the
study, but it should not be used as the first opportunity to ask about social concerns.

This study probes the issue of the extent to which UKD can be described as an altruistic
act and the implications for ensuring the most positive experience for donors. While some
studies report that donors derive significant psychological benefit from going through the
UKD process (Boas, 2011; Clarke et al., 2014; Dor et al., 2011), overall the evidence to date
is mixed: quantitative retrospective studies, while revealing an absence of psychological
harm, fail to demonstrate a benefit for UKDs. Maple et al. (2017) found that psychological
outcomes were equivalent for specified kidney donors and UKDs. While the present study
demonstrated that completed donors found psychological benefit in completing the
process, further prospective research is warranted to further document this. We hope that
the prospective questionnaire study being conducted as part of BOUnD will help address
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this gap in the literature. Although being motivated by social decency, utilitarianism and
an abstract desire to do good for others, donors also act out of genuine empathy for the
recipient. The benefit UKDs receive derives not just from knowing they did a good deed,
but also from the acknowledgement they receive for it. Many UKDs only attain the highest
level of self-satisfaction when they receive affirmation from the recipient (Maple et al.,
2017; Slaats et al., 2018). Lack of recognition (e.g., a letter of thanks) impacts the level of
satisfaction they ultimately feel from the process. The clinical implication for this is that
donors ought to be forewarned from the outset that this is not always possible (the
recipient may not be able to respond directly, or they may have difficulty putting their
gratitude into words) and they may find this more difficult than they anticipate.

While Clarke et al. (2014) emphasize the importance of social relationships on the
process and outcomes of UKD, we think the implications of social support need to be
studied further with a view to tailoring a more individualized approach for each potential
donor. It is a common assumption that a strong support group is needed for successful
donation; however, our findings do not necessarily affirm this. A perceived lack of social
support should not be an absolute contraindication for donation. It is possible that the
same strong sense of autonomy and determination motivating some UKDs means that
these individuals may not need the level of social support that transplant professionals
assume. The scant existing literature on personality profiles and organ donation, primarily
assessing personality traits several years after the donation, indicates that living kidney
donors tend to show more adaptive personality traits and a high level of agreeableness,
conscientiousness, and extroversion compared with the general population (Pollmann
etal., 2017; Rudow, Iacoviello, & Charney, 2014). Given what we know about the stability
of personality traits, this retrospective data may indicate why external validation from
social networks is of less importance in the UKD population. This is an important area for
further research in order to zero in on criteria for successful donations. Overall, our
findings suggest that the issue of social support may be less important than previously
assumed and that time spent delving into this during donor workup might be more
profitably used in other ways. Previous studies have demonstrated that social support
decreases after specified donation; however, this does not appear to have negative
implications upon other post-operative psychosocial outcomes, which largely stay static
(Maple et al., 2017).

Future studies might further explore the complexity of how to categorize and treat this
group in order to manage their expectations better. While the uniqueness of UKDs is
obvious to transplant professionals, their distinction from other surgical patients may
require a more explicit explanation to potential UKDs. Emphasizing the fact that they are
fitand healthy people who are turned into patients (a phenomenon not seen elsewhere in
the health service) may help them to understand the reservations that may be held by
some of the transplant team, and to appreciate why the process is so rigorous and may
sometimes be perceived as onerous. Clarke et al. (2014) describe the phenomenon of ‘the
paradox of being the ‘unobvious patient”. Participants must also be prepared for the
possibility that the process may ‘harm’ them in some way; either physically by subjecting
them to an operation they do not need or emotionally by uncovering a medical problem
they were previously unaware of. Some UKDs have reported not identifying with the role
of being a patient, but rather would be categorized as part of the transplant team. We feel
that it is imperative that they continue to be classed as patients, primarily because the duty
of care between the transplant team and UKDs is paramount and cannot be jeopardized.

Furthermore, the findings of this study corroborate evidence from the literature of
negative attitudes among some medical professionals towards UKDs, suggesting that their
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wish to donate is a form psychopathology (Clarke et al., 2014). Although there was no
overt evidence of this attitude here, some members of the self-withdrawn group did report
that their decision was influenced by the perceived negative opinion of their surgeon
regarding the advisability of voluntarily undergoing major surgery. This finding underlines
the necessity for a consistent approach that provides candidates with all the necessary
clinical information in a non-prejudicial manner. Medical staff should be vigilant about not
communicating their subjective opinions in this regard. If there is genuine concern about
psychopathology, then this should be referred to the mental health professional on the
team, who is in the best position to assess the candidate’s psychological suitability.
Conversely, if practitioners are expressing negative opinions about UKD in order to test
the candidate’s commitment, they must be mindful that doing so may eliminate donors
who are highly motivated but also conscientious and highly influenced by authority and
expertise.

A final interesting finding was that the post-operative recovery in hospital gave some
donors a greater sense of empathy and identification with patients living with kidney
disease; their abstract empathy became more real as they recognized their own physical
vulnerability and shared that experience with people who were actually ill with the
disease. This could be seen as one of the possible unanticipated psychological rewards of
donation. Overall, there should be greater emphasis on ensuring that donors and
transplant professionals fully understand and anticipate the range of possible physical and
emotional consequences for UKDs and develop efficient strategies for mitigating them.
One possibility would be to give donors the opportunity to be in contact with previous
donors who could potentially act as expert donors guiding them through the process.

Limitations

One of the limitations of this study was that the interviews were conducted up to one year
after the UKD workup and donation experience. Selecting individuals beyond a three-
month time point permitted those who had donated time to recover from their surgery
and to provide all participants with time to reflect upon their experiences. Some
individuals had difficulty remembering specific details of their experience and there is the
potential of recall bias. A second limitation is the lack of racial and ethnic diversity in the
sample; however, in the United Kingdom those coming forward as potential UKDs are
predominantly White (Maple et al., 2017) and this racial homogeneity is reflected in our
sample. Nonetheless, it cannot be assumed that the findings of this study apply to other
racial and ethnic groups. If we hope to promote UKD among Black and Asian minority
ethnic groups (BAME), it would be helpful to try to enrol a more diverse sample for future
projects (Living Donor Kidney Transplantation, 2014: A UK Strategy, 2020).

Conclusion

This study describes the motivations and experiences of individuals presenting as
potential unspecified kidney donors; some of whom went on to donate and some of whom
were withdrawn or withdrew themselves from the programme. The main findings of this
study reinforce that completed UKDs on the whole have a positive experience and find
fulfilment in the process, with no harm to either their physical or psychological health.
The experience for self-withdrawn and medically withdrawn individuals, however,
indicates a degree of distress that needs to be better addressed by transplant teams in order
to support these individuals and forestall negative feedback that might endanger the UKD
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programmes. For all groups, it is critical to develop a strategic approach to managing
expectations from the outset in order to prepare them for all the possible outcomes and
their associated emotions. A specific suggestion for those not proceeding to donation
would be a standardized letter of acknowledgment. For the donated group, consideration
should be given to building in a period of reflection in order to address their tendency to
downplay risks and under-anticipate burdens. For all groups, the implications of social
support or lack thereof need to be further assessed in an individualized manner. Current
clinical guidelines must take these findings into account in order to develop proactive
rather than reactive strategies that serve the needs of all UKD participants, whether or not
the process culminates in a successful donation.

Acknowledgements

The study team would like to thank the Give a Kidney charity for their contribution to patient
and public involvement for this project.

Funding

All authors have been completely or partially funded by the National Institute for Health
Research (Health Service and Delivery Research programme) (project number 13/54/54).
This research grant is to support a longitudinal prospective study addressing a number of
different aspects of unspecified kidney donation. The funder had no involvement in the
preparation of this manuscript.

Conflicts of interest

All authors declare no conflict of interest.

Author contributions

Mira Zuchowski (Data curation; Formal analysis; Methodology; Resources; Software;
Validation; Visualization; Writing — original draft; Writing — review & editing) Nizam
Mamode (Conceptualization; Funding acquisition; Methodology; Project administration;
Supervision; Validation; Visualization; Writing — review & editing) Heather Draper
(Writing — review & editing) Peter Gogalniceanu (Investigation; Writing — review &
editing) Sam Norton (Methodology; Supervision; Writing — review & editing) Joseph
Chilcot (Methodology; Supervision; Writing — review & editing) Alexis Clarke (Investi-
gation; Writing — review & editing) Lynsey Williams (Investigation; Writing — review &
editing) Timothy Auburn (Investigation; Writing — review & editing) Hannah Maple
(Conceptualization; Data curation; Formal analysis; Funding acquisition; Methodology;
Project administration; Supervision; Validation; Visualization; Writing — original draft;
Writing — review & editing).

Data Availability Statement

The data that support the findings of this study are available on request from the corresponding
author. The data are not publicly available due to privacy or ethical restrictions.



18  Mira Zuchowski et al.

References

Andersen, M. H., Mathisen, L., Oyen, O., Wahl, A. K., Hanestad, B. R., & Fosse, E. (2005). Living
donors’ experiences 1 wk after donating a kidney. Clinical Transplantation, 19(1), 90-906.
https://doi.org/10.1111/j.1399-0012.2004.00304.x

Attride-Stirling, J. (2001). Thematic networks: An analytic tool for qualitative research. Qualitative
Research, 1(3), 385-405. https://doi.org/10.1177/146879410100100307

Boas, H. (2011). Where do human organs come from? Trends of generalized and restricted altruism
in organ donations. Social Science & Medicine, 73, 1378-1385. https://doi.org/10.1016/j.socsc
imed.2011.07.028

Boyatzis, R. E. (1998). Transforming qualitative information: Thematic analysis and code
development. (29-70). Thousand Oaks, CA: Sage Publications Inc.

Braun, V., & Clarke, V. (2006). Using thematic analysis in psychology. Qualitative Research in
Psychology, 3(2), 77-101. https://doi.org/10.1191/1478088706qp0630a

Brown, J. B., Karley, M. L., Boudpville, N., Bullas, R., Garg, A. X., & Muirhead, N. (2008). The
experience of living kidney donors. Health and Social Work, 33(2), 93—100. https://doi.org/10.
1093/hsw/33.2.93

Bryman, A., & Burgess, R. G. (1994). Reflections on qualitative data analysis. In Analyzing
qualitative data (pp. , 216-226).London: Routledge.

Burnapp, L., Van Assche, K., Lennerling, A., Slaats, D., Van Dellen, D., Mamode, N., ... Dor, F.J. M. F.
(2019). Raising awareness of unspecified living kidney donation: an ELPAT* view. Clinical
Kidney Journal, 13(2), 159—165. https://doi.org/10.1093/ckj/sfz067

Clarke, A., Mitchell, A., & Abraham, C. (2014). Understanding donation experiences of unspecified
(altruistic) kidney donors. British Journal of Health Psychology, 19(2), 393—408.

Clemens, K. K., Thiessen-Philbrook, H., Parikh, C. R., Yang, R. C., Karley, M. L., Boudyville, N., ...
Garg, A. X. (2006). Psychosocial health of living kidney donors: A systematic review. American
Journal of Transplantation, 6, 2965-2977 . https://doi.org/10.1111/j.1600-6143.2006.01567.x

Dor, F. J. M. F., Massey, E. K., Frunza, M., Johnson, R., Lennerling, A., Lovén, C., ... Weimar, W.
(2011). New classification of ELPAT for living organ donation. Transplantation, 91(9), 935—
938. https://doi.org/10.1097/TP.0b013e3182129236

Gare, R., Gogalniceanu, P., Maple, H., Burnapp, L., Clarke, A., Williams, L., ... Mamode, N. (2017).
Understanding barriers and outcomes of unspecified (non-directed altruistic) kidney donation
from both professional’s and patient’s perspectives: Research protocol for a national multicentre
mixed-methods prospective cohort study. British Medical Journal Open, 7(9), €015971.
https://doi.org/10.1136/bmjopen-2017-015971

Gill, P., & Lowes, L. (2008). Gift exchange and organ donation: Donor and recipient experiences of
live related kidney transplantation. International Journal of Nursing Studies, 45, 1607-1617.
https://doi.org/10.1016/j.ijnurstu.2008.03.004

Specific Considerations in Directed and Non-directed Altruistic Donation. Guidelines for Living
Donor Kidney Transplantation. (2018).4(215-217). United Kingdom: British Transplantation
Society. https://bts.org.uk/wp-content/uploads/2018/07/FINAL_LDKT-guidelines_June-2018.pdf.

Joffe, H. (2011). Thematic analysis. D. Harper & A. R. Thompson. Qualitative Research Methods in
Mental Health and Psychotherapy: A Guide for Students and Practitioners. (p. 209-223).
United Kingdom: Wiley.

Kuper, A., Lingard, L., & Levinson, W. (2008). Critically appraising qualitative research. BMJ, 337,
a1035. https://doi.org/10.1136/bmj.a1035

Living kidney donation in black and Asian minority ethnic groups (BAME). Living Donor Kidney
Transplantation 2020: A UK Strategy. (2014) ( 4-5). United Kingdom: NHS Blood and
Transplant. https://nhsbtdbe.blob.core.windows.net/umbraco-assets-corp/1434/1dkt_2020_
strategy.pdf

Lopes, A., Frade, I. C., Teixeira, L., Oliveira, C., Almeida, M., Dias, L., & Henriques, A. C. (2011).
Depression and anxiety in living kidney donation: Evaluation of donors and recipients.
Transplant Proc, 43(1), 131-136. https://doi.org/10.1016/j.transproceed.2010.12.028


https://doi.org/10.1111/j.1399-0012.2004.00304.x
https://doi.org/10.1177/146879410100100307
https://doi.org/10.1016/j.socscimed.2011.07.028
https://doi.org/10.1016/j.socscimed.2011.07.028
https://doi.org/10.1191/1478088706qp063oa
https://doi.org/10.1093/hsw/33.2.93
https://doi.org/10.1093/hsw/33.2.93
https://doi.org/10.1093/ckj/sfz067
https://doi.org/10.1111/j.1600-6143.2006.01567.x
https://doi.org/10.1097/TP.0b013e3182129236
https://doi.org/10.1136/bmjopen-2017-015971
https://doi.org/10.1016/j.ijnurstu.2008.03.004
https://bts.org.uk/wp-content/uploads/2018/07/FINAL_LDKT-guidelines_June-2018.pdf
https://doi.org/10.1136/bmj.a1035
https://www.odt.nhs.uk/odt-structures-and-standards/key-strategies/living-donor-transplantation-strategy-2020/
https://www.odt.nhs.uk/odt-structures-and-standards/key-strategies/living-donor-transplantation-strategy-2020/
https://doi.org/10.1016/j.transproceed.2010.12.028

Experiences of unspecified kidney donor candidates in the UK 19

Maple, H., Chilcot, J., Burnapp, L., Gibbs, P., Santhouse, A., Norton, S., ... Mamode, N. (2014).
Motivations, outcomes, and characteristics of unspecified (nondirected altruistic) kidney donors
in the United Kingdom. Transplantation, 98(11), 1182-1189. https://doi.org/10.1097/tp.
0000000000000340

Maple, H., Chilcot, J., Weinman, J., & Mamode, N. (2017). Psychosocial wellbeing after living kidney
donation — a longitudinal, prospective study. Transplant International, 30(10), 987-1001.
https://doi.org/10.1111/tri. 12974

Maple, H., Draper, H., Gogalniceanu, P., Burnapp, L., Chilcot, J., & Mamode, N. (2020). Donating a
kidney to a stranger: A review of the benefits and controversies of unspecified kidney donation.
Annals of Surgery, 272, 4547 . https://doi.org/10.1097/SLA.0000000000003855

Massey, E. K., Kranenburg, L. W., Zuidema, W. C., Hak, G., Erdman, R. A. M., Hilhorst, M., . . . Weimar,
W. (2010). Encouraging psychological outcomes after altruistic donation to a stranger.
American Journal of Transplantation, 10, 1445-1452. https://doi.org/10.1111/j.1600-6143.
2010.03115.x

McGrath, P., Pun, P., & Holewa, H. (2012). Decision-making for living kidney donors: An instinctual
response to suffering and death. Mortality, 17(3), 201-220. https://doi.org/10.1080/13576275.
2012.696356

Padrao, M. B., &Sens, Y. A. S. (2009). Quality of life of living kidney donors in Brazil: An evaluation by
the short form-36 and the WHOQOL-bref questionnaires. Clinical Transplantation, 23(5), 621—
627. https://doi.org/10.1111/§.1399-0012.2009.01048.x

Pollmann, 1., Gueler, F., Mikuteit, M., Nohre, M., Richter, N., Weissenborn, K., & de Zwaan, M.
(2017). Adaptive personality traits and psychosocial correlates among living kidney donors.
Frontiers Psychiatry, 8, 210. https://doi.org/10.3389/fpsyt.2017.00210

Rudow, D. L. (2012). Experiences of the live organ donor: Lessons learned pave the future.
Narrative Inquiry in Bioetbics, 2(1), 45-54. https://doi.org/10.1353/nib.2012.0004

Rudow, D. L., Iacoviello, B. M., & Charney, D. (2014). Resilience and personality traits among living
liver and kidney donors. Progress in Transplantation, 24(1), 82-90. https://doi.org/10.7182/
pit2014448

Shrestha, A., Shrestha, A., Vallance, C., McKane, W. S., Shrestha, B. M., & Raftery, A. T. (2008).
Quality of life of living kidney donors: A single-center experience. Transplant Proc, 40, 1375—
1377. https://doi.org/10.1016/j.transproceed.2008.03.132

Slaats, D., Lennerling, A., Pronk, M. C., van der Pant, K., Dooper, I. M., Wierdsma, J. M., . . . Massey, E.
K. (2018). Donor and recipient perspectives on anonymity in kidney donation from live donors:
A multicenter survey study. American Journal of Kidney Diseases, 71(1), 52—64. https://doi.
org/10.1053/j.ajkd.2017.07.014

Tong, A., Chapman, J. R., Wong, G., & Craig, J. C. (2013). Living kidney donor assessment:
challenges, uncertainties and controversies among transplant nephrologists and surgeons.
American Journal of Transplantation, 13, 2912-2923. https://doi.org/10.1111/ajt.12411

Tong, A., Sainsbury, P., & Craig, J. (2007). Consolidated criteria for reporting qualitative research
(COREQ): A 32-item checklist for interviews and focus groups. International Journal for
Quality in Health Care, 19, 349-357. https://doi.org/10.1093/intqhc/mzm042

Received 22 July 2020; revised version received 23 December 2020

Supporting Information
The following supporting information may be found in the online edition of the article:

Figure S1. Thematic schema: interactions between themes and sub-themes among
donor groups.



https://doi.org/10.1097/tp.0000000000000340
https://doi.org/10.1097/tp.0000000000000340
https://doi.org/10.1111/tri.12974
https://doi.org/10.1097/SLA.0000000000003855
https://doi.org/10.1111/j.1600-6143.2010.03115.x
https://doi.org/10.1111/j.1600-6143.2010.03115.x
https://doi.org/10.1080/13576275.2012.696356
https://doi.org/10.1080/13576275.2012.696356
https://doi.org/10.1111/j.1399-0012.2009.01048.x
https://doi.org/10.3389/fpsyt.2017.00210
https://doi.org/10.1353/nib.2012.0004
https://doi.org/10.7182/pit2014448
https://doi.org/10.7182/pit2014448
https://doi.org/10.1016/j.transproceed.2008.03.132
https://doi.org/10.1053/j.ajkd.2017.07.014
https://doi.org/10.1053/j.ajkd.2017.07.014
https://doi.org/10.1111/ajt.12411
https://doi.org/10.1093/intqhc/mzm042

