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Assessment of donor satisfaction as an essential
part of living donor kidney transplantation: an
eleven-year retrospective study
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Transplantation from the unselfish donation of living
kidney donors (LKDs) is the best treatment for end-
stage renal disease. Living kidney donation (LKDo) also
helps overcome the shortage of organs from deceased
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Living kidney donors seem highly satisfied with donation. However, previ-
ous studies measure satisfaction by a single-item or by simply questioning
donors’ willingness to donate again or to recommend living donation.
With the aim of analyzing whether satisfaction with donation is a multidi-
mensional construct, thus allowing a more specific characterization of dis-
satisfied donors, 332 living kidney donors (2005-2015) answered a
renewed version of the European Living Donation and Public Health Pro-
ject satisfaction survey. Exploratory factor-analyses suggested that satisfac-
tion was composed of three-factors: violation of donors’ expectancies
about donation; interference of donation on daily activities, and pain and
discomfort. Donors reported high levels of satisfaction. However, cluster-
analysis identified a subgroup characterized by a higher discrepancy
between the expected and the actually experienced during donation, higher
interference on daily activities, and higher pain and discomfort. Most of
them considered that hospital discharge was premature, suffered economic
losses and perceived worse health outcomes of their recipients. Single ques-
tions assessing donors’ willingness to donate again or to recommend living
donation were unable to differentiate between clusters. In summary,
donor’s satisfaction seems better characterized by three dimensions than by
single questions.
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donors, prolonged time wuntil transplantation, and
reducing morbidity and mortality rates [1]. After more
than five decades of experience, LKDo seems to be the
best option in terms of cost-efficiency for the healthcare
system and posttransplant recipient outcomes such as
quality of life [2—4].
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Assessment of donors’ satisfaction seems necessary,
both from an ethical and a moral point of view.
Considering the lifelong consequences of living with a
single kidney without direct medical benefits, LKDs
might be the weaker point of this therapeutic option
[5-7]. Assessment of satisfaction might also facilitate
the prompt detection of negative outcomes, such as
financial burden, wage losses or emotional disorders
[8]. Low levels of satisfaction have been proposed as
a predictor of an increased fear of postdonation kid-
ney-related health problems [9]. This fear might nega-
tively affect the well-being and quality of life of LKDs
and might cause donation regret, which in turn might
negatively influence the availability of future LKDo
[10].

Previous studies have reported high levels of satis-
faction among LKDs, with 78-96% of donors feeling
“very” or “extremely” satisfied [8,9,11-15]. However,
some of these studies measure LKDs satisfaction rely-
ing on a single five-option item [9] or, indirectly, by
questioning their willingness to donate again [12,15].
The assessment of satisfaction based on a single-item
might be at risk of being too general, thus, missing
specific features included in this concept, such as the
satisfaction with the medical attention or with the
information received. In fact, LKDs have proposed sev-
eral potential improvements. For example, an increased
attention from hospital staff, being able to talk with
former LKDs, and improving the information on med-
ical evaluations, diet and lifestyle
changes, aftercare and risks [16]. Assessing satisfaction
with a single-item might also be at risk of obtaining a
weighted response. Therefore unable to detect, for
instance, potential differences
with the attention received predonation compared with
the attention received postdonation. As a matter of
fact, about 25% of kidney recipients report feeling dis-
satisfied with the medical attention received by their
donors postdonation compared with that received pre-
donation and claim for improvements in their follow-
up [17].

Therefore, our aim was to analyze LKDs’ satisfac-
tion with their donation process, assess whether satis-
faction includes several specific components rather
than being a unidimensional construct, and define the
characteristics of donors dissatisfied with donation.
According to previous studies [8,9,11-15], we
expected low levels of LKDs’ dissatisfaction. We
also expected that dissatisfied LKDs would be those
who suffered economic losses related to donation, felt
that the hospital discharge was premature and those
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whose recipient suffered a worsening of his/her health
status.

Participants

All LKDs who donated at the Hospital Clinic of Barce-
(HCB) between 2005 and 2015. LKDs were
excluded if: (i) they did not live in Spain, (ii) were illit-
erate, (iii) they did not understand/speak Spanish, and
(iv) they had suffered mental and/or medical illness
postdonation that might interfere with their ability to
answer the survey (e.g., dementia, psychoses).

Due to the low numbers, LKDs to pediatric recipients
(n=14) and to the Spanish paired exchange program
(SPEP) (n = 20) were excluded. The SPEP was started
in 2009 [18].
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Procedure

The study was approved by the HCB ethics committee.
All donors provided written consent to participate.
Living kidney donors demographic information was
obtained from medical records. All participants were
recruited by phone at least 1 year postdonation. LKDs
who agreed to participate were mailed an informative
sheet, the satisfaction survey, the informed consent form
and a prepaid envelope to send back the survey. LKDs
that did not send the survey back in 1 month were con-
tacted either to confirm their participation or to docu-
ment their reasons for declining their participation.

Instruments

Donors’ satisfaction was assessed by a renewed version
of the European Living Donation and Public Health
Project (EULID) Satisfaction Survey (ESS) [19]. The
ESS included 54 questions developed using Delphi
methodology. The ESS evaluated 245 donors from
nine European countries. It assessed their perception
and acceptance of the donation process, satisfaction
with the information received, decision-making and
potential impact of donation on their lifestyle, their
ability to obtain future insurability, employment,
financial barriers and relationship with their recipients
[20].

EULID satisfaction survey was developed in Spanish
and then translated into: Cypriot, English (available at
www.eulivingdonor.eu/eulid/eulid-cd.html), French, Ital-
ian Portuguese, Polish, Romanian and Swedish.
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Table 1. Modifications to the original EULID satisfaction survey.

[tems of EULID survey

ltems of the renewed EULID survey

Items deleted

33- In the case your country doesn’t have a universal public health system, did you
have any problems with your health insurer related to donation costs
reimbursement or medical follow-ups

36- What do you think about your quality of life before and after donation?

43- What do you think about your current health, compared to before donation?

45- In general, would you say that currently your health is: excellent, very good,
good, fair, bad

46- Do you think you get sick more easily than anybody else?

47- Do you think you are as healthy as anybody else?

48- In the last 4 weeks, how much did your physical health or emotional problems
make it difficult to manage your social activity with family, friends, neighbors or
other people

Items rephrased
15- Were all your family members/close friends informed about your decision?

27- What do you think about pain and recovery after the surgery?

39- Have your daily works or hobbies changed after donation?

Items consolidated into a single question
12- Did you seek advice from any relative or friend about becoming a living kidney
donor
13- If you did, what was your relationship to that person?

14- If you didn‘t seek advice, why not?

Items added

15- Were all your relatives informed
about your decision?

16- Were all your close people
informed about your decision?

28- How much pain did you suffer
during the postoperative period?
29- How much discomfort did you
suffer after surgery?

41- In what measure have your daily
activities changed after donation?

42- In what measure have your
leisure activities changed after
donation?

14- Did you seek advice from any
relative or friend about becoming a
living kidney donor?

14a- If you did, what was your
relationship to that person?

14b- If you didn’t seek advice, why
not?

1- Employment situation at donation
2- Which is the current health status
of your recipient?

31- Did you feel recovered at
hospital discharge?

32- Do you think that the hospital
discharge was premature?

44- Do you think that the medical
care received after the donation
has been enough?

The renewed version included 53 items. Several items

were deleted and/or rephrased (Table 1). One item
assessing inaccessibility to healthcare system was deleted
because Spanish citizens are covered by the public
healthcare system. Six items extracted from 36-Item
Short Form Survey were deleted to avoid compromising

1334

the content validity with items intended to assess
health-related quality of life. Three items assessed two
concepts with a single question and thus each of them
was split into two items. Three items assessing several
aspects of the same variable were consolidated into a
single question. Five items were added to assess
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neglected variables (job status at donation, LKDs’ per-
ception of their recipients’ health, feeling recovered at
discharge, feeling that discharge was premature and sat-
isfaction with postdonation medical care). The four-
point Likert scales of the ESS were replaced with 0-10
centimeter visual analogue scales (VAS). The renewed
survey included 29 items assessed by VAS; 14 items with
a dichotomous response option (yes/no); five items with
a multiple choice response option (e.g., job status);
three items assessing numbers of days (e.g., hospital
stay); and two open questions.

Statistical analysis

Factorability was assessed with Bartlett’s test and the
Kaiser-Meyer-Olkin measure. The potential multiple
factor structure was assessed by exploratory factor-ana-
lyses. The internal consistency of each factor was reas-
sessed by Cronbach’s alphas to verify homogeneity and
interdependence between items.

The potential classification of LKDs according to
their level of satisfaction was assessed with a cluster-
analysis. Mean or proportion differences between clus-
ters were analyzed to characterize those donors with
lower satisfaction.

Three hundred thirty-two (72%) out of 463 eligible
LKDs returned usable surveys (Fig. 1). All donors
underwent laparoscopic surgery, but in two cases the
surgical approach was changed to an open one in the
operating room.

Table 2 shows that most participants were women
with a mean (SD) age of 56 (10.5) years at survey com-
pletion, most of them (60%) were occupationally active
at donation. All LKDs were genetically or emotionally
related to their recipient. The mean time from donation
to the satisfaction survey was four (2.2) years. LKDs’
perceptions of their own recipients’ health status were
quite good with a mean of 7.5 (2.6). Some LKDs (21%)
felt that hospital discharge was premature. One-third
(32%) reported economic losses related to donation.
The majority (98%) seemed satisfied with donation
according to their willingness to donate again, and most
(99%) would recommend LKDo.

Factorability

Twenty-five out of 53 items assessed by VAS

were included. Every VAS produced a range of responses
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from 0 to 10. Two items (#3 and #4) were eliminated due
to missing values higher than 10% (Table 3).

Based on Bartlett’s test approximate  chi-
square = 1889.43; P < 0.001, and the Kaiser-Meyer-
Olkin measure (0.78), the item-set appeared factorable.

The initial principal components analysis with vari-
max rotation led to the extraction of four-factors,
accounting for 46.3% of the variance in the item-set
(Table 4). Factors accounted for 19.7%, 9.8%, 9.8%,
and 7% of variance respectively.

Internal consistency was acceptable (Alpha for Factor
1 = 0.81; Factor 2 = 0.67; Factor 3 = 0.69), except for
the Factor 4 (Alpha = 0.44). The content of items com-
posing Factor 4 showed one item assessed LKDs’
impression of their recipient’s current health status, one
item assessed having regretted donation while staying at
the hospital, two items assessed LKDs  current percep-
tion of their relationship with recipients (e.g., feeling in
debt), and one item assessed whether donors felt that
people valued them better for having donated. Due to
content discrepancies and low internal consistency, Fac-
tor 4 was discarded, and its items were independently
analyzed.

The three factor structure was easily interpretable.
Factor 1 included 11 items assessing discrepancies of
donors’ expectancies about donation (i.e., to what
extent did the information received predonation closely
reflect their actual experiences during and after dona-
tion). Factor 2 included four items describing donors’
perception of donation interference on their daily activi-
ties, both before and after donation. Factor 3 included
five items measuring pain and discomfort; including the
perception of sufficient recovery at hospital discharge
and the degree of discomfort due to medical tests and
studies they underwent to become a donor. Item #19
showed positive high-loads in Factors 2 and 3, and item
#27 showed a positive high-load on Factors 1 and nega-
tive on 3. Therefore, these items were included in both
factors. Factors’ scores were transformed to fit a scale
from 0 to 100.

Cluster-analysis

As a whole group, LKDs were highly satisfied with their
donation process (Table 2). That is, LKDs did not
observe significant discrepancies between what was
expected and what they actually experienced (Factor 1:
Mean (SD) = 99.10(11.11)); they did not observe a rele-
vant interference of donation on their daily activities
(Factor 2: 7.84(7.45)); and did not suffer excessive pain
and discomfort (Factor 3: 14.68(9.05)).
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LKDs HCB
2005-2015
n =488*
Excluded (n = 24)
Did not live in Spain (n = 19), did not

understand/speak Spanish (n = 3),
Alzheimer (n = 2)

LKDs fulfilling inclusion criteria
n =464

Unreachable (n = 25)
Wrong phone number and/or did not answer

LKDs informed and requested
informed consent
n=439

Refused participating (n = 33)
Recipient died (n = 7), unspecified reasons (n = 13),
too busy (n = 4), too old to participate (n = 3), did
not wish to participate (n = 2), personal problems
unrelated to donation (n = 2), too long since
donation (n = 1), too dissatisfied to
participate (n=1)

LKDs accepted participating
n =406

Dropout (n = 69)
LKDs did not return the survey (n = 62), surveys |j
lost during the postmail delivery (n = 7)

LKDs returned the survey
n=337

Incomplete survey (n = 5) -

Figure 1 Participants flowchart. HCB,
Hospital Clinic of Barcelona; LKDs,

Final sample n =332 (72%)

living kidney donors. *Excluding LKDs
for pediatric recipients and kidney
pair exchange donors.

However, the cluster-analysis identified two groups of
LKDs. Due to incomplete data, 46 (14%) LKDs could
not be included in the cluster-analysis. Table 2 shows
the results for the two clusters regarding participants’
characteristics, Factors 1-3, items of the discarded
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Factor 4, items identified as relevant to donor satisfac-
tion in previous studies, and items previously used to
assess satisfaction.

Donors in cluster 1 (n = 116, 40.6%) reported a
higher discrepancy between what they expected and

Transplant International 2018; 31: 1332-1344
© 2018 Steunstichting ESOT



Living kidney donors’ satisfaction

"7 J31sn|D ul Adusnbaly paywi| 03 anp ajgeledwod-uoNT

| 918N < Z 4asn Dk
L > 749N D«

(ou)
i 9%'S (%0) 0 (%G°€E) ¥ (%Z'1) ¥ SI3Y30 0} UOfeuop ASUpDY BUIA|| JO UOIEPUSLILIOISY
I 868 (%0) 0 (%299 (%10 L (ou) uiebe sjeuop 031 ssaubulljiAA
S0'0 LLL (%1'£2) 9F (%L °€Y) 0G (%T'T€) L0 (s9A) uoneuop 0} Pa1eAI SASSO| JIWOU0DT
100°0> zz9l (%ETL) LT (%6°LE) LE (%8°02) 69 (sak) ainjewsaud sem abieypdsip [endsoy yey buipad
(18112Q yonwi 0} 8SIOM Ydnwi ‘wd Q-0
7600 69'1— (9220 19, (60 vL'L (€T L SYA) 1uaididal 3y yum diysuoiell jualind
(ele]
e 0} buiylou ‘wd Q-0 SVA) 2Jow NoA snjea puno.e
S76°0 L00— (9r'e) 1S (LE€) GL'S (ev'€) ¥T'S d|doad saxew Jouop buinll e bulaq 1eyy buija4
(9216e A|buons
01 9aJbesip AiBuois ‘wd 0L—0 SVA) Aupiy Jnok
PaAIRdal Buiney 1o NOA yum Aduspusdsp swios
LT0 LUl (8€°€) 8T (Log)eLe (zee) tae pajeaud sey 10 19ap ul sem jualdidal ay} ey buijse4
(9216e A|buons
01 9a1besip Ajbuoss ‘wd 01— SVYA) |erdsoy
S6°0 900 (1970 z0'L 910 €0l (8€72) 86°0 8y} 1e buifeis ajiym pajeuop buiney Jo dueIUSARY
G61°0 [9°] (%S€E) 9 (%6'9) 8 (%8%) 9l (sak) paip Juaididay
(1UD||90%3 0} paIp 40 peq AiaA ‘wd 0L—0
8000 69°C— (87°20) 08°L (L0 169 (190 Lv'L SWA) SN1e1s yieay 1ualdidas 1uaLind ay) JO uondadiad
100'0> 6011 (eLzl) eLel (€8'Gl) ST¥Y (S0'6) 897l (001—0) Hojwodsip pue uled :g 10}de4
(001-0)
000> v6'CL (¢6'8) 9’6 (LL'6l) LOVE (SV'L) v8'L SaIHAIE Ajlep U0 2dUSJ34Id)Ul UORUOP 7 J0)de
(001-0) uoieuop
100°0> €C6— (9£%) LS¥6 (8L°zl) ¥S'€s (LL'LL) 0L'66 IN0ge sadULadXS 4O SPPURMRIISIP-UOU | J01de
Aanins uonoeysies
WA LLEO 6L om € (rT'2) 06° 8L mm € A3nINs uondeSIIES PUE UOIBUOP USIMID] SIEIA
(%1'6) 9 (%7S) 9 (%1'6)0 9}IM3SNOH
H%¥zl) _ (%299 (%1°6) 0 SE(elely
(%E€°G0) €F (%CL1) 0T (%C0) € paliay
6000 8€9°L1 «(%6°75) 06 (%¥'2L) 78 (%9°65) om_ NV
uoljeuop 1e uonenyis JuswAojdwy
070 2040 (%5'€9) 801 (%9'89) 8 (%0°€9) 60 (pa1efas Ajlednauab) diysuonefa. juaididal-louoq
6600 759'L— (6¥°01) 16799 (92°01) ow S (zsol) €795 (s1e9A) aby
0v9°0 8170 (%S599) €11 (%8°€9) ¥ (%1°99) 91¢ (eeWSaY) J8pUSD
d XN (%) u/(as) uesaN (%) u/(as) uesN (%) u/(as) uesN

(0LL = u) g 4918n|D

(9L = u) | 4AAsnD

= u) a|dwes v

"SI91SN|D> UddMIQ uosiiedwod pue soisiiedeleyd uedpilied g ojqel

1337

Transplant International 2018; 31: 1332-1344

© 2018 Steunstichting ESOT



Menijivar et al.

€7 g9/ aara 31 (491199 YdNW 0} ISIOM YdNW ‘Wd Q-0 SYA) ¢1usididas syl 03 diysuone|al 1uaiind INoA si MOH K

v'e 0SS vZ's ol (30] B 0} Bulylou ‘Wd 01—0 SVYA) ¢910W NOA anjea punose ajdoad saxewl Jouop BulAl e Buiaq 1eyl Julyi noA oQ YA
(9316e Albuouns 01 aa1besip Abuoais ‘wd 0L—0 SYA) ¢AsSupny

€€ 09°0 ST 4 InoA paniedal buiney Joy noA yum Aduspuadsp swos pajessd sey JO 1gep Ul S[9a4 uaididas JnoA 1eyl Juiyi nok oQ o
(uapiyns

S6°L 056 98°'8 0z 01 JUSIDIHNSUL ‘WD QL—0 SYA) (YBNOUS us3q Sey UOIIRUOP JS3E PSAIDISI 21eD [edIpswl syl 1yl julyl NoA og a4

YTz 050 811 Ll (10| & 0} Bulylou ‘WD Q-0 SYA) ¢UOIRBUOP 191je Pabueyd SMIAIIDE 2JNSI9| JNOA 9ABY 2INSeaw 1eym U 4

861 050 10" Ll (30] B 03 Bulyou ‘wWd Q1—0 SWYA) ¢uUoireUOp J314e pabueyd SailADe Ajlep JNOA aABY ainseaw 1eym uj R4

9g°| 0S'6 V6 Sl (9346 AlBuons 01 salbesip Abuo.is ‘wd Q-0 SYA) ¢UOIBUOpP Joje paianodal A|iny nok siy Vi

18°C 00°L 959 g (pa49n0D3. A919|dWOD 0} PRJaA0IRI-UOU ‘WD OL—0 SYA) ¢obieydsip [exdsoy 1e paianodal 994 noA piq L€
(9a4be

gc'7 0€°0 86°0 ¥ Abuons 01 aaibesip Abuois ‘wd 0L—0 SVA) ¢paieuop buirey 1916a4 noA pip ‘|edsoy ul buikels sjiym ‘quiod swos 1y 0€

G8'¢ 00°€ 9G'€ S (30] & 0} Bulyou ‘wd QL0 SYA) ¢A19bIns Jalye 194Nns NOA pIp HOLWOISIP YdNW MOH 6¢

LO'E 0S'€ €Ty 12 (10] e 01 Buiyiou ‘wd Q-0 SYA) ¢pouad aaneladolsod syy bulnp uspns noA pip uled yonw MoH 8¢
(92466 Albuons o1 aalbesip Abuoiis ‘wd QL—0 SVA) ¢ddusadxs [enioe

€61 056 S8 VA INOA yum puodsaaiod ‘ssedoid uoirUOP By} YHM pajejas ‘buiieuop 91049g UsAIb aiam noA suoieue(dxa sy pid x4
(9346e AjBuoiys 0} aalbesip AIbuois ‘WD 0L—0 SYA) ¢(Wesl [edipsw syl yum sbpnl

Sl 056 076 L 9yl 01 HSIA 9y} ‘s|dwexs Joy) s1eudoidde susm Jouop BulAll e swodaq O} sdals pue saunpad0.id syl 1yl juiyl noA og 4

10°C 0S'6 6'8 9 (92166 Albuons oy aalbesip Ajbuoiis ‘wd 0L—0 SWYA) ¢|eHdSOH 8yl 1e Aeis unoA buunp Jo a1ed uaxel ||9M |99} nNoA pig 0z
(po109dxa ueyy bulkouue siow 03 pardadxe ueyy bulkouue

08¢ 08°0 97'¢ A SS9| ‘WD OL—0 SWV/) ¢JOUOp B SW0d9g 01 JUsMISPUN NOA S3IpN1S pue S1ssl [edIpsw syl IN0ge Julyl NoA op 1eypn 6l
(9916e Abuouis o1 aaibesip Abuons

Ly L 056 V16 q ‘WD 0L—0 SVA) ¢2In9s 994 NOA o3ew uoleuop 210439 sjeuoissajoid yyeay Ag usaib ausm noA uoiewuojul ayi pig ya
(921be Albuons oy aalbesip Ajbuoiis ‘wd Q|

10T 0S'6 68'S 9 —0 SWYA) ¢3uaididal JnoA 10} SWODINO |NJSSa0INS e 293ueienb 10U pIp uoieuop JNoA 1eyl paule|dxs Alues|d noA auspn rd)
(93468 AjBuons 0y salibesip Abuois ‘wd Q-0 SYA) ¢uled usas pue

0L°C 056 07’8 ¥ ‘SIOHUOW ‘Saqgn} ‘1919Yied YUM ‘pale|os! ‘[endsoy ay1 ul Aeis pjnom noA Aisbins Jsije 1eyy pauie|dxs Ales|d> noA suspn Ll

6E°L 09'6 €6 IS (9216e Albuons o3 aalbesip ABuoas ‘WD 0L—0 SWA) ¢[[eM J9A0 1 Buuiyl Jo3je buieuop Jo Uoisdap ay3 a3el noA pia ol
(93.6e AlBbuons 0y saibesip Abuo.is ‘wd Q-0 SYA) ¢Wnwiuiw sem siy ybnoys

051 056 VAN L U9AS 4l| JInoA busit o Aujigeqold syl 1noge usns ‘sysit A1isbins noge paulejdxs Aluesp ausm noA yuiyi nok og 6

87'C 00'¢ 8¢c'e L (30] e 01 Buiyou ‘Wd QL0 SYA) (34| Allep INOA yum 81941831 JUSMISPUN NOA SIS} [BDIPaW By} PId 8
(934be ABuons 01 saibesip Aibuons ‘wd QL—0 SYA) ¢Jouop

vl 056 €6 L BuiAl| e g 0} 0bJspun piNOM NOA S3IPNIS [EDIPSW PUe S1S9) 3y} 1N0ge paule|dxe Alies|d aiam noA 1eyl juiyl nok oq /i
(1oney ul A19jdwod 01 sutebe Aj@1s|dwod ‘wd QL—0

091 096 yANS ov SYA) ¢Jouop Asupiy Bulall B 219m NOA 210497 Jue|dsuely o) uoleuop uebio BulAll IN0ge Julyl NOA pIp JeYAA ¥
(1oney ul A19jdwod 01 1suiebe Aj@1s|dwod ‘wd QL0

€1 096 116 a4 SVA) ¢Jouop Asuppy Buiall B a19m NOA a1049q 1uejdsuel) Jo} uoieuop uebio dIISABPED IN0ge Uiy} NOA pIp 1BYAA €

19°¢ 008 o/ L (3U|92%3 01 PaIP J0 peq AISA ‘WD QL—0 SYA) ¢3usididal JNOA JO sniels yieay Jusind syl St YdIYyan z

as uelps|N VEETI BuIssIN wial|

"A9AINS UOIDRISIIES ([1NT PIMBUIJ BY) JO SWa) anbojeue [BNSIA aY} JO SdlisladeIeYD) "€ dlqel

Transplant International 2018; 31: 1332-1344

1338

© 2018 Steunstichting ESOT



Living kidney donors’ satisfaction

1290 8100 2/00— /210 (191199 YdNW 0} ISIOM YdNW ‘Wd Q-0 SYA) ¢1usididas syl 03 diysuone|al 1uaiind INoA si MOH LS
(30] e 01 Buiylou

2590 €00°0— 870°0— 5000 ‘WD 0L—0 SYA) ¢=40w noA anjea punole sjdoad saxew Jouop Bulall e buisg 1eyy Juiyi noA oq Va7
(9216e Abuous 01 aaibesip Abuoas ‘wd Q0L—0 SVA) ¢Asupry JNOA paaisdal

865°0 8710 /91°0 0000 Buiney 1oy NoA yym Aduspuadsp swos paleald sey 4o 1gap Ul S99 1uaididal InoA 1eyy Muiyi noA oq 9f
(JUSIDIHNS O} JUSDIHNSUI

6600 0000 961°0— L9€°0 ‘WD Q1-0 SYA) ¢Ybnous usaq Ssey UOIIRUOP J91je PIAIBIAI 18D [eIPAW B} 1oyl Julyl noA og 144

000 [470N0] 8680 650'0— (30] B 0} BuIylOU ‘WD L0 SVA) (UOIBUOP Jolje pabueyd SaNIADe 2INSI9| INOA AL SiNSeau 1eym U (4%

0100 G900 0060 90 0— (30] B 0} Bbulylou ‘wd Q-0 SWYA) ¢uoireuop Jae pabueyd ssiyAnde Ajlep JNoA sAeY insesw 1eym uj L

7070 9000 G81°0— L¥S°0 (9916e Albuous 01 aaibesip Abuoais ‘wd QL—0 SWV/A) ¢UOIIBUOP I91je PaJaA0dal AN} NOA aly L€

£€€0°0 109°0— G70°0— 710 (pa19n0D31 A919|dWOD 0} PRJaA0IRI-UOU ‘WD OL—0 SYA) ¢obieydsip [eudsoy 1e paianodal 994 noA piq LE
(93.6e AlBuoss 01 sa.besip

79170 1/60°0— /0°0 /10— Abuons ‘wd 0L—0 SVA) ¢paieuop buiney 191621 noA pip ‘|exdsoy ur buikeis ajiym ‘uiod swos 1y 0€

ST40N0] 2980 751°0 €50°0— (30] e 0} BbuIyou ‘WD L0 SYA) (AI9Bins 1ae Jayns NoA pip LIOJWODSIP Yan MOH 6¢

£50°0 6080 9€1°0 0€0°0 (30] & 0} Bulyou ‘Wd QL0 SYA) ¢polad aanesadolsod sy bulinp Jayns noA pip uted yonuw MoH 14
(9216e Abuouis 01 aaibesip Abuoais ‘WD QL—0 SYA) ¢ddusiadxa [ende InoA yium

8€0°0 SZ0— 9Z0'0— £09°0 puodsa.l0d ‘sse301d UOIIPUOP Sy} YHM pale[al ‘Builpuop 210439 USAID 919m NoA suoneue|dxs ayi pid Yo
(936 AjBuons 0y sal1besip AIbuois ‘wd Q-0 SYA) ¢(Wes} [edipsw syl Yim abpn( syl 03 HSIA sy}

1SL°0 2.00— S10°0— 9650 ‘g|dwexa Joj) areudoidde siam Jouop Bulall B w03 0} Sd3Ss pue saunpad04d ayl 1eyl Juiyl noA og 4
(9346 ABUuons

6lL1°0— 0£0°0— 860°0— ¥6S°0 01 9a1besip Aibuons ‘wd 0L—0 SYA) ¢[eHdsoy ayi 1e Aeis unoA Bulnp Jo a1ed> usyey ||lom [994 NoA pig 0z
(pa12adxa ueyy bulkouue a1ow 01 pardadxs ueyl bulkouue ss9| ‘wd Q|

721 0— 901°0 66£°0 202 0— —0 SV/\) ¢JOUOp B 3W0D9g 01 JUSMISPUN NOA S3IPNIS puUe S1S9) |BJIPSW Sy} INOGE Uiyl NOA op JBYAA 6l
(93466 Albuons o1 aalbesip Abuois ‘wd 0L—0 SVYA)

1/0°0 /€1°0— 780°0— [SL°0 £9JN23s |99} NOA 93eW UOIIBUOP 31043 S|euoIssajold yieay Aq usaib a1am NoA uonew.osul syl pidg ya
(9346 AjBuons 01 aa1besip AIbuoiis ‘wd 0L—0 SYA) ¢iuaididel

9100 6200 /G00— 8150 JINOA 10} SWODINO |NJSS30DNS B 991uelend J0u pIp uoireuop INoA 1eyy pauie|dxs Ales|d> NoA auspn 4
(92466 Albuons oy aalbesip Abuoiis ‘wd QL—0 SVA) iuled USAS pue ‘Siojuou ‘sagni

/90°0— 00L°0— /S0°0 109°0 '1919Y1ed M ‘paje|os ‘jendsoy syy ul Aeis pjnom noA Aisbins Jsyje 1eyy paule|dxa AjJes|d noA alspn Ll
(9346e Abuouis

7500~ 0200 8200 €LL°0 0} daubesip Aibuosis ‘Wd 0L—0 SYA) é[[dM Jan0 U Bujuly} 19}e buiteuop 4o uoisidap sy} a3el NoA pig 0l
(9346 AjBuoiys 01 aal1besip AIBuoJIS ‘WD OL—0 SYA) ¢WNWIUIW Sem SIyl ybnoyl usns 941 JNOA

/S0°0— 751°0— /100 GES]'0 Burysu jo Aujigeqoud sy Inoge usas ‘sysi Aisbuns 1noge psule|dxs AjJes|d s1am noA juiyl noA og 6

LEOO S0C0 £L0S°0 060'0— (30] & 0} Bulyou ‘Wd QL—0 SYA) ¢34 Ajlep InoA yum a1s4a3ul JUSMISPUN NOA S1s3} [eDIpaW ay} pid 8
(93.be Ajbuoiis 03 aalbesip ABuois ‘wd 0L—0 SVA) ¢Jouop Bulal e 3q O}

SLL0 1100— 180°0— ZLL0 obJapun pjnom NoA saipnis [eIIpaWl pue S1sal 9y} Inoge paule|dxa AjJesjd alsm noA eyl juiyr nok oQ /

69£°0 050°0— /61°0— 9010 (3US|92%3 01 PaIP J0 peq AJSA ‘WD Q-0 SYA) ¢1usididal JNOA JO sSniels Yieay usiind syl Sl YdIyan z

7 1010e4 € Jo1oe4 Z J010e4 | Jo1oe4 (WE]

siskjeue |eli0}de

"J01DB} DB Ul PAPEeO|-SSOJD SWall 8y} aJe sanjeA pjog “ASAINS UonDe)sies N3 Pamaual ayi Jo 19s-swall ay} Jo Aljiqelolded i ajqel

1339

Transplant International 2018; 31: 1332-1344

© 2018 Steunstichting ESOT



Menijivar et al.

what they actually went through during the donation, a
higher interference of donation on daily activities, and
higher pain and discomfort. Also, a higher proportion
of LKDs in cluster 1 believed that hospital discharge
was premature,
related to the donation. Regarding the items composing
the discarded Factor 4, the clusters differed only in
LKDs  impression of their recipient’s health status,
which was worse in cluster 1. No significant differences
were observed regarding the repentance of having
donated while staying at the hospital; the feeling that
the recipient was in debt with his/her donor; the feeling
that people around valued them more due the dona-
tion; and the perceived quality of their relationship with
their recipients. Notably, variables previously used as a
single question to assess LKDs’ satisfaction were unable
to differentiate between clusters. Thereby, all satisfied
donors in cluster 2 would be willing to donate again
and would recommend LKDo, while only 6 (5.2%) and
4 (3.5%) dissatisfied donors would not.

To identify other sources of dissatisfaction, an addi-
tional cluster-analysis was calculated in the subgroup of
dissatisfied donors. Four subgroups were identified: sub-
group 1 (n=7; 6%) regretted more having donated
while staying at hospital; subgroup 2 (n = 26; 22.4%)
thought that recipient felt in debt or had created some
dependency with them; subgroup 3 (n = 44; 37.9%) did
not feel especially valued by others as a donor. A final
subgroup (n = 32; 27.6%) was characterized by moder-
ate scores in these variables.

and suffered more economic losses

Our results suggest that taken as a whole, LKDs are
highly satisfied with their donation process. In spite of
the high level of LKDs satisfaction, a subgroup was
somewhat dissatisfied.

Medical service users’ satisfaction is recognized as a
valid appraisal of the quality of healthcare [21]. Satisfac-
tion is, however, a somewhat elusive concept that has
been defined in different ways. LKDs  satisfaction may
be even more complex because health outcomes include
also those related to their recipients.

Satisfaction with care might be better understood as
one specific component of the broader construct of
health-related quality of life (e.g., one may be satisfied
with the medical attention received and outcomes
obtained, and still perceive that health interferes with
the expected live conditions). Therefore, though satis-
faction with care influences health-related quality of life,
them seem moderate [22-24].

relations between

1340

However, identifying sources of patients’ dissatisfaction
might help defining specific, and sometimes simple, cor-
rective strategies that would also improve patients’
health-related quality of life. This is especially relevant
considering that simply improving quality of care
(which is not necessarily followed by an increase of sat-
isfaction with care) has not shown to be unequivocally
followed by the improvement of health-related quality
of life [25]. Altogether, reaching a comprehensive clini-
cal picture recommends combining satisfaction mea-
sures with quality of life instruments.

Satisfaction with donation seemed to be composed of
three-factors: discrepancies between LKDs’ expectancies
about donation and their actual experiences; interfer-
ence of donation on daily activities both before and
after donation; and pain and discomfort. These results
add to previous doubts on the measurement of LKDs’
satisfaction by a single-item [26]. In fact, and as previ-
ously observed [8,9,11-15], the majority of our LKDs
would donate again and would recommend LKDo
despite feeling somewhat dissatisfied. Simply question-
ing the willingness to donate again might be flawed by
obviating the context of the decision to donate. Willing-
ness to donate again might be related to motives scar-
cely related to satisfaction, such as the absence of
alternative donors, or to prevent the donation of
younger relatives. Also, recommending donation to
others might not exclude dissatisfaction and, as such, its
content validity might be compromised. Therefore, it
might not be incompatible feeling that LKDo is a rec-
ommendable treatment while, at the same time, feeling
that some aspects of donation, might be improved.

Another issue about the measurement of satisfaction
is the application of generic or specific instruments.
Generic instruments include key dimensions of the
overall model of satisfaction and might allow compar-
isons between conditions. However, it
whether they can capture subtleties of specific condi-
tions. Also, overall satisfaction seems better character-
ized as a stable assessment rather than as a momentary
judgment [27]. Indeed, non-significant changes in over-
all satisfaction have been observed between predonation
and postdonation [28]. Complementing the generic
instruments with donation-specific measurement of sat-
isfaction might allow discerning the concrete sources of
an eventual worsening of satisfaction, even in LKDs
with an acceptable overall satisfaction with life.

Cluster-analysis classified LKDs into two subgroups.
LKDs somewhat dissatisfied were characterized by per-
ceiving a higher discrepancy between the information
received, and their actual experiences; along with feeling

1S uncertain
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somewhat worse attended both before and after dona-
tion.

Discrepancies between patients’ expectancies
their actual experiences seem a main component of sat-
isfaction. Previous assessments of LKDs’
have applied the five-item Satisfaction with Life Scale
[28,29]. At least, three items seem to measure the
degree of discrepancy between respondent’s expectancies
and current life circumstances. This content seems quite
akin to the factor identified in our study. Indeed, most
definitions of satisfaction with care suggest that it is
mediated by patients’ preferences and prior expectancies
[30]. Notably, some authors suggest that dissatisfaction
arises with patients’ perception of incongruence between
their desires and expectancies, and real conditions of
care [31].

Previous studies also suggest that LKDs with the
highest predonation expectations about personal growth
and interpersonal and spiritual benefits may be less
aware of these anticipated benefits which, in turn, may
increase the possibility of feeling dissatisfied after dona-
tion [32]. Our results add to these recommendations by
suggesting the importance of assessing donors’
expectancies about the degree of medical attention and
the discomfort associated with medical procedures. It
also suggests that elevated expectancies should be
addressed before donation to reduce their potential neg-
ative influence on donors’ psychosocial outcomes [33].
Predonation discussion between donors, recipients and
their healthcare team might allow individualizing the
information provided to those donors with unrealistic
expectancies (e.g.,
higher-than-available medical attention). This simple
intervention might also help improving the informed
consent process and, thus, minimize a possible discrep-
ancy between expectancies and real experiences.

Donors less satisfied perceived that predonation tests
were more annoying and caused higher interference on
their daily activities. Daily and leisure activities after
donation also changed for worse in this subgroup. This
factor seems quite similar to the degree of interference
of healthcare in the patient’s personal sense of self
included by others in the definition of satisfaction [34].
Interference on the performance of daily activities has
been also reported as a crucial component of satisfac-
tion after medical procedures such as hand surgery
[35]. In our center, predonation assessments, and infor-
mation about the donation process and risks are usually
conducted within 2-3 days in different hospital facili-
ties. This protocol might be overwhelming for some
donors [16]. Also, a higher percentage of dissatisfied

and

satisfaction

lower-than-usual discomfort or
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donors were professionally active at donation, which
might have contributed to a higher interference in their
workdays. More of them suffered economic losses,
including sick-leave expenses. Relevant expenses due to
donation might [6,36],
almost 50% of the donors claim for additional informa-
tion about donation financial costs [16]. Both concen-
trating assessment in nearby medical facilities and
further procedures,
might help to improve this aspect of donors’ satisfac-
tion [14].

Pain and discomfort expressed by dissatisfied LKDs
almost doubled those expressed by LKDs satisfied.
Laparoscopic surgical procedures have contributed to
reduce these perioperative morbidities and thus to
improve donor satisfaction [37]. However, pain and dis-
comfort are still unresolved issues in LKDo, to the point
that some suggest that donors should be paid for surgi-
cal pain and suffering [38]. According to our results,
pain and discomfort influenced donors’ satisfaction
even several years postdonation. We assessed pain and
discomfort retrospectively. Hence, we have assessed the
memory of the pain and distress which, as such, might
be influenced by other variables not directly related to
the actual experience. At least, one study suggests that
although LKDs tend to attribute subsequent physical
problems to donation, this relationship is not always
clear-cut [14]. Preliminary results suggest that address-
ing psychological factors such as residual ambivalence
about donation might reduce poor psychosocial out-
comes, including pain and discomfort [39]. In the field
of acute and chronic pain, this subjective experience
seems to be influenced by catastrophic thoughts. Catas-
trophizing has been defined as overvaluing the noxious
and disabling potential of pain [40]. In our knowledge,
the influence of catastrophizing on postdonation pain
and discomfort has not been assessed.

A higher proportion of dissatisfied LKDs felt that
their hospital discharge had been untimely scheduled.
LKDs  expectancies, including discharge scheduling,
seem especially amenable to simple predonation inter-
ventions. Indeed, if these presumptions were carefully
defined, they could be adjusted by educating donors
when found unrealistic expectancies (e.g., longer than
the reasonable length of hospitalization) or it could help
guide the medical setting (e.g., scheduling shorter fol-
low-ups visits). In our center, average length of hospi-
talization is discussed at the beginning of assessment
and throughout the donation process until hospital
admission. Discharge might be coordinated with the
donors to assure that they feel ready. Cases in which

disincentive donation and

individualization of assessment
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the donor feels unready for discharge, exploration of
his/her reasons might help find a solution that fits both
the donor and the physician. Our results have improved
our donation processes by including the assessment of
LKDs  expectancies, along with individualizing the
assessment protocol to minimize the interference on
donors’ activities.

Perception of their recipients’ current health status as
being low also characterized LKDs that where somewhat
dissatisfied. Contrary to our expectations, and previous
studies [41,42], differences between clusters were statis-
tically significant but such low that seemed to be clini-
cally non-relevant. To further assess the relevance, its
ability to differentiate between clusters was analyzed by
ROC curve which showed that donor perception of
their recipient’s health was unable to differentiate
between groups (data not shown). Accordingly, our
results suggest that this variable might not be as
strongly related to donors’ satisfaction as previously
suggested. Donors’ perception of worsening of their
recipients’ health has been related to an increased risk
of psychological problems [41,42]. However, few studies
assess this relationship so far, and several of them assess
donors’ satisfaction by a single question.

In our study, donors from cluster 1 seemed only
slightly dissatisfied with donation. This finding leaves us
with a skewed dependent variable with very little vari-
ance. To find ways of improvement by focusing on
dimensions of dissatisfaction, a tentative cluster-analysis
was calculated only in cluster one. Results showed that
potentially relevant variables such as postdonation lost
wages [43,44] did not differentiate between dissatisfied
Variables subgrouping dissatisfied donors
included: regret having donated while staying at hospi-
tal; feeling that recipient felt in debt with the donor;
and the feeling that others did not value the donor
more because of donation. The temporal stability of
these variables is questionable. Additional research is
needed to replicate the factor solution along with defin-
ing potential subgroups of dissatisfied donors.

Living kidney donors’ satisfaction is not routinely
evaluated during the clinical follow-up. Unaddressed
LKDs’ dissatisfaction may lead to psychosocial distress
and might compromise the “do no harm” principle
[14]. Detecting dissatisfaction might help to implement
prompt and timely supportive interventions. Clarifica-
tion of the importance of every source of dissatisfaction
might guide these interventions by individualizing the
therapeutic procedures. Also, an increase in the under-
standing of sources of dissatisfaction might contribute
to improving the informed consent of future donors by

donors.

1342

emphasizing those aspects that are most relevant to
donors.

Limitations: Incomplete data prevented 46 (14%)
LKDs from being included in the cluster-analysis. We
may not be sure whether the inclusion of these donors
would change the clusters’ structure.

We did not assess factors such as short and long-term
complications, whether the recipient lost his graft or
whether kidney function was routinely monitored, all
which might determine low levels of LKDs’ satisfaction by
potentially influencing donors’ perception of donation [9].

Our study is retrospective and, thus, susceptible to
recall error. we did not find differences
between clusters in the elapsed time since donation.
Accordingly, it might well be that a potential recall
error had similarly affected both groups.

Sample size impeded a segmented analysis by time of
follow-up. The inclusion of other centers might increase
the number of participants to help solve this issue. The
cross-sectional design precludes the assessment of the sta-
bility of LKDs’ satisfaction. Further studies assessing the
longitudinal trend of dissatisfaction might help: (i) detect-
ing which donors previously dissatisfied develop a healthy
adjustment by applying their own coping resources: Iden-
tifying these resources might guide specific interventions
for future donors; (ii) uncovering resistant cases in need
of specific interventions, indeed, the maintenance of other
adverse psychosocial outcomes, such as fear of kidney fail-
ure, has been suggested to reflect a resistance to sponta-
neous adjustment [9]; and (iii) assessing which donors
previously satisfied become later dissatisfied, the defini-
tion of those factors that worsen satisfaction, if any, might
help to implement prevention strategies.

Two-items cross-loaded in two factors. Item #19 (dis-
comfort due to medical tests) showed an expectable
high-load in factor 3, but also in factor 2, probably
expressing that these discomfort might have interfered
on daily activities. It seems necessary to increase its con-
tent specificity with a more concrete definition of dis-
comfort. Item #27 (correspondence between the
predonation explanations and actual experience) showed
a high-load in Factor 1, but also a negative load in Fac-
tor 3, suggesting that the expected discomfort did not
coincide with what they actually went through. This
finding might stress the importance of providing donors
with adequate information (e.g., no downplaying of
risks and/or discomfort).

Living kidney donors less satisfied believed that hos-
pital discharge was premature and medical care was also
lower than expected. We did not assess factors that
could influence these discrepancies (e.g., quality of the

However,
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information received, or donors’ degree of understand-
ing that information).

Our factor structure coincides with main components
of satisfaction defined by previous studies. We may not,
however, assure that our factor solution applies to other
populations.

Our participants come from a single center. We do
not know if center-specific practices compromise gener-
alization of our results. However, HCB represented 18%
of all LKDo in Spain [45] and 39% in Catalonia [46]
during this period.

Living kidney donors for pediatric recipients and to
SPEP were excluded. It would be interesting to assess
satisfaction in these groups.

Sample size might be limited for a retrospective
study. However, our 72% response rate was higher than
the 46% usually obtained in postal-survey health studies
[47].

Conclusion: Donor’s satisfaction seems better charac-
terized by three dimensions than by single questions.
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